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      This book is dedicated to the many resilient 
families who are successfully preventing 
HIV transmission in their members 
and who are successfully ensuring that their 
HIV seropositive members are living 
a rewarding life.  
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 In the  Surgeon’s General Report on Youth Violence  in 2000, we put forth the science 
that showed that by improving parenting, we can reduce violence in communities. 
Certainly the importance of quality parenting cannot be overstated. Some would 
argue that parenting should be a required course for high school graduation since it 
is the most important job that most of us will ever have. 

 This book takes on the very vital and complex issue of the role of parenting in 
reducing risky behaviors that increase the spread of HIV/AIDS, and how this role 
may vary with race and culture. 

 Beyond the prevention of behaviors that increase the risk of HIV/AIDS, this 
book is about sexual health and healthy sexuality which is a formula for success in 
life and relationship. The recent 2009 Institute of Medicine’s Report entitled 
 Preventing Mental, Emotional and Behavioral Disorders Among Young People: 
Progress and Possibilities  highlights the explosion in randomized controlled trials 
showing that prevention and health promotion are vital options for the USA to con-
sider at this time in our history (National Research Council and Institute of Medicine 
2009). Also, thanks to the National Institute of Mental Health Consortium on 
Families on HIV/AIDS, there is now sound evidence that family strengthening–
prevention interventions can increase the likelihood that youth can be prevented 
from engaging in risky behaviors that lead to HIV and related infection. 

 This book clearly and succinctly addresses contextual issues that infl uence health 
outcomes and risky behaviors that we see in certain populations. It also addresses 
strategies for HIV prevention in special populations (African Americans, Latinos, 
youth in sub-Saharan Africa, homosexuals, bisexuals, lesbians, youth). We should 
face the fact that the causes of behavior are multidimensional and that without a 
model of health behavior change which involves multiple levels of cultural, social 
class, ethnicity, family dynamics, developmental stages, and others, our methods of 
reducing risk factors from becoming predictive of bad outcomes will certainly fail. 

 Clearly we need to consider “parents as teachers fi rst” and help them to under-
stand their obligations and opportunities to educate themselves and their children 
about risk to their offspring’s well-being. In that refl ection, we must consider the 
infl uence of mothers and fathers and how these parents can infl uence a child’s life 
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course toward risk and protective factors. Clearly there are several examples of even 
single parenting resulting in successful outcomes when those parenting behaviors 
are carried out appropriately. We also must consider how couples work together to 
avoid putting themselves and their partners at risk for developing HIV/AIDS. 

 But what about the children who wind up as orphans because their parents die 
from AIDS or other causes? I have visited such orphanages in Africa. In addition, 
how do we work with communities to gain their support in our public health work 
to prevent HIV infections from continuing to spread? These are some of the issues 
that are well addressed in this book. 

 Hence, in addition to issues of prevention, this text addresses the issue of how 
families can help with medication compliance once a family member fi nd himself 
or herself infected with the HIV virus. Also questions of how gay, bisexual, and 
lesbian youths address these serious issues when confronted with them are addressed. 
Furthermore, how should mentally ill youth and their families approach the issue of 
HIV/AIDS? 

 Finally, how can we disseminate, adapt, and implement the evidence-based 
programs we already know that work quite well? This group of distinguished 
researchers addresses these and other challenging questions plaguing us as we deal 
with the HIV/AIDS epidemic that continues to impact those who continue to engage 
in risky sexual and other behaviors. 

Atlanta, GA David Satcher  
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   After three decades of confronting the HIV epidemic, we fi nally have a National 
HIV/AIDS Strategy based on three primary goals to which President Obama is 
committed. They are: (1) reducing the number of people who become infected with 
HIV, (2) increasing access to care and optimizing health outcomes for people living 
with HIV, and (3) reducing HIV-related health disparities. This book brings together 
the results of a research effort supported by the National Institute of Mental Health 
(NIMH) and Centers for Disease Control and Prevention (CDC) and provides guid-
ance to address all these goals. 

 The book  Working with Families in the Era of AIDS  (Pequegnat and Szapocznik 
2000) presented the interventions being tested in NIMH-supported studies but no 
results were available. Now there are so much data that we have 15 chapters describ-
ing what is known about the context and culture of families addressing the challenge 
of HIV infection and presenting the fi ndings from effi cacious interventions. The 
authors of these chapters are experts in prevention research and provide guidance 
on interventions with a range of family confi gurations. 

 The recent 2009 Institute of Medicine’s  Preventing Mental, Emotional, and 
Behavioral Disorders Among Young People: Progress and Possibilities  highlights 
the explosion of randomized controlled trials demonstrating that prevention and 
health promotion are viable options to improve the public health of US citizens 
(National Research Council and Institute of Medicine 2009). 

 Together these two documents provide the impetus for the recommendations in 
this book. The purpose of this book is to encourage researchers and service provid-
ers to become more involved in family-oriented approaches that can prevent the 
spread of HIV infection and its negative consequences and promote good health. 
We hope that these interventions will be used in effectiveness studies and that large 
community public health agencies and nongovernment organizations will fi nd the 
evidence-based programs compelling enough to offer to their clients. 

   Preface 
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   Community Collaboration 

 Because this group of researchers is committed to community-based research and to 
collaborating with members of the community, we feel that these interventions can 
be successfully adopted in public health agencies and clinics. Because of this col-
laborative approach, the interventions are community friendly and culturally appro-
priate. Without this community engagement in these research programs, the fi ndings 
in this book would not have been possible.  

   Focus of Book 

 This book focuses on families confronting HIV infection and provides a review of 
fi ndings about these families and effi cacious prevention programs that can be 
adapted for different populations. These HIV prevention programs engage families 
and support their resolve to help their family members to prevent HIV transmission 
by encouraging healthier lifestyles with respect to drug use and sexual behavior 
among family members. 

 The book focuses heavily, but not exclusively, on African American women and 
their daughters because most of the studies have been conducted with these popula-
tions. We have made an effort to also focus on men and boys; Hispanic families and 
their children; and lesbian, gay, and bisexual youth and their families. 

 There are three chapters in the fi rst section which presents a context for the rest 
of the book. Dr. Pequegnat provides a comprehensive overview of the family sys-
tems research that has been conducted over the last 15 years. Drs. Bell and McBride 
advocate for using the family as model of prevention of mental and physical health 
problems; they argue that the causes of behavior are multidetermined, and without 
a model of health behavior change that involves multiple levels of culture, society, 
social class, ethnicity, family dynamics, developmental stages, and personality and 
biologic dynamics, our programs to address HIV risk factors in families will fail. 
Dr. Brown and his colleagues admonish us not to forget the contextual issues (e.g., 
home, school, neighborhood, church, substance abuse treatment clinics, and mental 
health settings) that are determinant of behaviors in families. 

 The next section of the book has seven chapters and examines the role of family 
members in preventing and adapting to HIV. Parents are teachers and we need to 
help them understand their responsibility to educate themselves and their children 
about risks to their children’s well-being. Drs. Krauss and Miller make the case that 
parents can be effective HIV/AIDS educators for their children. Drs. Dancy and 
DiIrio document the fact that mothers are infl uential in preventing HIV/STD risk 
behaviors, such as early sexual debut. Fathers have often been overlooked as impor-
tant AIDS educators in their children’s lives but Dr. Icard and his colleagues 
make the case for their important role. The couple is the bedrock of families and 
Drs. El-bassel and Remien describe important strategies to implement effective 



xiPreface

couple-based HIV prevention and treatment. Dr. Alison examines the major 
concerns about orphans and vulnerable children and their families in sub-Saharan 
Africa. Dr. McKay and her colleagues explore the way that families are embedded 
in communities that can be supportive in helping families in preventing and adapt-
ing to HIV. If investigators and service providers do not gain the support of com-
munities, our public health work to prevent HIV infection from spreading will not 
be effective. As effective HIV medical treatment comes on line, adherence is a 
major concern and Dr. Simoni and colleagues describe how families can play a role 
with members who are struggling with a complex treatment regimen. 

 In the third section, there are three chapters that explore the ethnic, cultural, and 
gender issues associated with families. Dr. Murry and colleagues examine the eth-
nic and cultural issues in developing effective family-based prevention programs 
with African American and Hispanic youth. While we often hear about the estrange-
ment between gay, lesbian, and bisexual youth from their families, Drs. Mustanski 
and Hunter provide evidence that parents are participants in their HIV prevention. 
A population that has a double risk is adolescents who are experiencing mental 
problems and Dr. Donenberg and her colleagues describe how family-based HIV 
prevention programs can reach them. 

 There are two chapters in the fourth section which are focused on the important 
topic of ensuring that effi cacious family-based programs are implemented in front 
line HIV/AIDS care where they can benefi t the greatest number of affected families. 
Dr. Rotheram and her colleagues provide a model of how to translate family-focused 
evidence-based practice into HIV/AIDS care. Drs. Rapkin and Mellins discuss some 
of the facilitators and barriers to implementing family-based effi cacious programs 
into clinics and provide a successful model that indicates the multiple health and 
mental health benefi ts to families addressing HIV.  

   Bridging Research and Practice 

 We hope that the synthesis of research focused on different family confi gurations 
will be useful to service providers in public health agencies and NGOs that are on 
the front line of mounting combination behavioral and biomedical approaches. 
Moving beyond the individual and recognizing that a client is embedded in a system 
can ensure implementation of recommendations of health care providers.  
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  Abstract   This chapter provides an overview of both the fi eld of family-based 
research and of this book. The epidemiology of HIV affecting family members is 
briefl y described to indicate the severity of the problem. We use the NIMH Consortium 
on HIV/AIDS defi nition of family which is “a network of mutual commitment” and 
we describe the different confi gurations of families. There is a description of what 
has been documented in the literature about family process, stigma, disclosure, social 
capital and social support, and psychological distress of families and HIV/AIDS. 
This chapter also addresses the multiple roles of parents and family members: (1) as 
AIDS educators; (2) as monitors, (3) as providers of warmth and support; and (4) as 
communicators about sex and relationships. There is a description of the role of fami-
lies in adapting to HIV infection in family members and negotiating other family 
issues, such as homosexuality, high-risk sexual behavior, and alcohol and substance 
abuse. There is a discussion of issues about stigma and disclosure,  family dynamics, 
stress and coping, handling complex medical regimes, and maintaining custody of 
children in families experiencing HIV infection. Other chapters in this book are ref-
erenced so that a more in-depth review of the issues can be explored.  

    Chapter 1   
 Family and HIV/AIDS: First Line of Health 
Promotion and Disease Prevention       

       Willo   Pequegnat and the NIMH Consortium on Families and HIV AIDS*       

 *  Current members : Susannah Allison, Ph.D., NIMH; Laurie Bauman, Ph.D., Albert Einstein College 
of Medicine; Carl C. Bell, M.D., Community Mental Health Council, Chicago; Cheryl A. Boyce, 
Ph.D., NIDA; James Bray, Ph.D., Baylor College of Medicine; Larry Icard, D.S.W., Temple 
University; Loretta Jemmott, Ph.D., University of Pennsylvania; Beatrice Krauss, Ph.D., Hunter 
College; Celia Lescano, Ph.D., Brown University; Mary McKay, Ph.D., Mount Sinai School of 
Medicine; Velma McBride Murry, Ph.D., University of Georgia; Hilda Pantin, Ph.D., University of 
Miami; Willo Pequegnat, Ph.D., NIMH; Bruce Rapkin, Ph.D., Albert Einstein College of Medicine, 
Gail E.Wyatt, Ph.D.  Emeritus members : Ralph DiClemente, Ph.D., Emory University; Colleen 
DiIorio, Ph.D., Emory University; Roberta Paikoff, Ph.D., University of Illinois, Chicago; Mary 
Jane Rotheram-Borus, Ph.D., UCLA; José Szapocznik, Ph.D., University of    Miami. 
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       1.1   Introduction 

 In recent years, researchers and health professionals have increasingly recognized the 
importance of the family in health promotion and disease prevention. The family is the 
fi rst line in preventing HIV transmission among its members, providing education and 
reinforcing risk-reducing HIV-related behaviors in its members. The family is also the 
de facto caretaker for HIV-infected members. Effective treatments for HIV and related 
opportunistic infections have made HIV infection a chronic illness for individuals 
with access to them. Health care and mental health service providers are being chal-
lenged by the need for comprehensive family-based programs because multiple fam-
ily members can be at risk and already infected (Crystal and Kersting  1998  ) . HIV 
seropositive persons often have other family members who are HIV-infected and a 
constellation of family members who are affected. AIDS is changing the demograph-
ics of families in the United States and, in a more pronounced way, internationally.  

    1.2   Epidemiology of HIV Infection and AIDS 

 Because AIDS was fi rst diagnosed in 1981 among homosexuals and drug users in 
the United States, family issues initially received little attention, because it was 
assumed that these groups were alienated from their families (Macklin  1988 ; Mayes 
and Cochran  1988  ) . In the third decade of the AIDS epidemic, however, trends have 
emerged that have made the family prominent in both preventing the spread of HIV 
and in adapting to its consequences. First, as an epidemic ages, the age at which 
persons become infected is reduced, so 50% of all new HIV infections occur among 
young people aged 10–24 (WHO  2005  ) . Second, women, especially monogamous, 
minority women, who are the capstones of their families, represent an increasing 
number of new HIV cases. African American gay men who are still in contact with 
their families are experiencing HIV prevalence rivaling sub-Saharan Africa. A posi-
tive trend is that perinatal transmission has essentially been eliminated in the U.S. 
due to widespread provision of good prenatal care and therapy to both mother and 
child and children who were perinatally infected are living into adulthood. 

 At the end of 2005, the Centers for Disease Control and Prevention (CDC) esti-
mated that 437,982 people were living with AIDS in the United States: of these 
44% were black, 35% white, 19% Hispanic, and 1% other race/ethnicity (Centers 
for Disease Control and Prevention (CDC)  2005  ) .   Seventy-seven percent of adults 
and adolescents living with AIDS are men. Men are more likely to have acquired 
HIV through homosexual contact (59%), women more likely through heterosexual 
contact (65%). During the 1990s, the epidemic shifted steadily toward African 
Americans and Hispanics, and especially women, and away from MSM, although 
this group still represents the largest single exposure group. In absolute numbers, 
blacks have outnumbered whites in new AIDS diagnoses and deaths since 1996, 
and in the number of people living with AIDS since 1998 (Centers for Disease 
Control and Prevention (CDC)  2005  ) .  
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    1.3   Defi nition of Family 

 Families experiencing high exposure to HIV come from a broad range of cultural 
groups and social settings and their structure is more complex than genetics 
(Pequegnat and Sczapocznik  2000 ; Mellins et al.  1996  ) . Family networks include 
foster parents, extended family members, and non-blood members who function as 
relatives. A family can be a single seropositive mother who lives with her children, 
some of whom are seropositive and others seronegative; she may live with a boy-
friend who may not be the father of any of the children. A family can be a grand-
mother taking care of her grandchildren because their parents have died of AIDS. 
A family can be a mixed serostatus couple – either two men or a man and a woman 
– who have close friends who assume multiple familial roles. A family can be a 
couple who are both seropositive, who are deciding whether to have a child or not. 
A family can be a stable social network of injection drug users in an urban area who 
inject together in shooting galleries and fulfi ll both instrumental and social support 
roles associated with extended family members. These myriad confi gurations 
required a thoughtful consideration of what is meant by “family,” and led the NIMH 
Consortium on Families and HIV/AIDS to adopt the defi nition of family as a network 
of mutual commitment (Pequegnat and Bray  1997 ; Pequegnat and Sczapocznik  2000  ) . 

 Despite the fact that family membership using the above defi nition can be fl uid, 
it is essential to specify who is a member of the family when providing clinical 
services or conducting research. Members of the family can be identifi ed through a 
genogram that includes both biological and nonbiological signifi cant others (Mellins 
et al.  1996 ; Mitrani et al.  2000  )  (see genogram in Fig.  1.1 ). Additional relevant cri-
teria for network of mutual commitment include: (1) blood relation or extended 
kinship (including fi ctive kin) or both; (2) perceived strength and duration of the 
relationship; (3) perceived support (including fi nancial, emotional, and instrumental 
[e.g., transportation, child care, and other types of assistance]), and (4) perceived 
confl ict. Although it is standard to include three generations in genograms, includ-
ing four generations with minority families captures more of their extended family 
composition. In order to determine the best routes to intervene with the family, it is 
useful to develop an ecogram (Mitrani et al.  2000 ; Mellins et al.  1996  )  (see ecogram 
in Fig.  1.2 ).    

    1.4   Families as the Focus of Health Research 

 Families who are infected and affected by AIDS are often burdened with chronic 
poverty, homelessness, and drug abuse, as well as the social consequences of 
belonging to a cultural and ethnic minority or an ostracized group (Mellins and 
Ehrhart  1994  ) . The complexities of these families create methodological diffi culties 
for basic and applied research. Multiple constructs must be considered in designing 
research and providing services to these families. The salience of these constructs 
depends on whether the family is mobilized to prevent or adapt to HIV. 
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  Fig. 1.1    Diane’s genogram       

    1.4.1   Family Process 

 Family process, which refers to the dynamic interactions among family members, 
must be evaluated to understand the role of families in preventing and adapting to 
HIV/AIDS (Robbins et al.  1998  ) . Certain family dynamics are consistently related 
to positive or negative adjustment and health of family members. Reciprocal com-
munication, problem solving, warm affect, social support (within and outside the 
family), and caregiving are predictive of positive outcomes (Bray  1995  ; Hadley 
et al. 2009) , while confl ict and negative affect are associated with behavioral prob-
lems (Donenberg et al.  2001 ; Szapocznik and Kurtines  1993  ) . 

 Parenting dynamics (supervision, monitoring, parental control) are most related 
to prevention of HIV risk behaviors in children and young adults. Three compo-
nents of parent–child relationships were assessed by    Mellins and colleagues  (  2007  )  
in a study of risk and resilience in HIV-negative youth with and without mothers: 
(1) involvement (spending time and showing interest in the child and the child   ’s 
activities); (2) communication (parent empathy and conversation across situations); 
and (3) autonomy (the extent to which the caregiver is willing to promote the child’s 
independence). There were no differences in participation in “sexual possibility 
situations” (unsupervised times when the youth could engage in risky behavior) (see 
Paikoff  1995  )  between youth with and without seropositive mothers (Lewis et al. 
 2006  ) . However, low scores on these parent–child relationship factors were 
 signifi cantly associated with the onset of sexual and drug risk behavior. Another 
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study, CHAMPSA, measured parenting dynamics by measuring caregiver monitor-
ing, communication, comfort, and communication frequency, and found proximal 
outcomes indicating these parenting dynamics supported health promotion activi-
ties that were antithetical to being at risk for developing HIV. Compared to controls, 
the experimental families had greater caregiver monitoring (e.g., family rules, care-
giver communication comfort, and caregiver communication frequency) (Bell et al. 
 2008    )  (see Chap.   2    ). 

 Stanton and colleagues examined the relationship of parental monitoring and 
communication to adolescent risk involvement, over time, in a sample of urban 
African American families (Li et al.  2000 ; Yang et al.  2007  ) . Perceived parental 
monitoring had protective effects on adolescent risk involvement with peers over 
2 years. The protective effect on girls’ sexual abstinence increased signifi cantly over 
time. The probability of girls engaging in sex increased among those who perceived 
problems with familial communication, while it remained stable for those perceiving 
less problem communication. These fi ndings confi rm the protective effect of 
 perceived parental monitoring on adolescent risk involvement. They also extend 
previous fi ndings by showing the importance of consistent parental monitoring and 
communication. Moreover, a supportive, communicative family environment, in 
which expectations regarding risk are clearly articulated, encourages adolescents to 
internalize their parents’ values and norms, and in turn avoid risky behaviors (Brody 
et al.  2000  ) . In this regard, studies targeting rural African American families have 
identifi ed ways in which parents protect youth from involvement in HIV-related risk 
behavior (Brody et al. 2006; Murry et al.  2007  ) . In particular, attachment to parents, 
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  Fig. 1.2    Diane’s ecogram       
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parental monitoring, and family communication are strong protective factors against 
high-risk sexual behavior among African American youth (DiClemente et al.  2001 ; 
Miller et al.  1999 ; Perrino et al.  2000  ) . 

 Rapkin and colleagues  (  2000  )  evaluated family communication style and prob-
lem solving on outcomes for families coping with AIDS. Their study corroborated 
fi ndings from other studies showing that problem solving interventions can facili-
tate engagement of the family in social support groups and relationships with a case 
manager. This intervention also contributed to families maintaining their sense of 
well-being despite multiple problems.  

    1.4.2   Stigma 

 In the psychological literature, stigma is usually studied as a social process that nega-
tively affects the individual (Herek  1998  ) . In families with HIV or living in high HIV 
seroprevalence areas, stigma is a more complex issue. Stigma can be experienced by 
the entire family, especially when HIV was contracted through sex or drugs, stigma 
about HIV can be a source of confl ict and shame for all family members. AIDS mani-
fests at least four of the characteristics associated with a stigmatized disease: (1) 
cause is perceived to be the bearer’s responsibility; (2) perceived to be fatal; (3) puts 
other people at risk; and (4) apparent to others and therefore upsetting (Herek  1999  ) . 

 Stigma and shame are major factors driving the AIDS epidemic. Because of 
stigma, seropositive individuals fear to disclose, even to their families. Failure to 
disclose can have serious consequences: high-risk behavior with sexual partners, 
failure to seek and obtain social support from family and friends, and failure to seek 
life-saving medical care (Nyblade et al.  2004  ) . Stigma may have a role in cutting off 
discourse about HIV – even conversations about prevention. Krauss and colleagues 
 (  2006  )  found little to no relationship within a household between parent’s and chil-
dren’s knowledge about HIV and worries about HIV prior to the intervention. Youth 
had signifi cantly more worries compared to their parents. The item most endorsed 
by youth was “someone I know has HIV and hasn’t told me” (see Chap.   4    ). In the 
CHAMPSA study, the investigators found less stigma toward HIV-infected people 
in both caregivers and children in the group that received the intervention as com-
pared to the control condition (Bell et al.  2008    ) . 

 Stigma among seropositive women led to poorer parenting, isolation of children 
from adults and other children, and child behavior problems (Bauman et al.  2002  ) . 
HIV-positive mothers reporting high levels of HIV-related stigma have been found 
to score signifi cantly lower on measures of physical, psychological, and social 
 functioning compared to mothers not experiencing high levels of stigma (Murphy 
et al.  2006a  ) , and mothers’ levels of depression were signifi cantly higher when per-
ceived stigma was high. Stigma can be associated with increased anxiety, depres-
sion, and somatization (Lee et al.  2002  ) . It also contributed to mothers deciding not 
to disclose their HIV status in order to protect their children from stigma, but they 
were also motivated by concern that the children might inadvertently tell others 
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(Lester et al.  2002  ) . Parents frequently identifi ed the public perception of AIDS as 
a debilitating and frightening illness as a factor in their anticipation of disclosure 
having a negative effect on their children. 

 HIV-related stigma affects not only persons living with HIV but also their fami-
lies, including children, and communities. Even children as young as six years of 
age have been found to be aware of “stigma by association” and are concerned about 
other people fi nding out about their mothers’ serostatus for both self-protection rea-
sons (i.e., worry that others would think badly of them), and because they want to 
protect their mothers (Murphy et al.  2002a ). Adolescents aware of their mother’s 
HIV-positive serostatus who perceive high levels of stigma have been found to be 
more likely to participate in delinquent behavior compared to adolescents reporting 
low HIV-related stigma (Murphy et al.  2006b  ) . Krauss and colleagues conducted a 
study to determine whether an interactive training given to community parents 
would signifi cantly increase their children’s reported comfort in interacting with 
persons living with HIV (Krauss et al.  2006  ) . For children of trained parents (regard-
less of whether the parent–child dyad was mother and daughter or son or father and 
daughter or son), signifi cant increases in comfort were observed from baseline to 
6-month follow-up, on 14 of 22 reported daily activities with persons living with 
HIV. This increased comfort predicted the number of recent experiences of interact-
ing with a person living with HIV, even after controlling for closeness to the person 
living with HIV and number of persons with HIV that the child is aware of, living or 
deceased. This study demonstrated that training parents to be HIV health educators 
is signifi cantly associated with changes in their children’s behavior and shows prom-
ise for reducing HIV-related stigma and social isolation among families.  

    1.4.3   Disclosure 

 Confl ict, domestic violence, increased risk-taking behaviors, failure to access social 
support, and poor custody planning can be results of secrets and lies. Disclosure of 
HIV status is inhibited by fear of stigma that may result in rejection by family and 
friends. Disclosure is a process, not an event, because there are multiple issues 
 relating to what is being disclosed (early HIV diagnosis, latest CD4 count, HAART 
failure), to whom (male to male or female partner, mother to child) and whose status 
(parent’s HIV, child’s HIV). The conditions under which people make decisions 
related to these issues are a vital part of research on families living with HIV/AIDS. 
Often disclosure is implicit. A mother will drop hints to her children and friends 
about her poor health and assume that they understand what she is sharing. 

 Disclosure has important implications for family process because lack of disclo-
sure can circumscribe family engagement (Mitrani et al.  2003  ) . Seeking and  securing 
social support for HIV-positive individuals and their families is inextricably related 
to disclosure. Families cannot participate in some prevention programs because 
 certain topics can only be discussed with family members to whom the HIV diag-
nosis has been disclosed (Mitrani et al.  2003  ) . 
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 A longitudinal study by Murphy and colleagues  (  2002a,   b  )  studied the long-term 
impact of mothers’ disclosing their HIV status to their children (6–11 years old). 
Disclosing mothers reported higher levels of interpersonal problems and negative 
mood in their children than nondisclosing mothers. Disclosing mothers perceived 
their children to have lower self-esteem than their children reported. Children of 
nondisclosing mothers actually scored lower on self-esteem measures. It could be 
that mothers were reporting on their children’s initial distress and diffi culty but that 
this resolved over time. These fi ndings indicate that therapeutic interventions for 
children following maternal disclosure – such as children’s social support groups – 
might assist children during a potentially short-lived, stressful period. In a study by 
Lee and colleagues  (  2002  ) , disclosure by mothers increased adolescent daughters’ 
distress, perhaps initiating their anticipatory bereavement, even though disclosure 
was not correlated with level of maternal health. These fi ndings might be explained 
by HIV’s association with fear of stigma and loss of social support, and awareness 
of transmission risk within families. 

 Disclosing the child’s HIV status to the child raises a different set of issues. 
Lester and colleagues  (  2002  )  found that parents feared to disclose to their child 
because they feared for the child’s safety and well-being due to stigma in the com-
munity. Parents identifi ed a range of factors that infl uenced their personal decision 
to tell their child, which included parental stage of illness, parental communication 
style, concern about the child’s anticipated emotional distress, potential for stigma 
if the child inadvertently revealed the HIV within the family outside family, the 
child’s developmental status, child’s questions, and belief in the child’s right to 
know (Lester et al.  2002  ) . They carefully evaluated the impact of disease severity 
and disclosure on the psychological well-being of children. Most parents believed 
that children under the age of six could not understand the concept of death and 
dying. Most chose to disclose to their children between the ages of 6 and 10, iden-
tifying their children’s rights, treatment adherence, and family communication as 
important factors in this decision. Most parents felt that children over the age of 11 
needed to be aware of their medical diagnosis. In one study, Murphy and colleagues 
 (  2006a,   b  )  found that the mean age of disclosure to children was 10 (range 5–14) 
among mothers who could recall the exact age when their child learned of their HIV 
status. In a sample of 90 families, by age 12–13, 84% of the children had been 
informed of their mothers’ serostatus. 

 Mellins and colleagues  (  2002  )  administered quantitative and qualitative interviews 
about disclosure to 75 caregivers of seropositive 3- to 13-year-old children, as well as 
to all seropositive children in the study who knew their diagnosis. Many children had 
not been told about their HIV status because of parental concern about their mental 
health and other psychosocial issues, including ten children over the age of 10. On 
average, children to whom their parents had disclosed were older and tended to have 
lower CD4 count. Parents were more likely to disclose their children’s HIV status as 
their children became symptomatic and immune compromised and their medication 
regimen became more complex, requiring greater cooperation from the child. 

 In addition to the issues posed by parent to child or adolescent disclosure, “Who 
Should I Tell?” is another critical question for HIV-infected adolescents (see Wiener 
and Lyon  2006  ) . Newly diagnosed adolescents were more likely to disclose to their 
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mothers than to their fathers. Adolescents who decided to tell friends or romantic 
partners were more likely to receive social support, have good social self-concept, 
and have fewer behavioral problems or post-traumatic stress symptoms. Proper pre-
vention education is vital for both recent and long-time infected adolescents, to 
ensure safer sex practices. Families and health care providers need to guide and 
train sexually active adolescents, particularly those desiring a child, on how to dis-
close to their partners and families, which is an ethical challenge even for adults. 

 Moreover, Lee and his colleagues examined the associations between parental 
HIV disclosure and mental health outcomes among HIV-affected adolescents 
(Lee et al.  2007a  ) , using the baseline data of HIV-affected adolescents from the 
intervention study by Rotheram-Borus and her colleagues (Rotheram-Borus et al. 
 2001  ) . Parental HIV disclosure was signifi cantly associated with adolescents’ 
reported level of depression (Lee et al.  2007b  ) . This fi nding underscores the need 
for  careful planning on the part of parents prior to disclosing. In addition, it is cru-
cial to ensure that adolescents have adequate social support to cope with parental 
HIV disclosure (see Chap.   14    ). 

 Appropriate disclosure outside the immediate family may confer some benefi ts 
to families in terms of their physical and mental health. Research in the larger social 
ecologies of families with HIV has not been conducted, which limits guidelines for 
advising families on when to disclose.  

    1.4.4   Social Capital and Social Support 

 “Social capital” refers to the connections between and within social networks, 
including interpersonal trust, norms of reciprocity, and membership in voluntary 
organizations in a community. Some researchers consider it to be an explanatory 
factor in the health achievements of societies. Social capital variables have been 
associated with cross-sectional variation in mortality rates of the U.S. (Kawachi 
et al.  1997  ) . Evidence from other countries, including Sweden and Finland, has sug-
gested links between community social capital, and lower prevalence of high-risk 
health behaviors, and mental health problems. Social capital has also been exam-
ined in relation to neighborhoods. The extent to which residents said that neighbors 
could be trusted and were willing to help their community was associated with 
higher collective effi cacy (Sampson et al.  1997  ) . This is important, because health-
promoting effects of community social trust were signifi cantly greater for individu-
als expressing higher trust of others. While the mechanism for linking social capital 
to health is still being identifi ed, the epidemiology suggests that enhanced social 
support is an important determinant of longevity and quality of life (Kawachi and 
Berkman  2000 ; House et al.  1988  ) . 

 Researchers have examined the effectiveness of social support from family and 
friends in extending life and providing comfort for HIV-infected individuals. Social 
support is viewed as either directly promoting health and health behaviors (William 
et al. 1981) or as buffering the adverse effect of stressors (Cohen and Wills  1985 ; 
House  1981  ) . 
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 Social support includes both functional and structural components (Metts et al. 
 1996  ) . Functional support refers to perceived availability, actual receipt, reciproc-
ity, and adequacy and satisfaction of that support. Structural support refers to 
sources of support (family of origin, family of procreation or choice, friends, health 
care providers, or other sources, such as support groups and churches). Other 
important factors include the size of the support network and links among network 
members (also known as density). Types of support include practical or instrumen-
tal (someone who would care for you when sick); emotional (someone in whom 
you can confi de); affi rmational (someone who lets you know he/she likes the things 
that you do or think); and informational (someone you can ask for advice). Different 
members of the social support network may provide different types of social 
support. 

 The benefi ts of social support may differ according to source. They can be tem-
pered by the impact of one family member’s stress on other members of the family 
(Feaster et al.  2000 ; Feaster and Szapocznik  2002  ) . They found that social support 
from outside of the family to a new mother lowered the psychological distress of 
family members, whereas reports by the new mother of higher support from within 
the family increased other family members’ feelings of coping adequacy. The new 
mother’s report of her own hassles was negatively related to the family members’ 
perceived adequacy of coping. The family members of HIV-positive new mothers, 
in particular, showed lower adequacy of coping when the new mother responded to 
the stress of the new birth with avoidance. 

 Social support benefi ts are not constant across the course of HIV infection. 
Changes may occur due to illness progression (changes in overall support and types 
of support, which can negatively impact family functioning and contribute to psycho-
logical distress experienced by persons living with AIDS and/or their caregivers 
(Pequegnat and Sczapocznik  2000  ) . Understanding this reality, the CHAMPSA inter-
vention targeted rebuilding the social fabric and found that, compared to those in the 
control groups, those in the experimental groups increased their primary social net-
works, which are an important consideration in combating the HIV epidemic (Bell 
et al.  2008    )  (see Chap.   2    ). In a study of the role of family in providing support and 
care of family members, Crystal and Kersting  (  1998  )  found that as HIV patients 
became sicker, more of their support and care transferred from the family to the pub-
lic health system. Because social support provided by the family can have a benefi cial 
impact on health and mental health of the seropositive family member, interventions 
that target improving the ability of the family to provide this support, even as the 
disease progresses, would improve the quality of life of persons living with HIV/
AIDS. 

 Several studies have identifi ed that social support is critical around the time of 
disclosure of the parent’s or child’s serostatus (Murphy et al.  2002a,   b  ) . If the family 
cannot adequately provide this, a social support group may be important for the 
children in handling their mothers’ illness. Health care workers can provide support 
for mothers when they decide to disclose to their children (Lester et al.  2002  ) . 
Children often lose social support when peers learn about their HIV infection and 
special planning may be needed before disclosing their HIV status. The research 
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subjects in a study by Mellins and colleagues  (  2002  )  received mental health support 
from a family clinician, which provided a safety net during diffi cult periods and 
permitted them to develop a support system. Rotheram and colleagues reinforced 
the importance of social support when the adolescent’s parent has died and the 
grieving child is being integrated into the family of the new caregiver (Rotheram-
Borus et al.  2005a,   b  )  (see Chap.   14    ). 

 Lee and his colleagues  (  2007a,   b  )  examined the associations among social 
 support and mental and behavioral outcomes among HIV-affected adolescents. Five 
distinct dimensions of social support were examined: size of social support, 
 frequency of contact, perceived satisfaction with social support, positive social 
 support, and negative role model infl uence (Rotheram-Borus et al.  1997  ) . Adolescents 
who had more social support providers reported signifi cantly lower levels of 
 depression and fewer conduct problems; adolescents who had more negative infl u-
ence from role models reported more behavior problems. Reductions in depression, 
multiple problem behaviors, and conduct problems were signifi cantly associated 
with better social support.  

    1.4.5   Psychological Distress 

 Families who are at risk for and adapting to HIV are also at risk for serious mental 
health problems, and families with members who have mental health problems are 
at increased risk of HIV/AIDS. The effects of poor physical health may interact 
with other risk factors for poor mental health, such as stress, inadequate coping 
strategies, fear of disclosure, and limited social support. Elevated levels of depres-
sion among HIV-positive mothers have been associated with poor cohesion in the 
family and with poorer family sociability. Depression has also been associated with 
mothers’ being less able to perform tasks that they typically would, and the chil-
dren of more depressed mothers had increased household responsibilities (Murphy 
et al.  2002b  ) . Some studies have shown that children of mothers with HIV/AIDS 
have elevated scores on a measure of children’s behavior that is an indicator of the 
children being disruptive (Lee et al.  2007a  ) . They found that the worse the mother’s 
psychological distress, the more the children exhibited behavioral problems. 
However, only one aspect of mothers’ health status – activity restrictions – was 
associated with negative impact on the mental health of their children. Rather than 
being a protective factor, in this study family cohesion was a risk factor for poor 
child mental health when other factors were controlled. Mothers with higher inter-
nalized stigma reported more behavioral problems in children who had been told 
about their HIV status. Bauman and colleagues  (  2007  )  found that every child in 
their study had one signifi cant mental health problem at some point over their 
4-year study. 

 Other studies have shown mixed results in children with and without seroposi-
tive mothers (Brackis-Cott et al.  2007 ; Lewis et al.  2006 ; Mellins et al.  2007  ) . There 
were no signifi cant differences in depressive symptomatology between children 10 and 
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14 years old with seropositive and those with seronegative mothers, but those chil-
dren who knew their mother’s diagnosis were more depressed (Brackis-Cott et al. 
 2007  ) . Children with seropositive mothers may be at risk for a number of reasons 
other than their mother’s HIV status – including growing up in high risk environ-
ments affected by poverty, substance abuse, family disruption, discrimination, and 
violence. As a result, it is not always clear what is associated with elevated levels of 
psychological distress, and future work needs to identify the role of HIV, as well as 
the role of other risk and protective factors. Moreover, fl uctuations in the mothers’ 
health may lead to differential fi ndings. Stability in mothers’ health over time has 
been linked with better child mental health indicators (Murphy et al.  2006b  ) . 

 Families need interventions specifi c to psychosocial stressors of seropositive 
parents. In a study of seropositive parents, Rotheram-Borus and colleagues 
 (  2005a,   b  )  found that being a custodial parent increased psychological stress and 
challenges to self-care, poorer medical adherence, and attendance at medical 
appointments. They were similar to non parents and noncustodial parents in men-
tal health symptoms and treatment utilization for mental health and substance use 
problems (Goldstein et al.  2005  ) . Noncustodial parents demonstrated the highest 
levels of recent substance use and substance abuse treatment. 

 Prior studies have demonstrated that when a parent becomes emotionally 
distressed, adolescent daughters (11–18 years old) are particularly vulnerable 
(   Lee et al.  2002  ) . Unexpectantly, Lee et al. ( 2002 ) found that despite high levels of 
distress (emotional distress, suicidal behavior, high-risk sexual and substance use) 
among seropositive mothers, their children did not exhibit more emotional distress, 
sexual risk, or substance use than would be expected in normative samples. This 
study suggests that developing family-based interventions that address mediators 
such as fi nancial distress, illness disclosure, and parental bonding may help break 
the cycle of mental health problems in this population. 

 Another area of family function that can contribute to psychological distress is the 
rejection by family of young lesbian, gay, and bisexual who come out. In a study in 
San Francisco, Ryan and colleagues  (  2009  )     examined specifi c negative family reac-
tions to sexual orientation and gender expression during adolescence as predictors of 
health problems in a sample of lesbian, gay, and bisexual young adults. Family reject-
ing reactions included 51 close-ended items such as, “Between ages 13 and 19, how 
often did your parents/caregivers blame you for any anti-gay mistreatment that you 
experienced.” They found a link between these parental and caregiver behaviors and 
negative health problems among these youth, including depression, suicidal ideation 
and attempts, substance use, and sexual health risks (see Chap.   6    ).   

    1.5   Role of Family in Preventing the Spread of HIV 

 The increasing number of sexually active adolescents who do not consistently 
use condoms and the rising rate of HIV infection have re-invigorated public 
health efforts to provide them with information on protective sexual practices. 
Increased attention has been given to how families serve to promote or encourage 
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adolescents to adopt responsible risk-reducing behavior (Biglan  1990 ; Brooks-
Gunn and Paikoff  1993 ; Whitebeck et al.  1993 ; Bell et al.  2007   ; Pequegnat and 
Sczapocznik  2000 ; McKay and Paikoff  2007  ) . Other researchers have focused on 
the impact that sociocultural factors and family systems have on perception of 
HIV/STD risk and risk reduction among poor, urban, ethnic minority families, 
particularly African Americans and Hispanics who are most at risk of acquiring 
HIV (Boyd-Franklin  1989 ; Donenberg et al.  2002,      2003,   2006 ;    Nappi et al.  2009 ; 
Szapocznik and Kurtines  1993 ; Taylor and Wang  1997 ; Wilson and Donenberg 
 2004  ) . Traditional models of HIV-risk and prevention have focused on cognitive 
mechanisms (e.g., Theory of Reasoned Action, Health Belief Model), but several 
studies suggest these may not be suffi cient to explain HIV risk among youth 
(Donenberg et al.  2005 ; Mustanski et al.  2006  ) . In fact, a broader social and per-
sonal model has been proposed to explain risk-taking among youth that includes 
the family and broader socio-ecological contexts (Bronfenbrenner  1986 ; 
Donenberg et al.  2007 ; Donenberg and Pao  2005  ) . 

 Studies have consistently shown that powerful factors that protect rural African 
American youth from sexual risk behavior originate in the family environment, par-
ticularly in parents’ caregiving practices (Brody et al.  2001 ,  2002 ; Murry and Brody 
 1999  ) . Moreover, based upon patterns of family life established in African societies 
and modifi ed in response to enslavement in America (Sudarkase  1988  ) , reliance on 
family and extended kin networks has supported African Americans through mul-
tiple social transitions. African Americans’ family-centered orientation protects 
adolescents from high-risk behaviors (Wills et al.  2003  )  (see Chap.   11    ). 

    1.5.1   Parents as AIDS Educators 

 Because families are the most proximal and fundamental social system infl uencing 
human development, they are the strategic point of entry for effective and lasting 
behavioral change that is the objective of family-based interventions (Bronfenbrenner 
 1986  ) . Parents are adolescents’ primary sex educators because they are best able to 
time their discussions to when their children are open to learn new information 
(Szapocznik and Coatsworth  1999  ) . Most sex education programs, however, are 
directed toward adolescents individually and are provided through convenient venues, 
such as school and community agencies. Some students may understand and use 
information delivered this way, others may need repeated exposure to appreciate the 
relevance of prevention messages to their health practices. One option for matching 
readiness of youth with availability of information is to provide parents with infor-
mation and skills, including training on developmentally appropriate ways of relat-
ing and communicating about sex to guide their adolescents in making responsible 
decisions regarding sexual behavior. Parents do a lot more than present information 
about sex, they communicate values, model appropriate behavior, encourage bond-
ing to family and school, monitor the behavior of their children and their friends, 
and encourage children to form a long-term view of their behavior (Jordan and 
Donenberg  2006  ) . 
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 Because parental risky behaviors are closely associated with risky adolescent 
behaviors, parental risk appears to infl uence adolescent contraceptive use through 
its effect on parental self-effi cacy (Wilder and Watt  2002  ) . Hence, encouraging par-
ents to behave well may be an effective model for adolescents’ behavior. Alert par-
ents can adapt their intervention to life conditions and risks their adolescents face. 

 Families infl uence adolescent sexual behavior in four primary ways, and these 
are often the focus of HIV prevention programs: (1) parental monitoring and con-
trol; (2) affective parenting behavior (warmth, support); (3) parental attitudes about 
sex; and (4) parent–adolescent communication (Donenberg and Pao  2005  ) . 

    1.5.1.1   Parental Monitoring and Control 

 Parental monitoring and authoritative parental style are consistently associated with 
less risky sexual behavior, fewer sexual partners, less pregnancy, and increased con-
dom use among youth (Li et al.  2000 ; Miller et al.  1999 ; Rai et al.  2003 ; Bell et al. 
 2008   ; Paikoff  1995  ) . However, these affects may differ by child gender. In a study 
of youth seeking mental health services, Donenberg and colleagues  (  2002  )  found at 
low levels of parental permissiveness, rates of risky sex among boys and girls did 
not differ, but at high levels of permissiveness girls reported more sexual risk-taking 
than boys, and girls were more likely than boys to report having sex while using 
drugs and alcohol and having sex without a condom. Results suggest that parental 
monitoring and permissiveness are more strongly associated with sexual risk-taking 
in troubled girls than troubled boys, and they underscore a need for gender-sensi-
tive, family-focused HIV-prevention programs. In another study, Donenberg and 
colleagues  (  2006  )  found that negative peer infl uence and high parental permissive-
ness were linked to greater risky sexual behavior but mainly among adolescents 
who reported using drug and alcohol use in the past 3 months.  

    1.5.1.2   Parental Warmth and Support 

 Family social environment has a profound impact on the healthy development of 
adolescents. Positive family factors protect against sexual risk behaviors (Leland 
and Barth  1993  ) . Perceived parental warmth and support predict less adolescent 
risk-taking (Donenberg et al.  2003  ) . Donenberg and colleagues  (  2003  )  found that 
together, parental hostile control, negative and positive peer infl uence, and youths’ 
externalizing behavior problems correctly classifi ed 87.4% of adolescents as initiat-
ing sexual activity under or over 14 years of age. Conversely, family confl ict and 
early pubertal maturation are associated with earlier sexual debut (Paikoff  1995  ) , 
and level of mother’s coercive behavior and “love withdrawal” predict earlier age of 
fi rst intercourse for women (Miller et al.  1997  ) . Adolescents who say they have 
good relationships with their mothers, and who believe that their mother would 
approve of their using birth control are more likely to use birth control (Dittus and 
Jaccard  2000  ) .  
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    1.5.1.3   Parental Attitudes About Sex 

 Parents are the role models for their children’s attitudes toward sex and sexual 
behavior, and infl uence their sexual debut, activity, and condom use. Frequent 
 parent–child discussions about parent attitudes about sex and health topics are asso-
ciated with more responsible sexual behaviors of the children (DiIorio et al.  2003 ; 
Dutra et al.  1999 ; Wills et al.  2003  ) . In the absence of these discussions, adolescents 
overestimate the level of parental approval of their sexual behaviors, and mothers 
underestimate the amount of sexual activity of their adolescents (Jaccard et al. 
 1998  ) . Youth report that parent–child discussions about sex are likely to delay sex-
ual activity (Fox  1981 ; Darling and Hicks  1982 ; Stanton et al.  1993  ) . Adolescents 
who believe that their mothers disapprove of premarital sex, whether or not the 
mother actually does disapprove, are less likely to initiate intercourse (Dittus and 
Jaccard  2000  ) . With the exception of girls in single parent households, there was no 
effect of family structure on adolescent sexual initiation (David and Friel  2001  ) . 
Mother–child relationship and mother’s attitudes toward sexual behavior were more 
powerful. Perceived maternal disapproval of sexual intercourse, along with mother–
child relationships characterized by high levels of warmth and closeness may be 
important factors related to delay of adolescents’ fi rst sexual intercourse (Sieving 
et al.  2000  ) .  

    1.5.1.4   Parent–Adolescent Communication 

 Overall quality of parent–child communication is a critical determinant of risky 
sexual behaviors in adolescents (Leland and Barth  1993 ; Murry  1997 ; Yang et al. 
 2007  ) . In general, parents and children do not speak suffi ciently about sexuality 
(Hutchinson and Cooney  1998  ) . Remarkably, children’s perceptions of their rela-
tionships with their parents at ages 7-11 predict age of fi rst sexual intercourse 11 
years later (Miller et al.  1997  ) . Mother–adolescent discussions regarding condom 
use prior to fi rst sexual intercourse increase the chances that adolescents will use 
condoms during fi rst and subsequent sexual intercourse (Christ et al.  1998 ; 
Christopherson  1994 ; Miller et al.  1998  ) . Parental involvement in the adolescent’s 
life initially mediates the negative effect of single-parent households on adolescent 
sexual risk-taking (Pearson et al.  2006  ) . 

 Among youth seeking mental health services, parent–teen communication plays 
an important role in adolescent risky sexual behavior (Nappi et al.  2009 ; Wilson and 
Donenberg  2004  ) .   Nappi et al.  (  2009  )  used qualitative and quantitative data to 
examine the content and quality of parent–adolescent discussions and adolescent-
reported condom use and number of sexual partners among 207 parent–teen dyads 
in psychiatric care. Dyads described the content of their communication and rated 
quality of family HIV/AIDS discussions. Results revealed that parents and teens 
discussed transmission, prevention, consequences, myths, and compassion. Parent-
reported discussion of the consequences of risky sexual behavior was associated 
with greater sexual risk behavior, but only for girls. This fi nding corroborates a 
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growing body of evidence indicative of the ineffectiveness of scare tactics to infl u-
ence health behaviors (Taylor  2003  ) . The girls in this study whose parents reported 
discussing the consequences of HIV/AIDS, both in the presence and absence of 
communication about protective behavioral skills, reported higher rates of sexual 
risk-taking. In terms of communication quality, sexual risk-taking was higher among 
teens who reported lower levels of parental comfort and openness during discus-
sions about sex. This fi nding departs somewhat from Wilson and Donenberg  (  2004  )  
who found high quality discussions contributed to greater reported risk-taking. 
However, differences may be more methodological than substantive, as Wilson and 
colleagues analyzed videotaped discussions and defi ned quality as the mutuality of 
the discussions. We defi ned quality as teens’ perceived parental comfort and open-
ness (e.g., “My mother/father tries to understand how I feel about topics like this.”). 
Importantly, parents may send different messages about HIV/AIDS to sons versus 
daughters, and messages related to consequences may not effectively reduce risk 
among daughters. However, for boys  and  girls seeking psychiatric care, teaching 
parents  how  to discuss HIV/AIDS may promote safer sexual behavior.   

    1.5.2   Family-Based Primary Prevention Programs 

 Over the past 17 years, the National Institute of Mental Health has made a concerted 
effort to support a research program to develop family-based HIV prevention pro-
grams (Pequegnat and Sczapocznik  2000  ) . The primary prevention programs have 
been based on systems theory and have borrowed heavily from Bronfenbrenner’s 
 (  1986  )  social ecological theory. This work recognizes that adolescents’ sexual 
behavior is part of their social development and that parents have a crucial role to 
play in guiding and shaping the social and sexual development of their children. 
Parents are the primary infl uence on children until adolescence, when youth begin 
to struggle for autonomy and peer norms have an increasing infl uence on their social 
behaviors. Parents, however, continue to have an enduring and direct impact on their 
children’s risk-taking decisions (McKay et al.  2000  ) . 

 In 1994, Paikoff and colleagues launched CHAMP I (Chicago HIV Prevention 
and Adolescence Mental Health Project) to address increased rates of adolescent 
HIV/AIDS exposure in minority neighborhoods (Paikoff  1995  ) . A Collaborative 
Advisory Board was active in all aspects of this study, from reviewing the protocol 
to interpreting the data as it was analyzed (McCormick et al.  2000  ) . Parents played 
a pivotal role in guiding adolescents’ sexual behavior prior to their becoming sexu-
ally active, during a time when “sexual possibilities” are likely to increase (McKay 
et al.  2000  ) . A “sexual possibility” is an opportunity to engage in risky behavior 
because they are not closely supervised. This family-based program had a dual 
education and skills-building approach: (1) parents-only groups developed skills 
that enhanced parent monitoring, discipline effectiveness, confl ict resolution, sup-
port, and comfort in discussing sensitive topics; and (2) children-only groups 
developed skills to enhance social problem solving, such as an ability to identify 
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risky situations and an ability to be assertive in handling sexual peer pressure 
(McBride et al.  2007a,   b ; McKay et al.  2004 ; Paikoff  1997  ) . The overall objective 
was to promote comfort and communication about puberty, early sexual behavior, 
and HIV/AIDS (McBride et al.  2007a,   b  ) . CHAMP family programs were deliv-
ered by community members who co-facilitated multiple family groups with a uni-
versity co-leader. When compared to the control group, families in CHAMP I 
showed increased family decision making, improvements in parental monitoring, 
family comfort in discussing sensitive topics, more neighborhood supports, and 
fewer disruptive diffi culties with children (McKay et al.  2004,   2007a ; McBride 
et al.  2007a,   b  ) . Parental anxiety and depression also decreased signifi cantly from 
pre- to post-test (Paikoff  1997  ) . The youth in the intervention families reported 
experiencing signifi cantly less frequent and fewer sexual possibility situations than 
those in the comparison condition. Youth in the intervention group, however, 
reported signifi cantly higher levels of family confl ict than the comparison group, 
which could be due to the fact that they were having more discussions about impor-
tant topics (McBride et al.  2007a,   b  ) . 

 Based on fi ndings from the original study, CHAMP II (Southside of Chicago) 
was developed, consisting of a 12-week fourth- and fi fth-grade family intervention, 
in partnership with urban parents (McKay et al.  2007a,   b  ) . Five hundred families 
with 324 children were randomly assigned to receive the CHAMP Family Program 
with 73% of the families completing the entire program. The high rate of participa-
tion was attributed to the intensive outreach strategies designed and implemented by 
the community collaborators. Sixty percent of the youth in the intervention families 
reported using condoms “every time” and 72% reported using condoms at last inter-
course (Tolou-Shams et al.  2007  ) . The youth also reported less aggressive and dis-
ruptive behaviors (Bannon and McKay  2007  ) . 

 To further explore how to transfer this family-based prevention program, CHAMP 
III (Bronx, New York and Westside of Chicago) was designed to hand off the 
CHAMP program to community service agencies in Chicago and New York 
(Baptiste et al.  2007a  ) . This work highlights the dissemination process of an evi-
dence-based, effi cacious intervention in the real world (McKay and Paikoff  2007  ) . 

 CHAMP IV – also known as CHAMPSA or the AmaQhawe Family Project – is 
a culturally appropriate adaptation for families and communities in Durban, South 
Africa (Bhana et al.  2004  ) . It is based on the Theory of Triadic Infl uence (TTI) and 
seeks to intervene in three sources of behavioral infl uence: (1) an intrapersonal 
stream, (2) a social normative stream, and (3) a cultural/attitudinal stream (Petraitis 
et al.  1995 ; Bell et al.  2007   ; Baptiste et al.  2007c  ) . This study recruited 450 South 
African pre-adolescents (9–12 years old) and their adult caregivers from 20 equiva-
lent schools (10 experimental and 10 control). The control group received an exist-
ing school-based HIV information curriculum. 

 Youth and families who participated in CHAMPSA were likely to be better 
informed about HIV/AIDS transmission, have less HIV stigmatizing attitudes, have 
greater parental monitoring of children’s activities and adherence to the family 
rules, and have increased parental comfort communicating about diffi cult topics. 
There was also less neighborhood disorganization and greater neighborhood social 
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control and cohesion. CHAMPSA has signifi cant potential to enhance protective 
infl uences in communities (Bell et al.  2008  ) . CHAMPSA is a potential model for 
adapting HIV intervention programs to meet local needs internationally (Baptiste 
et al.  2007c  ) . 

 CHAMP was also adapted for the Caribbean, which has the second highest rate 
of HIV per capita in the world (Baptiste et al.  2005,   2007b  ) . CHAMP V (Trinidad 
and Tobago) was a pilot study conducted with 32 parents/caregivers and youth 
(average age 12.5 years), attending two public schools, situated in high HIV/AIDS 
sero-prevalent counties. Comparing the mean change from pretest to posttest, youth 
in the CHAMP group reported increased frequency of discussions about HIV/AIDS, 
decreased frequency of discussions about gangs, and increased parental expecta-
tions that they be at a certain place at a particular time. As with other CHAMP 
programs, there was strong community participation in the design and administra-
tion of the pilot study (Baptiste et al.  2007b ; Voisin et al.  2005  ) . 

 While most family-based prevention programs have been developed for 
 mothers, Krauss and colleagues  (  2000  )  designed PATH which is a prevention pro-
grams for both mothers and fathers, acknowledging fathers’ important role in the 
sexual health of their 10- to 13-year-old preadolescents. This trial recruited 238 
parent and 238 child participants in dyads (father–son; father–daughter; mother–
daughter; mother–son). They were randomized to receive either a parent training 
program plus materials or materials only. Parents participated in four 3 hour group 
training sessions, given once a week, covering knowledge and safety skills 
regarding sex, drugs, and HIV; child development; parent–child communication. 
The initial parent training was followed by a parent child session in which each 
parent and child met alone with a facilitator. Parents chose activities to perform 
with their child and children had an opportunity to ask questions. The parent group 
met again after three months to discuss real-life situations that had occurred. 

 This study demonstrated that an intervention delivered by either a mother or 
father can reduce HIV-risk-associated sexual behaviors of adolescents (Krauss et al. 
 2002 ; Freidin et al.  2005  ) . These interventions are aimed at fostering family involve-
ment in the sexual health of adolescents, including delay of sexual intercourse, 
acquiring information about HIV/AIDS, interacting comfortably with community 
members and family who may have HIV, and ensuring HIV risk-reduction skills. 

 At the request of parents and youth, two 1.5 hour sessions on risk-reduction 
communication during the transition to adolescence were added to the “basic train-
ing.” These sessions emphasize household safety, affi rming fi ndings that youth 
worry as much about their parents’ risks as parents worry about youth’s (Krauss 
et al.  2002  ) . Aside from increased comfort in interacting with persons with HIV, 
fi ndings indicate that children of trained parents have increased practical HIV 
knowledge, decreased unrealistic worry, and higher intention to use condoms at 
fi rst and subsequent intercourse (Krauss et al.  1997  ) . This intervention also dem-
onstrated a protective effect in increased delay of fi rst intercourse for male and 
female youth who have their fi rst sexual experience at age 15 or younger (Krauss 
et al.  2007  ) . In this study they found at baseline that HIV information was not 



211 Family and HIV/AIDS: First Line of Health Promotion and Disease Prevention

shared within households. Six months post-intervention, children of parents offered 
training evidenced signifi cantly more HIV knowledge and less unrealistic worries 
about HIV worry than children of parents not offered training – moderated through 
parent knowledge only for children of trained parents (Krauss et al.  2002  ) . As the 
youth matured to age 15, approximately 25.3% of control and intervention youth 
became sexually active. The delay in sexual initiation, however, was longer for 
children of parents offered training (a protective effect of 25–30 months) and more 
uniform across genders (Krauss et al.  2007  ) . 

 DiIorio and colleagues  (  2000  )  developed a prevention program for mothers and 
adolescents and a later one for fathers and sons. The primary objective of the 
mother–adolescent program, called  Keepin’ it R.E.A.L.!  (Responsible, Empowered, 
Aware, Living) was to enhance the role of mothers in postponing sexual debut of 
their 11 through 14-year-old adolescents (DiIorio et al.  2000 . Embedded within 
 Keepin’ it R.E.A.L.!  are two programs – one based on social cognitive theory (SCT) 
and the other on problem behavior theory (PBT). The SCT program was built on the 
recognition that behavior is dependent on a dynamic interaction of personal, envi-
ronmental, and behavioral factors (Bandura  1997  ) . The facilitation of desirable 
behaviors, such as delaying the initiation of sexual intercourse, requires supporting 
the development of behavior-specifi c cognitive, behavioral, and effi cacy skills. 
Thus, the SCT program included sessions on sexual health, HIV transmission and 
protection, communication skills, and peer pressure. The second program was built 
on PBT principles, which propose that problem behaviors in adolescents arise from 
common underlying psychological attributes or a predisposition (Jessor et al.  1997  ) . 
The incorporation of PBT principles was refl ected in the program by addressing a 
wide variety of adolescent behaviors including smoking, violence, sexual inter-
course, and school performance. Both the SCT and the PBT programs were designed 
to be interactive with games, videos, role plays and skits to demonstrate and practice 
skills learned in the sessions. There were take-home activities in which each partici-
pant sets a personal goal to be accomplished by the following session. The effi cacy 
of the two programs in reducing sexual involvement of adolescents was assessed in 
a study that compared the programs to each other and to a control group (Dilorio 
et al.  2007  ) . The results of this study showed that although there were no differences 
in delay of sexual intercourse among the three groups, those who participated in the 
PBT program reported an increase in condom use, and those in the SCT and the 
control group demonstrated higher levels of knowledge about HIV. Mothers reported 
more comfort talking about sex with their adolescents and greater confi dence in 
doing so over time. Mothers in the SCT program reported talking about more sex 
topics, and mothers in the SCT and PBT programs indicated a greater intent to dis-
cuss and more comfort discussing sexual topics than those in the control group. 
Mothers in the SCT program also demonstrated higher levels of HIV knowledge 
than mothers in the PBT and control groups. 

 The program for fathers, called  R.E.A.L. (Responsible, Empowered, Aware, Living)  
was designed to enhance the father’s role in postponing the sexual debut of their 11 
through 14-year-old adolescent sons (DiIorio et al 2007). Fathers attended the pro-
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gram once a week for 7 weeks, bringing their sons for the fi nal session. Similar to 
sessions for mothers in  Keepin’ it R.E.A.L.!,  the sessions for fathers were interactive 
and included goal setting and take-home activities. The effi cacy of the program was 
assessed in a study comparing the SCT program to a nutrition and exercise program 
for fathers. Adolescents whose fathers participated in the SCT program reported sig-
nifi cantly higher rates of sexual abstinence, condom use, and intent to delay initiation 
of sexual intercourse. Fathers in the program reported signifi cantly more discussions 
about sexuality and greater intention to discuss sexuality in the future with their sons. 
They also reported more confi dence discussing sexual issues with their sons and more 
positive outcomes associated with those discussions. 

 Jemmott and colleagues  (  2000  )  designed a family-based prevention program to 
enable mothers to teach their sons about sex and to decrease their risky behavior. 
This program helps mothers examine their values related to sexuality and provide 
them with factual information to share with their sons. Activities are intended to 
increase mothers’ understanding about developmental challenges and social stres-
sors that their sons are experiencing and to improve their parental communication 
skills. Unfortunately, no results are yet available from this study. 

 Another intervention in which the parents assume the role of AIDS educators is 
 Familias Unidas . An ecodevelopmental, Hispanic-specifi c, ecologically focused, 
parent-centered preventive intervention,  Familias Unidas  promotes protection for 
adolescents against HIV and substance use. This program promotes four major 
 family processes operating at different systemic levels: (1) increasing family func-
tioning (e.g., positive parenting), (2) promoting parent–adolescent communication, 
(3) fostering proactive connections between the family and other important systems 
such as peers and school, and (4) gathering external support for parents (Pantin et al. 
 2004 ). The group format of the intervention was designed to provide social support 
for Hispanic immigrant parents by introducing them to other parents in similar 
situations. 

 The  Familias Unidas  intervention has been evaluated in two separate random-
ized controlled trials. In the fi rst randomized controlled trial, Pantin et al.  (  2003  )  
found that this 9-month intervention was effi cacious (in a sample of 167 Hispanic 
youth), relative to a no-intervention control group, in increasing parental involve-
ment, parent–adolescent communication, and parental support for the adolescent; 
and in reducing adolescent behavior problems. Not surprisingly, active participation 
in the group was shown to predict engagement and retention in the intervention 
(Prado et al.  2006a  ) , and in turn engagement and retention have been shown to 
facilitate improved outcomes for adolescents (decrease in behavior problems) and 
families participating in the intervention (Prado et al.  2006a,   b  ) . The intervention 
did not signifi cantly impact adolescent school bonding/academic achievement (see 
Chap.   11    ). 

 In the second randomized controlled trial, evaluated the effi cacy of  Familias 
Unidas  +  PATH  relative to (a)  English for Speakers of Other Languages  ( ESOL ) +  PATH  
and (b)  ESOL  +  HEART , a family-centered adolescent cardiovascular health inter-
vention. In the  ESOL  +  PATH  and  ESOL  +  HEART   conditions,  ESOL  served as an 
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attention control (i.e., equivalent dosage and contact hours) for  Familias Unidas.  In 
the  ESOL  +  HEART  condition, HEART served as an attention control for  PATH . The 
outcomes examined in that study included substance use and unsafe sexual behavior, 
as well as family functioning (parental involvement, parent–adolescent communica-
tion, positive parenting, and family support). 

 The results showed that  Familias Unidas  +  PATH  were effi cacious in reducing 
current illicit drug use relative to  ESOL  +  HEART . The results also showed that 
 Familias Unidas  +  PATH  were effi cacious, relative to both  ESOL  +  PATH  and 
 ESOL  +  HEART  in reducing current cigarette use. Moreover,  Familias Unidas  +  PATH  
were effi cacious, relative to  ESOL  +  PATH  in reducing unprotected sexual behavior 
at last sexual encounter. What is remarkable about these fi ndings is that for both 
cigarette smoking and unsafe sex, the condition with only the module targeting the 
outcome in question was less effi cacious than the intervention including  Familias 
Unidas , the family strengthening intervention. 

 These fi ndings suggest that targeting problem behaviors outside the context of a 
family intervention was not effi cacious with our target sample. Post-hoc analyses 
also showed that adolescents in the  Familias Unidas  condition reported signifi cantly 
lower rates of sexual transmitted diseases than adolescents in the two control condi-
tions. Finally, the effects of  Familias Unidas  +  PATH  on smoking and illicit drug use 
were partially mediated by improvements in family functioning. Specifi cally, 
improvements in positive parenting (reward contingencies offered by parents) and 
in parent–adolescent communication explained some of the effects of intervention 
condition on cigarette and illicit drug use. 

 A third and fourth trial of the  Familias Unidas  intervention are ongoing. In the fi rst 
of these, Pantin and colleagues are evaluating the effi cacy of  Familias Unidas  (relative 
to community referrals) in reducing HIV-risk behaviors and substance use in a sample 
Hispanic youth with behavior problems. In the second of these two studies, Prado is 
evaluating the effi cacy of a 6-week version of the  Familias Unidas  intervention, 
 relative to prevention as usual services. This streamlined version of the intervention 
targets those family processes that have been found to mediate the effects of the 
 Familias Unidas  intervention on the two prior randomized trials. 

    Based on over a decade of longitudinal research with rural African American 
families and youth, Murry and associates designed a family-based preventive inter-
vention to deter HIV-related risk behavior among rural African American youth. The 
Strong African American Families (SAAF) program is the only universal random-
ized prevention trial designed specifi cally for rural families and youth. Analyses of 
data gathered from 667 rural African American families with an 11-year-old youth 
supported SAAF’s effi cacy in deterring youths’ vulnerability to HIV-related risk 
behavior 2 years post-intervention (Brody et al.  2006 ). The 7-week intervention 
includes separate programming for youth and their parents, as well as activities in 
which parents and youth engage together. Key curriculum content for the seven ses-
sions is presented on videotapes, which Murry and Brody produced, depicting fam-
ily interactions that illustrate targeted intervention concepts. SAAF was implemented 
in community settings during youths’ transition to middle school, an important 
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developmental juncture for preventive intervention (Jemmott et al.  1999 ; Kirby 
 2001  ) . Results revealed that SAAF was effi cacious in reducing rural African 
American youths’ vulnerability to HIV-related risk behavior through the interven-
tion’s effect on parenting practices and its effect on youth intrapersonal protective 
factors. Specifi cally, families who participated in SAAF experienced increases in 
regulated-communicative parenting (Brody et al.  2004 ; Murry et al.  2005  )  and in 
youth intrapersonal protective processes, namely heightened racial identity, elevated 
self-esteem, increased acceptance of body image and physical attractiveness (Murry 
et al.  2005,   2007  ) . SAAF-induced effects on parenting behavior deterred not only 
precursors to risk behavior such as risk-related attitudes, future orientation, self-
regulatory capacity, and resistance effi cacy (Gerrard et al.  2006  ) , but also immediate 
HIV-related risk behavior (Brody et al.  2006 ), including early onset of substance use 
and sexual intercourse (Murry et al.  2007  )  and alcohol use trajectories (Brody et al. 
 2005  ) . These fi ndings support the SAAF curriculum’s potential public health impact 
(see Chap.   11    ). 

 Project STYLE is a multi-site (Providence, Chicago, Atlanta) randomized 
 controlled trial evaluating the comparative effi cacy of three interventions: (1) 
family-based HIV prevention intervention, (2) adolescent-only HIV prevention 
intervention, and (3) general health promotion intervention; in increasing safer 
 sexual behavior among 13- to 18-year-old adolescents with psychiatric disorders. 
All three interventions were delivered during a 1-day workshop in groups of 6–8 
and led by two facilitators. In the family-based intervention, parents and teens were 
assigned at-home exercises that targeted communication and risk reduction whereas 
in the adolescent-only and health promotion interventions only the adolescents were 
given take-home exercises targeting adolescent risk reduction and health promo-
tion, respectively. Participants in all three arms attended individualized 2-week 
follow-up appointments during which monitoring plans (family), risk plans (family 
and adolescent-only), and health promotion plans (health promotion) were reviewed 
and problem solving was used to remedy specifi c areas of diffi culty. All partici-
pants attended a 3-month booster session with their same group members and 
 facilitators to review material previously covered during the 1-day workshop. 
Assessments occurred at baseline, 3, 6, 12, 24, 30, and 36 months (see Chap.   13    ). 

 Initial fi ndings revealed important associations. Contrary to reports of youth in 
outpatient care (Donenberg et al.  2001 ), sexual risk behavior was associated with a 
wide range of psychiatric disorders including internalizing problems (Brown et al. 
 2010 ). 

 In summary, these studies demonstrate that parents can be taught to be effective 
AIDS educators: they can effectively impart information as well as teach their chil-
dren skills to protect themselves in risky situations. The studies also provide cor-
roborative evidence that the quality of parent–child relations and communication is 
an important predictor of sexual risk behaviors. Across the studies, adolescents who 
reported low levels of parental support or more emotional distance from their fami-
lies were more likely to engage in sexual behaviors at a younger age. Conversely, 
adolescents’ belief that they have a close relationship with their parents was protec-
tive against early sexual intercourse.   
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    1.6   Role of Family in Adapting to HIV 

 Although AIDS has become a chronic disease for many individuals in the U.S. who 
have access to HAART, adherence to treatment is challenging and can be compli-
cated by persistent symptoms and side effects. Co-morbid conditions, such as sub-
stance abuse, mental illness, or other severe chronic conditions can further complicate 
the medical regimen and activities of daily living. Family-based prevention pro-
grams for families living with HIV/AIDS must address a complex array of prob-
lems, such as treatment adherence and family-based problem solving associated 
with HIV and, frequently, poverty. 

    1.6.1   History of Family Issues 

 A history of longstanding problems can damage the social environment of the family at 
a time when they need to be united. Families who are experiencing the highest rates of 
HIV infection may also have to deal with issues among members, with the patient’s 
partner, or with the partner’s children. Often families have not resolved issues associated 
with the seropositive person’s exposure to HIV, including homosexuality, bisexuality, 
substance abuse use, and infi delity, prior to fi nding themselves in a caretaking role.  

    1.6.2   Communication 

 Family members may be reticent to discuss problems with the persons living with 
AIDS, for fear of worrying them and making them sicker. By the same token, per-
sons living with AIDS may be reluctant to become a burden to their family members 
(Hays et al.  1990  ) . Without communication, nothing is resolved, ensuring that the 
same issues arise again and again.  

    1.6.3   Stigma and Disclosure 

 Paramount among shared family issues was stigma and disclosure. Both the seroposi-
tive family member and other family members may experience stress from fear of 
repercussions if friends and neighbors fi nd out the reason for the illness. They may 
initially lie and explain that it is cancer, a more socially acceptable illness. Problems 
in coping are compounded by the stigma of AIDS. Persons living with AIDS and their 
families may experience rejection from friends, loss of jobs, and harassment. Concerns 
about disclosure may inhibit parents with AIDS from seeking support; disclosing to 
their children, other family members, and friends; and making permanency plans for 
children who will be orphaned at their death (Smith and Rapkin  1995,   1996  ) .  
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    1.6.4   Family Dynamics 

 HIV changes family functioning in multiple areas (Krishna et al.  2005  ) . Major 
adjustments in the lifestyle may be necessary if the ill family member lives at 
home. Siblings and spouses may have concerns, such as having their needs ignored 
as the family attends to the sick member. There may be anger in low-income fami-
lies because everyone is expected to contribute to the household but the seroposi-
tive person is unable to work because of fatigue and unpredictable health. Families 
report changes in the roles and responsibilities when the families’ primary support 
person becomes ill. Family members begin to play multiple roles, taking on 
increased responsibility as the illness progresses, resulting in increased role strain. 
There may be developmental or role changing issues: a previously independent 
adult may have to be reintegrated into the family for care, an adolescent with 
chronically ill parents, who is struggling for emancipation may need to provide 
care, and a mother who is recovering from drug addiction may need to redefi ne her 
role as mother and daughter. As illness progresses, some family members with-
draw due to physical or emotional exhaustion or over identifi cation with the patient 
(Carl  1986 ; Dunkel-Shetter and Wortman  1982 ; Flaskerud and Rush  1989 ; Namir 
et al.  1989  ) . 

 There are also concerns about infecting other members of the family which 
inhibits family dynamics. In-person interviews were conducted with 344 parents 
from a nationally representative probability sample of adults receiving health care 
for HIV in the contiguous U.S. (Schuster et al.  2005  ) . Questions were asked about 
parents’ fear of transmitting HIV to their children, fear of catching an illness or 
opportunistic infection from their children, and avoidance of four types of interac-
tions (kissing on the lips, kissing on the cheeks, hugging, and sharing utensils) 
because of these fears. Forty-two percent of parents feared catching an infection 
from their children, and 36.1% of parents feared transmitting HIV to their children. 
Twenty-eight percent of parents avoided at least one type of interaction with their 
children “a lot” because they feared transmitting HIV or catching an opportunistic 
infection. When parents who avoided physical interactions “a little” are included, 
the overall avoidance rate rises to 39.5%. Hispanic parents were more likely than 
African American parents and parents who were white or of other races or ethnici-
ties to avoid interactions. Although many parents feared transmitting HIV to their 
children or catching an infection from their children, few were avoiding the most 
routine forms of physical affection. They were much more likely to avoid interac-
tions suggestive of fear of contagion through saliva. 

 In a longitudinal study of the effects of having children take on responsibilities 
due to maternal HIV, it was found that those children who had taken on more respon-
sibility for instrumental caretaking roles directly because of their mother’s illness 
when they were young showed better autonomy development as early- and middle-
age adolescents. Therefore, “parentifi cation” of young children with a mother with 
HIV may not negatively affect later autonomy development. 
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 It is interesting to note that patterns of family reliance differ according to 
 population or site. In a study of public health services utilization in the New York 
City greater metropolitan area, Crystal and Kersting  (  1998  )  found that asymptom-
atic persons tended to rely on social support from their families, but as the disease 
progressed, the ill family members developed more complications and relied more 
on public health services. In contrast, a study in San Francisco revealed that sero-
positive gay men tend to rely fi rst on their families of choice and extended support 
 network, but as the disease progressed, they tended to rely more on their families of 
origin (Hays et al.  1990  ) . These differences may be explained by proximity to 
 family. In New York, a larger heterosexual population may have become exhausted 
or burdened with having to care for more than one seropositive family member. In 
San Francisco, on the other hand, the HIV-infected population was primarily homo-
sexual men whose parents did not live in the area. As the disease progressed, the 
family of choice or the extended family may have become exhausted, and romantic 
partners may have become ill and died. The seropositive person would then seek the 
support of their families of origin, who often lived out of town and had not been 
previously been stressed with day-to-day care.  

    1.6.5   Maintaining Custody of Children 

 Data was collected from interviews of 538 parents with 1,017 children (0–17 years 
old) from a nationally representative sample of HIV-infected adults receiving health 
care in the U.S. (Schuster et al.  2005  ) . Forty-seven percent of the children were in 
the custody of their HIV-infected parent at both survey waves, 4% were in the par-
ent’s custody at the fi rst but not second survey wave, 42% were not in custody at 
either survey wave, and the parent of 7% gained custody between survey waves. 
Parents cited drug use (62%) and fi nancial hardship (27%) as reasons for losing 
custody. Children of HIV-infected fathers, older parents, parents living without 
other adults, parents with low CD4 counts, drug-using parents, and parents with one 
hospital stay were less likely to be in their parent’s custody at either survey wave.  

    1.6.6   Stress and Coping 

 AIDS places an enormous strain on family systems. Families must manage an unpre-
dictable illness while handling other chronic and acute stressors, often with little or 
no specialized training, guidance, or support. Family stress levels depend on how 
well they problem solve and cope with these issues together. Several studies con-
ducted prior to the advent of the newest HIV medications have provided an initial 
taxonomy of the stressful problems experienced by families affected by symptomatic 
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   Table 1.1    Taxonomy of problems experienced by families living with HIV/AIDS   

 Course of HIV/AIDS and medical regimen 
  Concerns about recurring acute illness episodes 
  Diffi culty in adhering to a complex medical regimen 
  Diffi culty in maintaining a predictable routine 
  Complicated task of relating to multiple health and mental health providers 
  Lack of good medical care and counseling 

 Family dynamics and emotions 
  Isolation from other family members and friends, contributing to the deterioration of partner 

and family relationships 
  Emotions associated with illness (e.g., depression, confusion, loneliness, fear, and suicidal 

ideation) 
  Guilt about having infected others 

 Problems of living 
  Anxiety about fi nancial problems 
  Lack of available and affordable housing and related services because of their known health 

status 
  Possible need to address problems of substance abuse and changes in lifestyle 
  Lack of respite from providing care and inadequate or unavailable alternative child care 
  Need to plan for bereavement and future of the survivors 
  Handling the stigma of a disease with moral overtones 

AIDS cases (Pequegnat and Bray  1997  ) . These stressors are still relevant when the 
seropositive family member is unable to tolerate treatment, unresponsive to such 
treatment, or has other conditions that make medication adherence diffi cult (e.g., 
substance abuse, mental illness), and consequently continues to manifest severe 
physical symptomatology (see Table  1.1 ).  

 Given the scope and uncertainty of the challenges they face, families affected by 
AIDS need fl exible coping skills that can be applied to a variety of circumstances, 
including geographical distance; competing demands for family members’ time, 
energy, or other resources (Stoller and Pugliesi  1989  ) ; lack of knowledge about how 
to be helpful (Good et al.  1990 ; Starrett et al.  1990  ) ; and history of negative interac-
tions (Shinn et al.  1984 ; Fiore et al.  1983  ) . Coping with AIDS is made more diffi cult 
when more than one family member in a household, or even in the close extended 
family, is HIV-infected, including children. Many families have already experienced 
signifi cant losses due to AIDS and have not had an opportunity to adequately grieve 
signifi cant losses due to AIDS that they have already experienced (Rotheram-Borus 
et al.  1997  ) .  

    1.6.7   Complex Medical Regimen 

 Families affected by AIDS face multiple health care and psychosocial problems 
throughout the illness trajectory. Problems include complex medical management 
and care giving issues, disruption of family roles and routines, and concerns about 
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the family’s future as illness progresses. The course of illness and the effi cacy of 
treatment may be unpredictable, making it impossible for families to know pre-
cisely what problems they will need to cope with and when. 

 Family members may feel helpless and overwhelmed by the needs of their ill 
family member for time, energy, or money; and they may feel lacking in good care-
giving skills (Szapocznik et al.  2004  ) . Family and caretakers can be instrumental in 
helping the patient maintain good medical treatment adherence (Lyon et al.  2003 ; 
Simoni et al.  2006  ) . 

 Of course, problems related to AIDS co-occur with other issues facing the 
family. Given high levels of poverty, substance abuse, unemployment, and poor 
health care, at any given time, AIDS-related problems may not be the most pressing 
problems for families (Smith et al.  2001  ) . In addition to the stressors experienced by 
all families, AIDS-affected families have challenges that require family solutions, 
such as caretaking for the ill family members, replacing the lost income, and 
 reassigning roles fi lled by the seropositive person prior to the illness.   

    1.7   Family-Based Secondary Prevention Programs 

 Over the past 17 years, there has been a concerted effort by the National Institute of 
Mental Health (NIMH) to support a research program to develop family-based HIV 
prevention interventions (Pequegnat and Sczapocznik  2000  ) . Secondary prevention 
programs have focused on developing interventions to help them cope with multiple 
problems, including stigma, medication adherence, changing parental roles, and 
custody planning. 

 There are compelling clinical and public health reasons for designing secondary 
prevention programs aimed at building supportive social networks, increasing  coping 
skills, and reducing stress, risky sexual behaviors, and STDs. First, they could reduce 
unprotected sex and needle sharing. Second, they could improve  quality of life 
among persons living with HIV by reducing stressors, enhancing  coping skills, and 
requiring less need for expensive health care. Third, they could reduce risk of HIV 
transmission to seronegative sexual partners. Finally, they could reduce the risk of 
HIV transmission by women to their unborn children. 

 The original family-based intervention entitled Project TALC (Teens and Adults 
Learning to Communicate) designed for seropositive mothers and their children has 
extremely successful. The goal was to help parents make decisions regarding disclo-
sure and custody, as well as to increase a family’s ability to maintain positive daily 
routines while the parent is ill. The mothers are taught to problem solve stressful situ-
ations, maintain their parental role, and make custody arrangements for their children. 
The adolescents are taught to cope with emotional distress, maintain a healthy, drug-
free lifestyle, and explore roles within the family. By 2 years after recruitment, the 
intervention adolescents and parents reported signifi cantly fewer problem behaviors 
and less emotional distress than those in the standard care condition. Coping skills 
were signifi cantly higher among youth, and parents had signifi cantly more positive 
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social support in the intervention condition, compared to standard care condition 
(Rotheram-Borus et al.  2001  ) . Over four years following the delivery of the interven-
tion, fewer adolescents became teenage parents and fewer parents were drug depen-
dent in the intervention compared to the control condition (Rotheram-Borus et al. 
 2004  ) . At six years, youth in the intervention condition reported signifi cantly less 
substance use three and six years later. In addition, positive parental bonds reported at 
baseline reduced emotional distress at three years and increased positive future expec-
tations at six years Rotheram-Borus et al.  2006  ) . 

 Based on the success of this initial intervention for families living with HIV, 
Rotheram-Borus and colleagues began a series of adaptations of this intervention 
for different contexts. These adaptations rest on the premise that there are predict-
able challenges faced by all families affected by HIV (e.g., disclosure, social sup-
port, medication adherence, stigma, transmission behaviors), which are affected by 
the particularities of local culture and social context (Rotheram-Borus et al.  2005a,   b  ) . 
The fi rst of these adaptations was in Los Angeles, CA. This adaptation accounted 
for therapeutic advances in the prevention and treatment of HIV illness as well as 
shifts in the population of infected mothers, which resulted in moving the interven-
tion from New York to Los Angeles. Three hundred and thirty-nine HIV-positive 
women who were the mother or primary female caregiver of a child between the 
ages of 6 and 20 years and 257 adolescents between the ages of 12 and 20 years 
were recruited. At 6-month follow-up, more mothers demonstrated reductions in 
hard drug use in intervention compared to control. For adolescents, there was also a 
reduction in hard drug use and negative family-based life events among the inter-
vention group, relative to control (Rice  2007  ) . 

 Thailand has been the fi rst international context for the adaptation of this inter-
vention. Thailand has been extremely successful in mounting individual-based 
interventions to combat HIV/AIDS. Yet, the effect of HIV radiates throughout the 
family. Rotheram-Borus and Li initiated a study in Northern and Northeastern 
Thailand to adapt the cognitive-behavioral intervention developed by Rotheram-
Borus and her colleagues. The adaptation of the intervention contents, tools, and 
activities was achieved through a series of workgroups involving a U.S. research 
team, the local Thai research team, and health care providers from Thai provincial, 
district levels. Adaptation of intervention tools and activities required careful 
reframing to fi t the Thai culture. In particular, as a country deeply rooted in 
Buddhism, meditation emerged as a highly relevant and applicable relaxation 
 activity in Thailand. Therefore, meditation was employed throughout the pilot 
 sessions as a relaxation activity. In addition, meditation was applied as a stress 
 management tool in several of the intervention sessions. Similarly, singing and 
dancing were incorporated as ice breaking activities; these were highly relevant and 
appropriate in Thai culture, thus promoting group cohesiveness and supportive 
environment. The team is currently mounting the main trial and providing the 
 family-based intervention in northern and northeastern Thailand, focusing on  family 
well-being, in a nonstigmatizing setting (Lee and Singparu  2007  ) . 

 Different international contexts create unique challenges to the adaptation of the 
original family-based program. Work has been done in China to assess the needs of 
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families affected by HIV. The studies illustrate that family is an intricate part of the 
disclosure process in China, and demonstrates the importance of including families 
in HIV/AIDS interventions. This is especially important and relevant in the context 
of China’s new “four frees and one care” policy (Li et al.  2007  ) . Moreover, because 
of the family challenges caused by HIV/AIDS, some children needed to fi nd paid 
jobs outside the home in order to contribute to the family’s income. Lack of money 
also impacted the family’s capacity to provide children with ample, healthy, nutri-
tious food. The stigma and discrimination these families and children faced only 
added to their diffi culties. Together, these challenges affected children’s normal 
developmental process and school performance, and some children were not able to 
attend school at all (Ji et al.  2007 ; Lin et al.  2008  ) . 

 In the most recent international work on family-based secondary prevention, 
Rotheram-Borus and her collaborators have developed adaptations of the original 
family-based intervention for two different communities in South Africa. Unique 
challenges impact the development and delivery of effective interventions for fami-
lies impacted by HIV in high-incidence developing world countries. For example, a 
vestige of South Africa’s apartheid past is the fragmentation of ante- and postnatal 
care and TB and HIV testing and care into uncoordinated clinics. Working in 
KwaZulu-Natal and the Western Cape Provinces, Rotheram-Borus is investigating 
whether a clinic or neighborhood-based intervention is the optimal settings for the 
delivery of a family-based secondary prevention program. She is also exploring the 
impact of using positive social deviants (Mentor Mothers) as interventionists 
(Rotheram-Borus  2007 ; Trizzino  2007  ) . 

 Rapkin and colleagues  (  2000  )  developed an intervention to teach AIDS-affected 
families problem solving skills. The Family Health Project (Rapkin et al.  2000  )  
breaks down problem solving into its component elements and encourages families 
to follow these steps: (1) create a comfortable climate for problem solving, (2) iden-
tify the problem, (3) brainstorm, (4) weigh the consequences of various alternatives, 
(5) think through together the implementation of possible solutions, (6) set goals, and 
(7) evaluate solution outcomes. Both patients and family members in the experimen-
tal group reported that they were more likely to reinforce one another’s problem solv-
ing efforts (Rapkin et al.  2007 ). They were also more likely to express uncertainty 
about problems. Although this result was unexpected, it may refl ect the fact that the 
patients in the intervention group and their family members reported more unresolved 
problems. Despite this, they reported greater ability to care for themselves. Families 
receiving the intervention attended support groups more often than controls and were 
more likely to have a case manager. Consequently, these families were also more able 
to maintain their sense of well-being relative to the control group. 

 Taking another tack, Szpaocznik and colleagues designed an intervention, 
Structural Ecological Therapy (SET), to improve the quality of the social relations 
and supports of African American seropositive women (see Mitrani et al.  2000  ) . 
The intervention focused on changing the quality of relationships, building family 
trust, increasing mutual support, and reducing blaming and personal attacks (family 
negativity). This social ecological perspective helped to rebuild a supportive net-
work around the woman and her family that included the family’s relation to kin and 
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other neighborhood supports, faith communities, and HIV support groups. The fi rst 
test of this approach was successful in reducing psychological distress and family 
hassles and, that reduction of family hassles was partially mediated by the reduction 
in distress (Szapocznik et al.  2004  ) . 

  SET  has been adapted to a variety of populations and target behaviors. It is being 
modifi ed for use in helping seropositive men returning from prison reintegrate into 
their families (ecosystems). The goals are to mobilize participants’ families and 
other ecosystem members, such as service providers, to support and motivate 
reduced HIV risk behavior and increased medical adherence. Participants and their 
ecosystem members meet with intervention staff in sessions designed to restructure 
their interactions and communication patterns, to better support participants’ posi-
tive behavior change. Preliminary results indicate that men in  SET  are adapting 
much better to family life, reducing HIV risk behaviors, and increasing adherence 
to medication regimens after their release from prison. 

 Another adaptation of SET is being conducted that focuses on women being 
reintegrated into their families after drug treatment. Drug abuse and subsequent 
treatment frequently include prolonged separation from the family, who may feel 
betrayed due to prior episodes of sobriety that ended in relapse. This adaptation 
focuses on relapse prevention, HIV medication adherence, and reduction in HIV 
sexual risk behavior. Like the original adaptation of  SET , it works to help seroposi-
tive women reestablish a parenting role with their young children, whose guardian-
ship they may have lost because of their addiction, neglect, and time away in 
substance abuse treatment. 

 While  SET  reintegrates women and men into their existing social support sys-
tems, another program that helps seropositive women build new social support net-
works to enhance and prolong their lives. The  WiLLOW Program :  Women Involved 
in Life Learning from Other Women  was designed to reduce HIV/STD risk behav-
iors and enhance psychosocial factors, such as expanding social networks of women 
living with HIV (Wingood and DiClemente  2000  ) . These women who live in semi-
rural areas feel isolated because of stigma and low rates of disclosure. The four-
session, group-administered intervention emphasized gender pride, maintaining 
current and identifying new network members, HIV transmission knowledge, com-
munication and condom use skills, and healthy relationships. Over the 12-month 
follow-up, women in the  WiLLOW  intervention relative to the comparison reported 
fewer episodes of unprotected vaginal intercourse and had a lower incidence of 
bacterial infections (Chlamydia and gonorrhea). Additionally, participants in 
the intervention reported greater HIV knowledge and condom use self-effi cacy, 
more social network members, fewer beliefs that condoms interfere with sex, fewer 
partner-related barriers to condom use, and demonstrated greater skills in using 
condoms. This is one of the fi rst trials to demonstrate reductions in risky sexual 
behaviors and incident bacterial STDS and to enhance HIV preventive psychosocial 
and structural factors. Centers for Disease Control and Prevention (CDC) has evalu-
ated and classifi ed  WiLLOW  as an “evidence-based intervention” and is disseminat-
ing it nationally as part of its Continuum of HIV Prevention Interventions for 
African American Women. 
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 Adolescents whose parents are living with AIDS face daily challenges and 
stressors related to the stage of their parents’ illness and adjustment following their 
parents’ death. An intensive, cognitive-behavioral intervention was developed by 
Rotheram-Borus and colleagues  (  1997  )  that address coping at each phase of 
 adjustment. The intervention targeted long-term social, behavioral, and mental 
health outcomes of the adolescent for both the mothers and their adolescents. 
Parents living with AIDS and their adolescent children participated in both joint 
and adolescent-only sessions in order to enhance their affective and behavioral 
skills for coping with the parents’ illness. The intervention was delivered in three 
modules of 8–16 sessions each. In Module 1, parents were helped to recognize 
their emotional response to their own diagnosis, make decisions about illness 
 status disclosure, and establish positive daily routines in their household. Module 
2 focused on parenting, custody, and estate planning. Adolescents joined their 
 parents for the last eight  sessions, addressing their reactions to parental illness and 
daily routines. After the parent died, adolescents and their new custodial parents 
addressed issues of bereavement and adjustment in Module 3. 

 In order to address the disruptive social and economic circumstances of children 
whose mothers died from HIV,  Project Care  was designed to test the effi cacy of a 
short-term preventive intervention (Bauman et al.  2000  ) . The aims of the study were 
to reduce risk factors and increase protective factors in children to prevent psycho-
logical dysfunction after their mothers’ AIDS-related death. The intervention 
enhanced disclosure and communication among seropositive mothers, the desig-
nated guardians, and the children. It enhanced stability and security of the child’s 
future by developing an appropriate custody plan prior to parental death. It enhanced 
work with guardian and child after the death of mother to facilitate the transition to 
the new  family. It also enhanced access to resources and social support. Thirty-fi ve 
percent of mothers disclosed their HIV status to their children, ages 8–12 years old 
(Bauman et al.  2002  ) . If they disclosed to one child, they usually disclosed to all 
the children. 

 In  Project Care  more than 50% of the mothers with HIV were depressed, which 
was signifi cantly related to mothers’ reports of having non-HIV-related medical 
conditions, spending time in bed in the past 2 weeks, having more activity restric-
tions, and having a lot of diffi culty caring for their children due to ill health. 
Higher scores were also associated with lower education, more negative life 
events, and greater receipt of inadequate social support. Thus, higher distress was 
associated with inability to perform usual activities and mobilize social support. 
However, other HIV-related health factors, traditional background characteristics, 
and psychosocial measures (e.g., HIV stigma, parenting stress, family environ-
ment) failed to indicate who was most vulnerable (Silver et al.  2003  ) . While 
maternal illness per se was not associated with childhood distress, maternal 
depression, inadequate maternal support, or poor mother–child relationships. 
However, the mothers’ illness was associated with symptoms of poor mental 
health in the children. Children behavior problems were signifi cantly related to 
the mother’s psychological distress and marginally related to her having illness-
related activity restrictions. They were not related to other measures of maternal 
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physical health, stigma, or disclosure of their HIV status to the children. Two 
children’s dispositional factors: productivity and independence; and two family 
factors: adaptability and a good parent–child relationship, were related to better 
functioning of the children. Paradoxically, family cohesion was a risk factor for 
poorer adjustment (Bauman et al.  2002  ) . 

 Over the 2-year period, every child (100%) scored in the clinical range (12% 
once 25% twice, 26% three times, 27% four times, and 9% all fi ve times). Most 
were identifi ed by both maternal and child report (only on maternal report, 5%; only 
on child report, 8%). Chronicity of symptoms was not related to child age or gender, 
maternal health, parent–child relationship, maternal depression, or participation in 
 Project Care . Two-thirds of the children received mental health services during the 
2 years, but less than 25% received care at any one time. Half of the children with 
chronic symptoms never received counseling (Bauman et al.  2007  ).  

 An important area of family research that has not received enough attention is 
advance care planning for seropositive adolescents and their families. Lyon and 
colleagues conducted a focus group with parents who had lost an adolescent to 
HIV/AIDS, to collect ideas about a program that would make it easier for families 
to discuss these sensitive issues (Lyon et al.  2007  ) . Parents reported that it would 
have been valuable to have a program to help them talk with their children about 
what kind of treatment they wanted and what end-of-life decisions (e.g., extent of 
care, after-death plans for children) should be made. Focus groups with HIV-
positive adolescents also indicated that they would be interested in participation in 
such a program. Lyon and colleagues have completed the development of an 
NIMH-supported Family Centered Advance Care Planning Program (Lyon et al. 
 2007  ) . Intermediate results indicate that families are fi nding the study satisfying 
and worthwhile. Furthermore, no problem solving session was needed to work 
through disagreements. Parents in the treatment program were more satisfi ed than 
their adolescents compared with parents and adolescents in the control group. 
Those receiving the intervention reported feeling “courageous” and feeling “like a 
load lifted off my mind.” There were no adverse outcomes. Unexpected positive 
fi ndings included families’ requests for copies of the Five Wishes, an advance 
directive. Families spontaneously reported that now that they understood how the 
process worked, they wanted to complete one. Adolescence is a critical period for 
setting the stage for the development of a sexual code of ethics and for consolida-
tion of a moral code of living. This is an under-researched area, an opportunity for 
families and providers to facilitate the growth of HIV-positive adolescents entrusted 
to their care. 

 In summary, there is a need to view the families of patients as partners in the 
treatment process. Until recently, families of patients were not viewed by the 
 medical community as resources in the treatment of the patient. The family is deeply 
affected – physically and psychologically – by the trauma of serious illness, espe-
cially one as devastating as AIDS. The family – whether of origin or of choice – can 
provide powerful support, guidance, and solace when its considerable resources are 
marshaled. Although there are common concerns, coping strategies for different 
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stresses may be required, depending on which members of the family are HIV-
infected. Interventions can restructure familial interactions and communication 
 patterns, enhance family problem solving skills, enhance a supportive social net-
work, improve quality of life, and ensure HIV risk reduction.  

    1.8   Conclusions 

 In tackling problems related to preventing HIV infection and adapting to HIV/
AIDS within families, it is important to understand HIV-related behaviors in the 
social context in which they were learned and reinforced. Noncontextual, frag-
mented approaches may complicate the problem and create a sense of hopeless-
ness on the part of individuals, families, peers, and health care workers; rather than 
promote more effective use of family resources (Pequegnat and Sczapocznik 
 2000  ) . Several family characteristics have shown consistent relationships with 
measures of health or illness regardless of the disorder. For example, high family 
confl ict, too permeable or too rigid intra- and extra-familial boundaries, low levels 
of family organization, and poor spousal or partner support are associated with 
poor outcomes. When families are functioning in an adaptive way, parents are typi-
cally the family leaders, and when they are incapacitated by drug abuse, mental 
illness, or ill health, family social support may evaporate, which places its mem-
bers at risk for a host of problems. Social isolation may result from the stigma 
associated with HIV infection, desire to remain anonymous, and not knowing how 
or with whom to disclose and talk about their concerns and the pressures they 
experience due to their HIV infection. Rejection may occur if neighbors and friends 
blame the seropositive person for their infection due to a high-risk lifestyle even 
though that may not be the case. 

 Family research provides a general framework for investigating the processes 
through which psychological, social, and cultural factors infl uence the health 
and well-being of all family members. Many of the conditions that contribute to 
the spread of HIV infection: poverty, drug abuse, and an inadequate health care 
system for the poor, need to be addressed with renewed initiatives in family 
research. Historically, research identifying aspects of the family system has 
been based on the report of one family member. Theories and conceptual frame-
works that are culturally appropriate and integrate reports from multiple members 
of the family system are essential if we are to move family-based prevention 
work forward. 

 In the last 17 years, investigators have increasingly enlisted families in research 
to better understand family process and decision-making in order to prevent and 
adapt to AIDS. There is a better understanding of the nature of communication 
within families, the roles of family members in shaping opinion and behavior in the 
family, and the kinds of incentives under the control of parents and older siblings. 
Also, the psychological and social factors that characterize families and their 
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response to illness have been identifi ed. Based on the fi ndings reported in this 
 chapter, it is imperative that community-based program offer these evidence-based 
prevention programs for families. New organizations and health care systems must 
be created to respond to the special needs of AIDS patients and their families.      

  Acknowledgement   A special word of thanks is due to Rayford Kytle at NIMH who did 
 zeverything from literature searches to editing the original text.     
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  Abstract   In this chapter, the authors discuss the family as a model for a prevention 
delivery system for a wide range of mental and physical health problems. 
Accordingly, the chapter highlights multiple examples of family-based prevention 
interventions that seek to prevent various mental and emotional disorders and 
 behavioral problems of youth. Because family processes have a profound impact on 
bolstering and maintaining healthy behavior in adolescence, the chapter mainly 
focuses on family-based prevention interventions for adolescents that have been 
shown to decrease their risky sexual behaviors. Evidence exists that shows family-
based interventions can prevent problems that occur during the prenatal and postna-
tal periods (e.g., maternal depression) and high-risk pregnancies among  teenagers. 
These interventions thereby prevent other problems, such as genetic anomalies; 
poor maternal nutrition; maternal smoking, alcohol and drug use;  exposure to neu-
rotoxins; maternal depression or stress; low birth weight; and peri-natal insults 
(Institute of Medicine [IOM], 2009). In addition, there is research indicating that 
family-based prevention intervention strategies can prevent problems of child mal-
treatment, aggression, and other problem behaviors (e.g., substance abuse, antiso-
cial behavior) (IOM 2009). Further, the potential of the family as a means to cultivate 
resiliency in children is underscored. Finally, efforts to move family-based preven-
tion interventions into day-to-day life and how we can create a healthy future for our 
children are discussed.      

    2.1   Introduction 

 In this chapter, the authors will discuss the family as a model for a prevention  delivery 
system for a wide range of mental and physical health problems. The chapter will 
highlight multiple examples of family-based prevention interventions that seek to 
prevent various mental and emotional disorders and behavioral problems of youth. 

    Chapter 2   
 Family as the Model for Prevention of Mental 
and Physical Health Problems       

       Carl   C.   Bell    and    Dominica   F.   McBride      
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Adolescence is a phase in human development that has a signifi cant infl uence on 
subsequent adult behavior. Because family processes have a profound impact on 
bolstering and maintaining health behavior in adolescence, the chapter will mainly 
focus on family-based prevention interventions for adolescents that have been shown 
to decrease their risky sexual behaviors. Available evidences support that family-
based interventions can prevent problems that occur during the prenatal and postnatal 
period (e.g., maternal depression) and prevent high-risk pregnancies among teenag-
ers. These interventions thereby prevent other problems, such as genetic anomalies; 
poor maternal nutrition; maternal smoking, alcohol and drug use; exposure to neuro-
toxins; maternal depression or stress; low birth weight; and perinatal insults (National 
Research Council and Institute of Medicine  2009  ) . In addition, there is research indi-
cating that family-based prevention intervention strategies c   an prevent problems of 
child maltreatment, aggression, and other problem behaviors (e.g., substance abuse 
and antisocial behavior) (National Research Council and Institute of Medicine  2009  ) . 
Further, the potential of the family as a means to cultivate resiliency in children will 
be underscored. Finally, efforts to move family-based prevention interventions into 
day-to-day life and measures to create a healthy future for our children are 
discussed.  

    2.2   Introduction to the Family as a Vehicle for Prevention 
of Mental and Physical Health Problems 

 Because of the relatively slow development of the human brain, beginning at 
 conception and ending in early adulthood, we are vulnerable during this period of 
our lives. From bottom up and from inside out, brain development starts with the 
vegetative, appetitive parts and ends with the cognitive, judgmental components of 
the central nervous system. Humans need families to ensure optimal survival and to 
provide cognitive, social, emotional, and behavioral competencies. Families are 
essential for developing survival skills, such as the capacity for connectedness, 
learning, socialization; for providing protection, monitoring, and self-esteem, and 
for sources of “mastery experiences for infants, children, adolescents, and young 
adults.” Families have the potential to inculcate healthy behaviors and stave off illness-
generating behaviors; therefore families are ideal systems to prevent mental, 
emotional, and physical health problems (Pequegnat and Stover  2000  ) . The National 
Institute of Mental Health (NIMH) Consortium on Families and HIV/AIDS defi nes 
family as a network of mutual commitment (Pequegnat and Bray  1997 ; Pequegnat 
and Szapocznik  2000  ) . Although many individuals are resilient and do well despite 
their family’s limited capacity to provide mutual commitment, the family has a 
great deal of infl uence on the success of an individual’s outcomes. 

 The “stress-diathesis model” is clear that behavior is multi-determined. Three 
major threads that determine behavior are genetics, environment, and their interaction. 
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Thus, if a child is born with genetics that protect the child from maladaptive 
reactivity to trauma, then a traumatogenic family will not overtly harm that 
 genetically fortunate child. If, however, a child is born with genetics that make the 
child vulnerable to being overly and harmfully reactive to trauma, then the capacity 
of the family to protect the child from being exposed to trauma is critical to the 
child’s development. Furthermore, should a child be exposed to trauma, how the 
family responds to a child that is genetically vulnerable to the impact of trauma is 
critically important. Finally, since we may not be able to identify who is who geneti-
cally, we need to nurture all children by protecting them from trauma or helping 
them cope with trauma should they get exposed. 

 For more than 15 years, the NIMH’s Consortium on Families and HIV/AIDS has 
been developing family-based prevention strategies to prevent HIV infections in 
adolescents and young adults. In addition, family-based prevention strategies have 
also been applied to prevent high-risk pregnancy among teenagers; problems during 
the prenatal period and infancy (e.g., alcohol and drug use or maternal depression or 
stress); peri-partum depression; child maltreatment; and aggression and other prob-
lem behaviors, including substance abuse, antisocial behavior, and violence 
(National Research Council and Institute of Medicine  2009  ) . This chapter largely 
draws on the work of members of the NIMH Consortium on Families and HIV/
AIDS and the work described in the NRC and IOM’s report on  Prevention of Mental 
Disorders, Substance Abuse, and Problem Behaviors in Children, Adolescents, and 
Young Adults  (2009). This report addresses the family’s role in prevention of mental 
and emotional disorders, substance abuse, and problem behaviors in children, 
 adolescents, and young adults.  

    2.3   Scope of the Problem 

 The capacity of the US to identify mental, emotional, and behavioral disorders in 
youth that could respond to family-based prevention interventions is sorely limited 
(National Research Council and Institute of Medicine  2009  ) . As emphasized in 
Dr. Satcher’s  Report of the Surgeon’s Conference on Children’s Mental Health: 
A National Action Agenda  (US Public Health Service  2000  ) , we have information 
that half of all mentally ill adults recalled that their mental disorders began by their 
mid-teens, and three-quarters by the mid-20s (Kessler et al.  2005  ) . Further, some 
studies show that the prevalence of behavioral and emotional diffi culties among 
preschool children is similar to the rates observed for older children. McDermott 
and Weiss  (  1995  )  found 33% of children in nonselective, community samples evidence 
sub-clinical psychological symptoms, which have a detrimental impact on quality 
of life and compromise functioning in domains such as school, family life, or social 
relations outside the home. Mash  (  2003  )  found that 8–10% of preschool children 
had conditions that meet the DSM-IV criteria for diagnosable mental disorders. 
Fourteen to 22% had conditions that caused impairment but did not qualify for a 
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formal DSM-IV diagnosis. The 2003 National Survey of Children’s Health found 
the most commonly diagnosed problems among children 6–17 years of age were 
learning disabilities (11.5%), attention-defi cit/hyperactivity disorder (ADHA; 
8.8%), and behavioral problems (6.3%) (Blanchard et al.  2006  ) . These results are 
close to other surveys for specifi c diagnoses, such as ADHD (7%) and learning 
disabilities (8–10%) (Dey and Bloom  2004  ) , behavioral and conduct problems 
(5–7%) (Guevara et al.  2003  ) , anxiety or depressive disorder (2–4%) (Costello et al. 
 2003  ) , and alcohol or drug abuse (19–22%) (Offi ce of Applied Studies  2003  ) . As 
one would expect, Blanchard et al.  (  2006  )  found that, among preschoolers, speech 
problems (5.8%) and developmental delay (3.2%) were most common, and children 
with developmental problems had lower self-esteem, more depression and anxiety, 
and more problems with learning. In addition, these children missed more school 
and were less involved in sports and other community activities which are potential 
protective factors facilitated by the family that could mediate and moderate their 
increased risk. Blanchard et al.  (  2006  )  also found that, despite the rates of mental 
disorders, substance abuse, and problem behaviors of children and adolescents 
matching other surveys, rates of parental concerns about emotional, developmental, 
or behavioral problems were much higher. For example, 41% of parents surveyed 
had concerns about learning diffi culties and 36% about depression or anxiety. 

 More recently, from a six-state study, using the ABLE (Attention, Behavior, 
Language, and Emotions) screening tool, we know parents identifi ed 18.4% and 
pre-kindergarten teachers identifi ed 10.5% of children with severe behavioral, 
emotional, and language problems (Barbarin  2007  ) . By kindergarten, the propor-
tion of children identifi ed by their teachers with serious problems more than dou-
bled to 23%, and inattention/over-activity and behavior problems were the greatest 
identifi ed. However, fewer than 14% of public, pre-kindergarten, children identi-
fi ed with serious problems had received mental health services by the end of kin-
dergarten (Barbarin  2007  ) . 

 In 1982, we began developing signifi cant evidence that relatively large proportions 
of children are exposed to domestic and community violence [i.e., experience 
trauma (Bell  1987 ; Bell and Jenkins  1991  ) ]. Subsequent to this early work, numerous 
scientists confi rmed the observations that at least 20% of youth experienced the 
trauma of witnessing violence in childhood, and, in some communities, the risk 
for exposure to violence is even higher (Jenkins and Bell  1997  ) . In the late 1990s, 
the landmark Adverse Childhood Experiences (ACE) Study was conducted (Felitti 
et al.  1998  )  that highlighted the potential negative impact of adverse childhood 
experiences on youth’s mental and physical health outcomes in adulthood 
(Division of Adult  2008  ) . 

 The ACE study of 17,000 mostly European-American, middle-class, working 
adults revealed that more than half the respondents had experienced at least one 
category of adverse childhood exposure (psychological abuse, physical abuse, 
sexual abuse, violence against mother, living with household members who were 
substance abusers, living with household members who were mentally ill or 
 suicidal, and living with ex-offender household members) (Division of Adult 
 2008  ) . Furthermore, 6.2% of the sample reported experiencing four or more 
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adverse childhood exposures increasing their risk for mental and physical health 
problems. Compared to those who had no exposure to adverse childhood experi-
ences, persons who experienced four or more had: a 7.4-fold increased risk 
for alcoholism; a 10.3-fold increased risk for drug abuse; a 4.6-fold increased risk for 
depression; a 12.0-fold increased risk in suicide attempts; a 2.2-fold increased 
risk in smoking; a 2.2-fold increased risk poor self-rated health; a 3.2-fold 
increased risk in having 50 or more sexual partners; a 2.5-fold increased risk in 
sexually transmitted disease; a 2.2-fold increased risk in ischemic heart disease; a 
1.9-fold increased risk cancer; a 3.9-fold increased risk in chronic lung disease 
(bronchitis and emphysema); a 1.6-fold increased risk in skeletal fractures; and a 
2.4-fold increased risk in liver disease. 

 This work illustrates that childhood trauma places youth at risk for engaging in 
health behaviors that result in later adult mental and emotional disorders and 
behavior problems. It should be apparent that children exposed to adverse child-
hood experiences are several times more at risk for behaviors that would result in 
contracting HIV infections. It should also be apparent that, in addition to being at 
risk for increased mental and emotional disorders (i.e., depression and suicide 
attempts), children exposed to trauma are more at risk for developing chronic phys-
ical illness in adulthood. Thus, in an effort to ensure the public’s health research 
scientists, health professionals, policy makers, and others should be fi guring out 
how to protect children from trauma in childhood and/or how to prevent the nega-
tive impact of trauma in childhood. 

 Despite the enormity of the problem, we should not lose hope, and we can do 
this by taking a lesson contained in the IOM report on suicide prevention 
(Goldsmith et al.  2002  ) . Drawing on the Adverse Childhood Experiences Study 
(1998), this milestone report appropriately noted that childhood trauma has 
emerged as a strong risk factor for suicidal behavior in adolescents and adults. 
The IOM Report on Reducing Suicide noted the offi cial rate of child victimization 
in 1999 was approximately 12 per 1,000 (rates are even higher in surveys of chil-
dren and parents) (Goldsmith et al.  2002 , p 3 and 160). In 2003, young children 
(birth to 3 years of age) had the highest rate of victimization at 16.4 per 1,000 
children in the national population (US Surgeon General  2005  ) . Independent of 
psychopathology and other known risk factors, child sexual abuse has been 
reported in 9–20% of suicide attempts in adults. Despite the weak quality of data 
on suicide attempts, the goal for 2010 is to reduce adolescent suicide attempts by 
1% each year (US Department of Health and Human Services [DHHS] 2000). 
One national school-based study of youth found high 1-year prevalence rates for 
suicide attempts (7.7%), ideation (20.5), and making a plan (15.7) (Kann et al. 
 1998  ) . Joe et al.  (  2006  )  noted that the lifetime prevalence of suicide attempts 
among Caribbean black men was around 7.5%. According to a recent Centers for 
Disease Control and Prevention (CDC) report, the prevalence of attempted sui-
cide for white and black high school students (7.3 and 7.6%, respectively) was 
roughly equal (Eaton et al.  2006  ) . The lesson for hope here is simple. In examin-
ing the poor health outcome of suicide, we learn that 20,000/100,000 suffer a 
mental disorder; using high estimates, rates of suicide attempts are 8,000/100,000; 
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and the overall suicide rates are approximately 11–12/100,000 in the course of a 
year (US DHHS  1999  ) . Clearly, there must be protective factors shielding the 
7,988 suicide attempters and 19,988 mentally ill individuals from completing 
suicide; this reality illustrates the maxim, “Risk factors are not predictive factors 
due to protective factors.”  

    2.4   Research Innovations to Address the Problem 

 “Families are the most central and enduring infl uence in children’s lives … the 
health and well-being of children are inextricably linked to their parent’s physical, 
emotional and social health, social circumstances, and childrearing practices” 
(Schor  2003  ) . Because of the existence of the NIMH Consortium on Families and 
HIV/AIDS, we have a much better understanding of the reality that families have a 
signifi cant infl uence on their children’s sexual risk taking (Paikoff et al.  2007 ; 
Pequegnat and Szapocznik  2000  ) . Research has determined that the quantity and 
quality of family communication with adolescents is a signifi cant infl uence on risky 
sexual behaviors. Specifi cally, comfortable and frequent family communication 
tends to delay sexual debut (Bell et al.  2007,   2008 ; Biglan et al.  1990 ; Donenberg 
et al.  2003 ; McKay and Paikoff  2007 ; Pequegnat and Szapocznik  2000 ; Resnick 
et al.  1997 ; Wilson and Donenberg  2004  ) . Depending on what parental expectations 
are and how adolescents perceive them, parental expectations also infl uence adoles-
cent behavior. Adolescents listen when parents communicate their approval of 
responsible sexual behavior. When such communications are absent, adolescents 
misjudge their parents’ in ways that suggest sexual risk taking is acceptable (Jaccard 
et al.  1998  ) . Conversely, family confl ict and negative affect are associated with 
behavioral problems (Szapocznik and Kurtines  1993 ), such as early sexual debut 
(Paikoff  1995  ) , generally risky sexual behavior (Biglan et al.  1990  ) , violence and 
conduct problems (Borduin et al.  1985 ; Brody et al.  2008 ; Henggeler et al.  1992 ; 
Farrington  1989 ; Gorman-Smith et al.  1996 ; Tolan and Lorion  1988  ) , and drug use 
(Brody et al.  2004 ; Wills et al.  2003,   2007  ) . 

 Research has also shown that parental monitoring and an authoritative parenting 
style are associated with adolescents who engage in less risky sexual behavior, have 
fewer sexual partners and less pregnancy, and increased condom use (Baumrind 
 1966 ; Bell et al.  2007,   2008 ; Biglan et al.  1990 ; Donenberg et al.  2002 ; Flay et al. 
 2004 ; Rai et al.  2003 ; Yang et al.  2007 ; Paikoff  1995 ). These family-based preven-
tion interventions focus on improving parent–child communication and supportive 
parental behaviors, and increasing parental monitoring and limit-setting. 
Unfortunately, because of the variety of study designs, there are no meta-analyses 
of these programs. Fortunately, there is suffi cient evidence that family-based 
HIV prevention interventions are effi cacious and effective (Brody et al.  2002 ; 
DiIorio et al.  2007 ; Jemmott et al.  2005 ; Krauss et al.  1997 ; McKay and Paikoff 
 2007 ; Murry et al.  2005 ; Wills et al.  2003,   2007 ; see also Chap.   1    ). 
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 At-risk behaviors do not occur in isolation. Thus, youth who engage in risky 
sexual behaviors are also likely to be engaging in risky behaviors involving 
substances, violence, suicide, and truancy and dropping out of school. Some studies 
have been assessing outcomes in multiple domains to describe this constellations of 
risk behaviors better (Brody et al.  2001,   2003,   2004,   2005,   2006a,   b,   2008 ; Bannon 
and McKay  2007 ; Prado et al.  2007  ) . 

 In summary, the evidence is very clear that family-based prevention interven-
tions are ideal and effective for changing health behaviors in adolescents. Further, 
since there are such common threads (improving parent–child communication and 
supportive parental behaviors, and increasing parental monitoring and limit-setting) 
connecting various family-based interventions, it should be possible to adapt and 
implement such prevention interventions so they become ubiquitous, especially in 
high-risk populations.  

    2.5   Family-Based HIV Prevention Interventions 

 An example of a successful, cross-contextual (i.e., having success in different con-
texts) family-based HIV prevention intervention is the Chicago HIV Prevention and 
Adolescent Mental Health Project (CHAMP). CHAMP interventions are family-
based prevention interventions designed to prevent HIV infections in young adoles-
cents (youth in fourth and fi fth grade) by engaging caregivers and their youth in 
10–12 manualized, multiple-family group sessions. The sessions are designed to 
provide education and skill-building practice to increase knowledge about HIV, 
risky sexual behaviors and contexts, and essential caregiver skills (e.g., parental 
connectedness with youth, parenting styles, parental monitoring, and caregiver sup-
port from the community and peers) designed to protect youth from engaging in 
high-risk behaviors. The sessions also actively seek to strengthen caregiver comfort 
and frequency in talking about diffi cult topics, caregiver and youth connectedness, 
and caregiver skills in monitoring and disciplining their youth. The program also 
helps youth practice social and emotional skills of resisting sexual and drug use, 
peer pressure, and problem solving about how to avoid risky sexual situations (Bell 
et al.  2008 ; Baptiste et al.  2006 ; McBride et al.  2007 ; McKay et al.  2004 ; McKay 
and Paikoff  2007  ) . Because a CHAMP research staff member and a member of the 
indigenous community deliver CHAMP family-based interventions in multiple-
family groups held in the community and co-led, all of the CHAMP family-based 
interventions are adapted to the population and setting (McKay et al.  2007a  ) . In 
addition, serious community partnership is a centerpiece of all CHAMP family-
based interventions (McKay et al.  2007b  ) . 

 In the original CHAMP that began in Chicago in 1993 (Madison et al.  2000 ; 
McCormick et al.  2000  ) , 324 families were randomly assigned to the experimental 
condition and 315 families were assigned to the control condition (McBride et al.  2007  ) . 
Nearly three-fourths of the families in the experimental condition completed the 
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entire program. Compared to the control families, these families showed increased 
family decision making, improved caregiver monitoring, greater comfort in 
discussing sensitive topics, more neighborhood supports, and fewer disruptive 
diffi culties with children, such as externalizing (aggressive and rule-breaking 
behavior) behaviors and social problems (McBride et al.  2007 ; Bannon and 
McKay  2007 ; McKay et al.  2004,   2007a  ) . However, the youth in the experimental 
condition also reported signifi cantly more family confl ict than the control group 
presumably because they were having more serious conversations with their care-
givers (McBride et al.  2007  ) . More importantly, the youth in the experimental 
condition reported that they chose to be in fewer situations in which risky sexual 
behavior could ensue (McBride et al.  2007  ) . Finally, the CHAMP Chicago research 
also indicated that caregivers benefi ted from the intervention, as their anxiety and 
depression measures showed a signifi cant decrease from the pre-test to the post-
test (Paikoff  1997  ) . 

 The original CHAMP that began in Chicago morphed into the CHAMPNYC 
(Collaborative HIV Adolescent Mental Health Project – New York City), 
CHAMPWS-C (Collaborative HIV Adolescent Mental Health Project – West Side/
Chicago), CHAMPSA (Collaborative HIV Adolescent Mental Health Project – 
South Africa), and CHAMPTandT (Collaborative HIV Adolescent Mental Health 
Project – Trinidad and Tobago) (McKay and Paikoff  2007  ) . This metamorphosis did 
not change the core family-based HIV prevention principles of this evidence-based 
intervention. The basic goals of increasing family connectedness, family communi-
cation (i.e., frequency of communication about diffi cult topics), social skills training 
and practice of youth and caregivers, HIV transmission knowledge, etc. were 
preserved in each iteration of the CHAMP intervention. Differences in CHAMP 
multiple-family group manuals were based on language (e.g., the New York CHAMP 
manual was translated into Spanish) and cultural contexts (e.g., the CHAMPSA manual 
was adapted to fi t Zulu culture). In addition, based on ethnographic assessments of 
the Zulu community, there were other adaptations in lessons in the manual. These 
modifi cations did not compromise the core principles necessary for family-based 
HIV prevention work, e.g., we added a lesson on bereavement owing to the large 
number of HIV deaths in South Africa. 

 The fi rst international adaptation of the original CHAMP model (Paruk et al. 
 2005  )  was done in the semi-rural area of Durban, South Africa (Bell et al.  2007, 
  2008 ; Bhana et al.  2004  ) . Due to the high rates of illiteracy of the target popula-
tion, the intervention manual had to be illustrated (Petersen et al.  2006  ) . The 
objective of the manual was to illustrate Bell’s seven fi eld principles of health 
behavior change:

   Rebuilding the village/constructing social fabric  • 
  Providing access to modern and ancient technology  • 
  Improving bonding, attachment, and connectedness dynamics  • 
  Improving self-esteem – a sense of power, a sense of models, a sense of unique-• 
ness, a sense  
  Increasing social and emotional skills of target recipients  • 
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  Reestablishing the adult protective shield and monitoring  • 
  Minimizing the residual effects of trauma (Bell et al.  • 2007,   2008  )     

 Accordingly, a goal of the intervention was to “rebuild the village.” Encouraging 
families to cultivate community/social fabric or “collective effi cacy” (Sampson 
et al.  1997  )  accomplished this task. For example, family duties such as child rearing 
were supported by the social support CHAMPSA. Modern psychosocial technology 
(e.g., multiple-family group contexts) was used to deliver the intervention. The 
CHAMP intervention facilitated connectedness within the family (Bell  2001  ) , i.e., 
positive parent–child interactions, and developed social and emotional skills related 
to parenting practices. Caregivers and youth were given models, such as how to 
communicate with “I messages,” so that families could ensure good outcomes for 
their children. This enabled caregivers to develop a sense of power or self-effi cacy 
in the rearing of their children. The CHAMPSA manual also encouraged families to 
provide an “adult protective shield” for their children by setting family rules, moni-
toring their whereabouts, and joining with neighbors to watch out for their children. 
Finally, the manual sought to relieve the participants’ sense of “learned helpless-
ness” from the HIV/AIDS epidemic in Durban, South Africa by teaching family 
members the “learned helpfulness” of being a major part of the solution to the epi-
demic. Subjects in the experimental condition had more knowledge about HIV/
AIDS transmission and had less stigmatizing attitudes toward individuals with HIV/
AIDS. Caregivers in the CHAMPSA prevention intervention signifi cantly increased 
their monitoring of youth’s activities and developed more family rules than those in 
the control group. The outcomes in experimental families illustrated increased fre-
quency of care giving and comfort in communicating with youth about HIV/AIDS 
and other diffi cult subjects. Caregivers in the experimental condition reported less 
neighborhood disorganization and more social control and cohesion in their com-
munities. Youth in the experimental CHAMPSA condition, who were 9–12 years 
old, had more knowledge about HIV/AIDS and had less stigmatizing attitudes 
toward individuals with HIV/AIDS than the control youth. Engaging indigenous 
community residents to recruit and retain experimental and control families and 
deliver the intervention resulted in a high retention rate. Similar to Chicago CHAMP, 
a signifi cant number of families (94%) completed the entire CHAMPSA program. 
As the intervention began with young adolescents who had not made their sexual 
debut, CHAMPSA only has proximal outcomes. We have to wait for a longitudinal 
study to determine the long-term impact on sexual behavior and potential HIV 
infections.  

    2.6   Family-Based Teen Pregnancy Prevention Interventions 

 Another example of how family-based prevention interventions can change health 
behavior is in the area of teen pregnancy. As mentioned earlier, because different 
parts of the brain develop at different rates, teens are at risk for a variety of unhealthy 
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sexual behaviors, such as early sexual debut and unsafe sex. Young pregnant teens 
are at risk for numerous health problems for their infants (e.g., preterm birth, intra-
uterine growth retardation, and perinatal complications) (National Research Council 
and Institute of Medicine  2009  ) . In addition, experience with teen pregnancy illus-
trates that pregnant teens are often “kicked out” of their family and society and 
shunned. Thus, they are often deprived of resources necessary to protect and nurture 
them and their infants. Although teenagers are heavily infl uenced by peers, their 
families continue to have infl uence on their behavior (Rai et al.  2003  ) . Accordingly, 
family-based interventions have tried to decrease teenage pregnancy and the multiple, 
potential untoward consequences of having a child as a teen (see Guttmacher  2006  ) . 
Furthermore, Bowlby  (  1969,   1973  )  and Ainsworth  (  1973  )  theorized that  failure to 
form a secure attachment with caregivers during infancy has a strong infl uence on 
ability to form trusting relationships later in life. Thus, common sense dictates, if a 
teenage pregnancy is unavoidable, family-based interventions might help the teen-
age parents provide their infant with the attachment and connectedness necessary to 
form trusting relationships. 

 Teen pregnancies have been decreasing since 1991 (Guttmacher  2006  ) . The 
National Research Council and Institute of Medicine  (  2009  )  notes that effi cacious 
and effective family-based methods to prevent teenage pregnancy “remain elusive;” 
thus, the quality of this research needs strengthening. On the other hand, family-
based interventions to increase maternal sensitivity and infant attachment are shown 
to be effective. A meta-analysis of 51 studies illustrates that interventions to increase 
maternal sensitivity were signifi cantly and moderately effective ( p  < 0.001; effect 
size = 0.38) (Bakermans-Kranenburg et al.  2003  ) . The meta-analysis by Bakermans-
Kranenburg et al.  (  2003  )  of 23 studies illustrated that interventions to increase 
secure infant attachment had small effect sizes, but still important ( p  < 0.05; effect 
size = 0.20).  

    2.7   Family-Based Prevention Interventions Designed 
to Increase Connectedness and Attachment 

 As societies’ understanding of the need for maternal sensitivity and fostering secure 
infant attachments has increased, more societal emphasis has been placed on this 
aspect of family life. Accordingly, there have been various widespread initiatives 
designed to increase maternal sensitivity and secure infant attachment. Nurse home 
visitation (Olds  2002  ) , which teaches the social skill of parenting (i.e., understanding 
maternal sensitivity, attachment and connectedness, child development, etc.), has 
been repeatedly shown to foster pregnancies that have good outcomes. In addition 
to the parenting guidance designed to help children have nurturing early childhood 
environments, nurse home visitation programs also provide a number of other valuable 
family-based supports. Nurse home visitation programs provide social support, pro-
motion of positive caregiver–child interactions, and direct social and health services 
(e.g., referrals to agencies for various services, including health and developmental 
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screening) (Olds  2002  ) . Sweet and Appelbaum  (  2004  )  conducted a meta-analysis of 
experimental and quasi-experimental evaluations of 60 home visiting programs. 
While it is clear that professional nurse home visitation has the best outcomes and 
effect size (compared to other mother/infant attachment approaches), programs to 
improve maternal sensitivity and secure infant attachment are still needed. (Zero to 
Three  2011  ) . For example, “Zero To Three” offers a web-based, educational format 
to parents (Zero to Three  2011  ) , and, although education, while essential, is not 
enough to signifi cantly change behavior. 

 Early Head Start is designed to promote healthy prenatal outcomes by improving 
family functioning (Gray and Francis  2007  ) . Early Head Start centers provide an 
excellent setting to implement family-based prevention interventions designed to 
increase connectedness and attachment between teen caregivers and infants 
(Stormshak et al.  2002  ) . Started in 1994 and aimed at children 0–3, a major evalua-
tion of “Early Head Start” by Love et al.  (  2005  )  found children in the program had 
signifi cant improvements in cognitive and language development and social and 
emotional development. Compared to control children, “Early Head Start” children 
displayed higher parental emotional engagement, sustained attention with play 
objects, and were less aggressive. Compared to control parents, “Early Head Start” 
parents were more emotionally supportive, provided more language and learning, 
read to their children more and spanked less. 

 Finally, “Cradles to Classroom” (based on the philosophy of nurse home visita-
tion) is a program that Paul Vallas, Chief Executive Offi cer, Chicago Public Schools, 
Philadelphia, and now New Orleans, has been implementing around the country 
with success (Bell et al.  2001 ; Lamberg  2003  ) . This long-range prevention strategy 
teaches teenage mothers parenting skills needed to bond with and parent their babies 
and how to access community resources. Assuming a practical and resource-
oriented philosophy, “Cradles to Classroom” provides counseling about domestic 
violence and access to prenatal, nutritional, medical, social, and childcare services. 
In 2002, of 495 seniors with babies, 100% graduated and 78% enrolled in a 2- or 
4-year college and only fi ve had a repeat pregnancy (Lamberg  2003  ) . 

 Despite this success, when leadership changes, new programs are often initiated. 
Accordingly, the 2004 change in Chicago Public Schools leadership resulted in the 
initiation of the “Chicago KidStart Program” (a nurse home visitation program 
delivered by the Chicago Department of Public Health). This program services 
17,000 young, at-risk mothers  ( Chicago KidStart  2008  ) . As a subsystem of the 
“Chicago KidStart Program,” “Cradle to Classroom,” which serves more than 4,000 
teen mothers, and the Ounce of Prevention Fund expanded pre-natal and post-natal 
services to asterisk teen mothers. One-on-one coaching (i.e., parent training on how 
to attach to their infants and guidance to understand child development) was pro-
vided to these mothers at three new sites in Chicago and will reach more than 300 
mothers in the fi rst year  ( Chicago KidStart  2008  ) . 

 Clearly, the early theoretical propositions of Bowlby  (  1969,   1973  )  and Ainsworth 
 (  1973  )  (e.g., theories of attachment/separation) have been actualized in the academic 
study of Nurse Home Visitation by Olds  (  2002  ) , and have been put into real world 
practice by “Zero to Three,” “Early Head Start,” and “Cradle to Classroom” programs.  
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    2.8   Family-Based Child Abuse and Neglect 
Prevention Interventions 

 In 1999, the executive leadership team of Community Mental Health Council, Inc. 
got an opportunity to test the seven fi eld principles through a large, naturalistic 
community-based demonstration project. Late that year, the Director of the Illinois 
Department of Children and Family Services (DCFS) informed us of a problem in 
McLean County. Early reports from McLean’s DCFS offi ce noted African-
American children being removed from their families for abuse and neglect due to 
hotline calls was 35/1,000 (the statewide average was 4.3/1,000). Using a business 
model, CMHC’s Executive Team strategically planned to apply Bell’s seven fi eld 
principles of health behavior change to this population-based problem (Redd et al. 
 2005  ) . Two-year follow-up reports revealed that the number of African-American 
children being placed in foster care in McLean County had decreased to 11/1,000, 
while the hotline calls for abuse and neglect did not decrease. Furthermore, the 
rates of  subsequent removal of children from families with unsubstantiated hotline 
calls were lower than the statewide average. Such efforts are important as they 
illustrate that theoretical paradigms, if implemented properly, have the potential to 
change individual outcomes in large population interventions. This project also 
spurred the development of innovative statistical methodology. This methodology 
gave some credence that the naturalistic prevention intervention that was imple-
mented in McLean County was associated with few African-American children 
being removed from their families (Gibbons et al.  2007  ) . 

 The McLean county intervention had the same core elements of community-
based interventions found to be successful in a meta-analysis of 56 programs 
designed to promote family wellness and prevent child maltreatment (MacLeod 
and Nelson  2000  ) . For instance, a “Family Advocates Program” achieved “rebuilding 
the village” by providing social support, parent training, childcare, community 
development, and in-home support programs for families that had been the focus 
of a DCFS hotline call (Redd et al.  2005  ) . From their meta-analysis, MacLeod and 
Nelson  (  2000  )  concluded that most interventions that aim to  promote family 
wellness and prevent child maltreatment are successful with an effect size of 
approximately 0.41.  

    2.9   Family-Based Aggression and Antisocial Behavior 
Prevention Interventions 

 There is extensive evidence that training interventions that emphasize behavioral 
parenting skills help families develop social and emotional skills. These skills are a 
potent preemptive tool in preventing youth from developing aggressive and antiso-
cial behaviors (Mihalic et al.  2004 ; US DHHS  2001  ) . Patterson’s team has repeatedly 
shown that lack of parental monitoring, represented at its extreme by neglect and 



592 Family as the Model for Prevention of Mental and Physical Health Problems

poor discipline methods and confl ict about discipline, has been related to participation 
in delinquent and violent behavior for a range of populations (Patterson et al.  1989 ; 
Patterson and Stouthamer-Loeber  1984  ) . Conversely, parenting with high levels of 
positive involvement with children and positive reinforcement of desirable behavior 
cultivates pro-social behavior. Similar to how the attachment theories of Bowlby 
 (  1969,   1973  )  and Ainsworth  (  1973  )  spawned interventions to improve attachment 
and bonding, Patterson et al.’s work (1989) has spawned numerous evidence-based 
interventions targeted at children in varying levels of development, e.g., the 
“Incredible Years” for young children (Webster-Stratton et al.  2001  ) , “Strengthening 
Families Program” for early adolescence (Spoth et al.  2001  ) , and “Multidimensional 
Treatment Foster Care” for adolescence (Chamberlain  1990 ; Chamberlain and 
Mihalic  1998  ) . These programs teach and train parents to engage in behaviors that 
will reinforce positive connectedness between themselves and their children. The 
evidence is clear that parenting skills training to develop child management skills 
are effi cacious (de Graaf et al.  2008 ; Kaminski et al.  2008  ) .  

    2.10   Family-Based Substance Abuse Prevention Interventions 

 Ackard et al.  (  2006  )  note that adolescent perceptions of low parental caring, diffi -
culty talking to their parents about problems, and overly valuing their friends’ opin-
ions for serious decisions were signifi cantly associated with compromised behavioral 
and emotional health. Interventions aimed at improving the parent–child relation-
ship may provide an avenue toward preventing health risk behaviors in youth. Brody 
et al.  (  2004,   2006a,   b  )  have convincingly shown that their Strong African-American 
Families (SAAF) program increases protective factors preventing African-American 
adolescents from using drugs. SAAF, a family-based intervention positing “regu-
lated, communicative parenting,” causes changes in factors protecting youth from 
early alcohol use. Brody et al.  (  2004  )  proposed that parental variables (involvement-
vigilance with children and their activities, racial socialization, communication 
about sex, and clear expectations for alcohol use) and youth variables (negative 
attitudes about early alcohol use and sexual activity, negative images of youth who 
drink, resistance effi cacy, a goal-directed future orientation, and acceptance of 
parental infl uence) protect African-American youth from substance use/abuse. 
Brody et al.  (  2004  )  illustrate parents in the intervention group increases parental 
protective factors over a 7-month period. Brody’s team performed a randomized 
prevention trial that included 667 African-American 11-year-old students and their 
caregivers (Brody et al.  2004,   2006a ; Murry et al.  2005  ) . According to adolescent 
reports, the 332 families who participated in SAAF, experienced increases over time 
in “regulated, communicative parenting.” There were also increases in targeted par-
enting behaviors and lower rates of high-risk behavior initiation among youths 
(Brody et al.  2006a  ) . In another study, Wills et al.  (  2007  )  tested a theoretical model 
of how ethnic pride and self-control are related to risk and protective factors. In this 
study the researchers interviewed a community sample of 670 African-American 
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youth (mean age = 11.2 years) and measured cigarette smoking and alcohol use 
(lifetime to past month). The results of this study indicated that parenting was 
related to self-control and self-esteem, and racial socialization was related to ethnic 
pride. Self-control and self-esteem variables were related to levels of deviance-
prone attitudes and to perceptions of those who engage or abstain from substance 
use. Thus, self-esteem and self-control are related to parenting approaches and have 
pathways to attitudes and social perceptions that are signifi cant factors for predis-
posing to, or protecting against, early involvement in substance use. Further, in 
addition to preventing problems of substance abuse, SAAF has also been shown 
helpful in reducing conduct problems. Among youth who had more affi liations with 
deviance-prone peers, SAAF reduced the chances of engaging in conduct problems 
by 62% ( p <  0.01) (Brody et al.  2008  ) . 

 Family-based prevention interventions have also been show to prevent substance 
abuse in Hispanic adolescents. In addition to emphasizing improving family rela-
tionships (i.e., addressing family issues of confl ict, inconsistent or inappropriate 
parenting, and parent–adolescent communication) which have been shown to pre-
vent drug abuse in adolescents (Szapocznik and Murtines  1989  ) , Structural 
Ecosystems Therapy (SET) also tackles familial interfaces with external systems 
(Szapocznik et al.  2004  ) . SET emphasizes parental monitoring and supervision of 
peer activities and includes parental involvement in school. Thus, SET has demon-
strated that the mere focus on family relationships is suffi cient for reducing Hispanic 
adolescent drug use. Prevention interventions should also attend to exo-level struc-
tures (e.g., school) (Robbins et al.  2008  ) .  

    2.11   Efforts to Move Research into Practice 

 Unfortunately, despite an increase in funding for children’s mental health research, 
the US children’s mental health infrastructure is not fl ourishing (Bell and McKay 
 2004 ; US DHHS  2000 ). While there have been several efforts at infusing modern 
technology into children’s mental health systems (National Advisory Mental Health  1999 ; 
NECON  2005 ; President’s New Freedom Commission on Mental Health  2003  ) , 
these efforts have been stalled. In part, they have been stalled by a very strong 
anti-psychiatry push back (Bell  1996 ; Issac and Armat  1990  )  as well as an anti-
government push back that did not want to see prevention programs from the gov-
ernment enter private lives (Paul  2008 ). Another reason such efforts are languishing 
is due to gaps in understanding how to transport, disseminate, and implement pro-
grams in various cultural and contextual settings while preserving suffi cient pro-
gram fi delity (National Research Council and Institute of Medicine  2009 ; Fixsen 
et al.  2005 ; Glasgow et al.  2003  ) . 

 Bell  (  2008  )  points out that for an intervention to be culturally sensitive, it must 
have content that is welcoming to the target culture, contain issues of relevance to 
the culture, not be offensive, and be familiar to and endorsed by the target culture. 
However, if a given intervention has generic principles of health behavior change, 
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such as aspects that create social fabric, generate connectedness, help develop social 
skills, build self-esteem, facilitate some social monitoring, and help minimize 
trauma (Bell et al.  2002 ), that intervention can usually be adapted to have an appro-
priate level of cultural sensitivity (Paruk et al.  2005 ; Bhana et al.  2004 ; Petersen 
et al.  2006 ; LaFromboise and Lewis  2008  ) . In addition to the lack of knowledge of 
how to fi t evidence-based interventions into culture and context, there are organiza-
tional dynamics (e.g., organizational culture that make it diffi cult to create change 
toward evidence-based practices in many service organizations) (Hoagwood et al. 
 2001 ; Kondrat et al.  2002 ; Redd et al.  2005 ; Rosenheck  2001  ) . 

 There are several methods to help infuse science into service: (1) researcher-
driven implementation, (2) adaptation of existing programs to the community done 
by researchers and community leaders, and (3) community-driven implementation. 
Unfortunately, very little braided state and Federal governmental support for focused 
family-based prevention infrastructure efforts (as opposed to scattered family-
based prevention efforts) (e.g., occurring within education, juvenile justice, health 
and human services, foster care, law enforcement, mental health) are available 
(National Research Council and Institute of Medicine  2009  ) . 

    2.11.1   Challenges for the Future 

 One of the National Institute of Mental Health’s revised mission statement goals is 
to “Strengthen the Public Health Impact of NIMH-Supported Research” (US 
DHHS  2008 ). Accordingly, one of the major challenges for the future is to set up a 
monitoring system for NIMH grant funding awards that takes this goal seriously. 
One major method of accomplishing this goal is to ensure that adequate evaluation 
is done on family-based prevention interventions. In addition, there should be fur-
ther development of the knowledge base that will support dissemination, adapta-
tion, and implementation of evidence-based prevention interventions in various 
contexts and cultures. Many suggest that the cost effectiveness of family-based 
prevention interventions should be emphasized. This understanding will be an 
impetus to infuse research strategies designed to prevent mental and physical prob-
lems into practice. Time and experience have taught us to be less enamored by this 
strategy. Everyone knows it is cheaper to prevent a child from entering the criminal 
justice system by paying for the child’s decent education. Despite the solidity of 
this cost-effective argument, the society continues to send more funds to juvenile 
justice systems than schools. One ostensible reason for this shortsighted behavior 
is that staff in juvenile justice systems and criminal justice facilities would rather 
be paid than send their revenues to schools. Accordingly, it is our view that until 
the science of prevention becomes so irrefutable that it becomes unethical not to 
spend money on youth’s education, the criminal justice system will continue to 
profi t from the nation’s lack of prevention. After all, despite the cost-effective 
arguments of giving or not giving polio shots, it would be unethical not to prevent 
polio – using vaccines. 
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 Finally, North America is in a “health care crisis” because we have an “illness 
care system,” thus, our “illness care crisis.” The only way to relieve ourselves of this 
challenge is to strengthen our mental health prevention and promotion practices. We 
need to use business models and technology to sell mental health prevention and 
promotion practices as we sell soap. We need to support more researcher-driven 
implementation, adaptation of existing programs to the community done by 
researchers and community leaders, and community-driven implementation. We 
can shorten the health disparities gap and resolve the “illness care crisis” by imple-
menting the new NRC and IOM prevention report’s recommendations (National 
Research Council and Institute of Medicine  2009  ) . We are hopeful the new Obama 
White House will understand this necessity and move forward on this initiative with 
the same “Yes, we can” spirit of the most recent election.       
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  Abstract   This chapter provides a broad overview of the role of setting in family 
based prevention. This chapter has several related goals: First, we provide a brief 
overview of the ecodevelopmental model. Second, we explore the existing empirical 
literature providing evidence to support how specifi c settings may present risk or 
protection for HIV/STDs for individuals within a family, using the framework of the 
ecodevelopmental model. The settings to be explored in this chapter include the 
home, school, neighborhood, church, and substance abuse treatment settings. Finally, 
for each setting we provide examples illustrating which aspects of settings may be 
most important for conducting HIV/STD family based preventive interventions.      

    3.1   Introduction 

 This chapter examines the role of settings and contextual factors in family based 
prevention for HIV and other sexually transmitted diseases (STDs). Both the role of 
risk and/or protective factors of settings on individuals in a family, and the potential 
impact of family based preventive interventions on settings are discussed (e.g., 
Perrino et al.  2000 ; Pantin et al.  2003,   2009 ; Prado et al.  2007 ; McBride-Murry 
et al.  2011  ) . More specifi cally, the focus is on those settings most applicable to ado-
lescents – an age group at high risk of developing HIV/STD risk behaviors (Centers 
for  Disease Control and Prevention (CDC)  2007 ; DiClemente et al.  2004 ; Jemmott 
et al.  2005,   2010 ; Perrino et al.  2000  ) . 

 There is consensus (Lescano et al.  2009 ; Coatsworth et al.  2002 ; Poundstone 
et al.  2004  )  that individuals do not operate in isolation with regard to risk or pro-
tection for certain health outcomes, including acquiring HIV/STDs. Rather, indi-
viduals are embedded within various settings (e.g., home, school, neighborhood, 
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church,  substance abuse treatment clinic) within which individuals interact, to 
infl uence behaviors and health over time (see Fig.  3.1 ). The ecodevelopmental 
model (Pantin et al.  2004  )  provides a framework for understanding these contexts 
and their associated risk and/or protection for behaviors which may lead to HIV/
STDs. For the purpose of this chapter, HIV/STD risk encompasses a number of 
related behaviors (Santelli et al.  2000 ; Hallfors et al.  2007  ) , which include alcohol 
use/abuse (Murphy et al.  2009 ; Rashad and Kaestner  2004  ) , drug use/abuse 
(Sorensen et al.  2007 ; Morrill et al.  2001  ) , conduct problems (Bachanas et al.  2002  ) , 
school dropout (Edgardh  2002  ) , having antisocial friends (who engage in unsafe sex, 
delinquency, or substance use) (Doljanac and Zimmerman  1998 ; McMahon 
 2000  ) , early onset of sexual behavior (Kotchick et al.  2001 ; Boyer et al.  2000  ) , 

  Fig. 3.1    Ecodevelopmental model of the relationship of settings to adolescents’ HIV/STD risk       
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risky sexual behavior (Bachanas et al.  2002 ; Kotchick et al.  2001  ) , and a history 
of HIV or other STDs (Fleming and Wasserheit  1999  ) .  

 This chapter has several related goals. First, we provide a brief overview of the 
ecodevelopmental model. Second, we explore the existing empirical literature 
 providing evidence to support how specifi c settings may present risk or protection 
for HIV/STDs for individuals within a family, using the framework of the ecodevel-
opmental model. The settings to be explored in this chapter include the home, 
school, neighborhood, church, and substance abuse treatment settings. Finally, for 
each setting we provide examples illustrating which aspects of settings may be most 
important for conducting HIV/STD family based preventive interventions.  

    3.2   Ecodevelopmental Model 

 A range of factors in an individual’s social ecology determine the individual’s likeli-
hood of engaging in unsafe sexual behavior, alcohol use, drug use, and related 
behaviors, which can lead to an increased risk for and HIV/STDs (Kotchick et al. 
 2001 ; Miller et al.  2000  ) . Ecodevelopmental theory emphasizes the impacts of 
social contextual infl uences on the individual’s behaviors and health over time by 
integrating social–ecological and developmental theories. The fi rst element is com-
prised of the multiple social contexts which infl uence adolescent development, 
structured along four levels: (1) microsystems (contexts in which the adolescent 
participates directly); (2) mesosystems (interactions among important members of 
the different contexts in which the adolescent participates directly); (3) exosystems 
(contexts that indirectly affect members of the individual’s life); and (4) macrosys-
tems (the broad social and philosophical ideals that defi ne a particular culture). 

The second element, the developmental perspective, is applied to individuals and 
their social context. Both individuals and their contexts develop and change through-
out the life span and are subject to broad social and historical infl uences. The third 
element, social interactions, involves the risks and protective processes that are 
manifested in the patterns of relationships among individuals within and across the 
different contextual levels of the social ecology. 

 Ecodevelopmental theory (e.g., Pantin et al.  2004 ; Szapocznik and Coatsworth 
 1999  )  postulates that the processes that may either increase risk for or protect 
against HIV/STDs are located at varying distances from the individual. For exam-
ple, at the microsystem level, there are proximal factors such as parent–adolescent 
communication in a family/home setting and peer dynamics in a school or neigh-
borhood setting. These communications have direct effects on adolescents. At the 
mesosystem level (represented in Fig.  3.1  by the overlapping of the “petals” in the 
center of the diagram) there are factors such as teachers’ communications with 
parents (refl ecting an interaction between the family and school) as well as par-
ents’ monitoring of their children’s friends (refl ecting interactions between the 
family and peers), both of which may infl uence adolescents’ HIV/STD risk behaviors. 
At the exosystem level, factors such as the amount of social support that a 
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parent receives, or friends’ interactions with their family members may indirectly 
infl uence an adolescents’ risk through their impact on important members of the 
adolescent’s life (parents and peers). Finally, at the macrosystem level, the indi-
vidual is infl uenced by factors such as media and social norms. These risk factors 
do not operate in isolation; they interact with one another and can amplify effects. 
Thus, an understanding of factors in the macrosystem is essential to address the 
multiple risk and protective processes. When supported by a strong evidence base, 
this framework can be used to develop interventions to reduce and prevent HIV 
risk behaviors.  

    3.3   Settings or Physical and Social Environments 

 This section focuses on the microsystem level (i.e., those factors that affect the indi-
vidual family members directly). These factors include the physical environment 
which refers to the structural aspects of an individual’s surroundings that are made 
by human beings (e.g., aspects of a neighborhood, such as the design of buildings, 
blocks, and neighborhoods). Settings are places where activities occur in a physical 
environment; some structures are built for that purpose and others are retrofi tted to 
permit those activities. Depending on the design of the built environment, different 
types of social interactions may occur that elicit more risky behaviors. The settings 
that we are focusing on are homes, schools, neighborhoods, churches, and sub-
stance abuse treatment clinics (Srinivasan et al.  2003  ) . 

 Certain characteristics of the built environment have been associated with oppor-
tunities for physical activity (e.g., walking, jogging, and cycling), such as stores 
near homes, accessible parks, and walking and bicycle paths that are well main-
tained rather than deteriorating (IOM/TRB  2005  ) . Having places to walk has been 
linked to greater physical activity among residents, including adolescents (IOM/
TRB  2005 ; Saelens et al.  2003 ; Frank et al.  2007  ) , as well as facilitating supportive 
social processes in the neighborhood (Leyden  2003  ) . 

 Emerging evidence suggests that certain built environment characteristics linked 
to physical activity may be related to drug and alcohol use (Collingwood et al.  2000 ; 
Collins et al.  2005 ; Raj et al.  2009  ) . For example, residents living in neighborhoods 
characterized by “poorer” aesthetic qualities and dilapidation (e.g., buildings with 
peeling paint, broken windows, and stairway problems) are more likely to report 
heavy drinking than residents living in more well-maintained built environments 
(Bernstein et al.  2007  ) . A further study found that the association between income 
inequality and rate of drug overdose mortality in New York City was mediated by 
the quality of the built environment in the neighborhood (Nandi et al.  2006  ) . Physical 
activity may also potentially serve as a pathway to reductions in some sexual risk-
tasking behaviors (Miller et al.  2002  ) ; however, further research is needed. 

 One possible interpretation of this pattern of fi ndings is that a deteriorating built 
environment may be equated with perceived danger, which may deter individuals 
from engaging in pedestrian activity in the area surrounding their homes (Hembree 
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et al.  2005  ) . This may lead to less social interaction and a reduced sense of social 
cohesion among residents, or lack of informal social control regarding deviant 
behaviors (Sampson et al.  1997  ) , which in turn may increase HIV/STD risk at the 
neighborhood level (Collins et al.  2005 ; Raj et al.  2009  ) . 

 Accumulating evidence has also identifi ed an association between the built envi-
ronment and STDs. Cohen et al.  (  2000  )  examined the relationship between gonor-
rhea levels and the aesthetics of the built environment, such as dilapidated buildings 
and boarded-up housing. A “broken windows” index (summing properties of struc-
tural or cosmetic damage, street litter, and graffi ti) was used to measure neighbor-
hood deterioration; high “broken-windows scores” were associated with higher 
levels of gonorrhea. This broken-windows index was found to account for more 
variance in gonorrhea levels than did other sociodemographic factors (e.g., income, 
unemployment, low education). The investigators suggest that a deteriorating built 
environment with a high broken-windows index may be a marker for a neighbor-
hood where adherence to rules and regulations is low and deviant behaviors are 
ignored by residents. In such neighborhood environments, there may be little or no 
surveillance of truancy, vandalism, or illegal behaviors. Furthermore, boarded-up or 
vacant structures may create an environment where youth go unsupervised, leaving 
greater opportunities to participate in risky behaviors (see also Nandi et al.  2006  ) . 

 Other built environment characteristics – such as mixed land use – may play a 
protective role against HIV/STD risk behaviors, by providing destinations for walk-
ing as well as monitoring of the neighborhood (e.g., by storekeepers, people at 
home during the day, postal delivery persons, police) (Jacobs  1992  ) . For example, 
Ford and Beveridge  (  2004  )  reported that neighborhoods with the highest levels of 
visible drug sales had signifi cantly less mixed use than those with lower levels 
of visible drug sales. Similarly, Szapocznik et al.  (  2006  )  reported that children’s 
school conduct problems, within a single low-SES neighborhood, were signifi cantly 
worse for children living on a residential-only block, compared to children living on 
a mixed-use block. An implication of this work is that a more walkable environment 
is more likely to be associated with positive community social processes and more 
monitoring of the neighborhood for problem behaviors (e.g., collective effi cacy) 
(Kim and Kaplan  2004 ; Leyden  2003 ; Sampson et al.  1997  ) . 

 Another aspect of the built environment which has been examined in relation to 
HIV/STD risk behavior is the presence/absence of alcohol outlets, which may 
increase availability of alcohol in the neighborhood and possibly drug use parapher-
nalia (e.g., tobacco rolling papers that can be used for marijuana; clear tubing used 
to make crack cocaine pipes) and hence increase the likelihood of risk behaviors 
(Cohen et al.  2006  ) . In addition, alcohol outlets may provide a “hang-out” where 
people may gather for drinking and using and exchanging drugs, which in turn may 
increase their risk for HIV/STDs (Mena et al.  2008 ; Raj et al.  2009  ) . 

 Of course, it is necessary to rule out the corollary of that interpretation that peo-
ple with dysfunctional behaviors may end up in poor housing developments. 
Collective effi cacy, defi ned as social cohesion among neighbors combined with 
their willingness to intervene on behalf of the common good, is linked to reduced 
violence. This hypothesis was tested in a 1995 survey of 8,782 residents of 343 
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neighborhoods in Chicago, Illinois. When SES and quality of built environment 
were controlled for statistically, in neighborhoods where there was strong collective 
effi cacy, violence was well regulated by the residents (e.g., Sampson and Raudenbush 
 1999  ) . (For a more detailed discussion of collective effi cacy, see Sect.  3.3.3 ). 

    3.3.1   Home and Housing Stability 

 A substantial body of evidence suggests that the presence or absence of a stable 
home and more specifi cally, homelessness may be an important risk and/or 
 protective factor in relation to HIV risk behaviors. Homeless persons are more 
likely than others to engage in multiple behaviors associated with increased risk 
of acquiring or transmitting HIV, including substance use, injection drug use (IDU   ) 
and needle sharing, risky sexual practices, such as having multiple sexual part-
ners, and exchanging sex for money, drugs, or a place to stay (Wolitski et al. 
 2007  ) . Additionally, HIV rates are 3–9 times higher in homeless persons com-
pared to those in stable housing. Moreover, homeless individuals are also more 
likely than individuals in stable housing to have high HIV viral load levels, which 
increases the likelihood of HIV transmission to others during risky sexual or drug 
use behaviors (Kidder et al.  2008  ) . 

 HIV/STD risks may loom particularly large for adolescents, given nationally 
representative data suggesting that 7.6% of adolescents were homeless at some 
point in the previous year (Solorio et al.  2008  ) . Homeless adolescents are known 
to engage in risky sexual behaviors that increase their risk for HIV/STDs, including 
entering the street economy using survival sex and daily sex work as a  primary 
means of acquiring money for food or shelter (Clatts et al.  2005  ) . Moreover, 
some homeless adolescents may be at additional risk for HIV/STDs due to their 
history of early sexual debut, substance abuse, and dropping out of school, as 
well as lack of connectedness to trusted adults and family (Clatts et al.  2005 ; 
Solorio et al.  2008  ) . 

 Other studies suggest that homeless adolescents who relocate to increasingly 
stable housing situations, especially in family settings, are less likely to engage in 
HIV-related risk behaviors, given that family settings tend to provide the opportu-
nity for adult monitoring of peer relationships, educational, and social activities. 
Milburn et al.  (  2006  )  compared HIV/STD risk behaviors in newly homeless adoles-
cents versus experienced homeless adolescents (those living away from home for 
more than 6 months). Results suggested that the longer adolescents remained away 
from home, the more likely they were to engage in risky sexual behavior. Additionally, 
the more chronically homeless adolescents had higher rates of drug use and alcohol 
use (Rosenthal et al.  2007  ) . These fi ndings support the need for interventions to 
return homeless adolescents to stable homes and families as soon as possible. Such 
interventions may have a signifi cant impact on HIV/STD infection rates. In the next 
section, we review the evidence pertaining to whether family based HIV preventive 
interventions that address homelessness are effective in reducing HIV/STD risk for 
adolescent members of a family. 
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    3.3.1.1   Examples of HIV Family Based Preventive Interventions 
Targeting Homelessness 

 Ecologically Based Family Therapy (EBFT) (Slesnick and Prestopnik  2005  )  is a 
family based intervention for youth (ages 12–17) in shelters and their parents. This 
program aims to improve youth substance use and other risk behaviors as well as 
HIV knowledge, family functioning, and psychological functioning. For youth who 
have maintained contact with their families after leaving home, their continuing 
family ties are used to motivate both parents and children to shift their interactions 
and problematic actions. EBFT builds upon family preservation and multisystemic 
interventions that address the numerous infl uences on youths’ behaviors. Fifteen 
individual and family sessions are conducted. The family sessions target dysfunc-
tional interactions that help initiate and sustain problem behaviors. Reductions in 
substance use are also addressed. EBFT has been shown to be effi cacious in reduc-
ing youth substance use, improvement in family functioning, and knowledge of 
HIV. The reductions in dysfunctional interactions among family members may also 
lead to a return to the home for some youth over time (Milburn  2007  ) .  

    3.3.1.2   Summary of Research on Homelessness and HIV/Risk 

 Research suggests that conditions leading to homelessness, coupled with the many 
challenges of being homeless, result in a substantially higher risk of behaviors 
related to HIV/STD transmission, including substance use, multiple sex partners, 
and unprotected sex (see Wolitski et al.  2007  for a review). There is a need for inter-
ventions that prevent homelessness by early intervention to remedy conditions that 
may lead to youths running away from home (such as addressing dysfunctional 
family interactions, e.g., Slesnick and Prestopnik  2005  )  and returning homeless 
youth to stable homes (Milburn  2007  ) , as a means of reducing HIV/STD risk (see 
Rosenthal et al.  2007  ) .   

    3.3.2   School 

 School settings are important for understanding the social and structural factors that 
confer risk and/or protection for development of adolescents’ HIV/STD-related 
behaviors. Children and adolescents spend much of their day in school where they 
are exposed to positive role models, such as counselors, teachers, and coaches. On 
the other hand, schools may also expose adolescents to antisocial peers who engage 
in a number of related problem behaviors, including substance use and unsafe sexual 
behavior, all of which may increase HIV/STD risk (e.g., Capaldi et al.  2002 ; Clark 
and Loheac  2007 ; Harper et al.  2008 ; Jones et al.  2003  ) . 

 Several behaviors in school setting have been linked to either concurrent or future 
HIV/STD risk in adolescents. For example, lack of interest in school may indicate 
increased risk for substance abuse and unsafe sexual behavior (e.g., Simons-Morton 
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et al.  1999 ; Vazsonyi and Flannery  1997  ) . Additionally, academic failure and school 
conduct problems have both been linked to substance abuse, unsafe sex, and other 
behaviors that put the adolescent at risk for HIV/STDs (Gruber and Machamer 
 2000 ; Hops et al.  1999 ; Manlove  1998  ) . Moreover, once adolescents drop out of 
school, their risk for substance use and unsafe sexual behavior may increase 
 dramatically (Ellickson et al.  1998 ; Guagliardo et al.  1998 ; Hallfors et al.  2007  ) . 

 One of the most important infl uences on behaviors related to HIV/STD risk in the 
school setting is the infl uence of peers. Adolescents are vulnerable to the pressures 
exuded by their peer groups, and those pressures may be amplifi ed in the school set-
ting where adolescents spend much of their time, at a point in the life course that may 
be considered a particularly sensitive window for exposure to adopting risky behav-
iors (e.g.,    Clark and Loheac  2007  ) . While having a network of friends in the school 
setting is a crucial component to healthy adolescent development, an adolescent’s 
peers have a major infl uence on many potentially risky behaviors such as substance 
use, sexual behavior, negative attitudes toward school, and delinquent behavior 
(Harper et al.  2008  ) . Pressure by friends and infl uence from antisocial peers engag-
ing in problem behaviors has been linked to HIV/STD risk behaviors of drunkenness 
and unsafe sexual behavior (Clark and Loheac  2007 ; Harper and Robinson  1999  ) . 
However, parents continue to play a major role in the sexual development of their 
children during adolescence (Stanton et al.  2002 ; Dancy et al.  2006  ) . 

 Other studies have focused on school connectedness as a protective factor against 
HIV/STD risk behaviors. School connectedness is defi ned as the feeling of close-
ness to school personnel and the school environment (Bonny et al.  2000  ) . School 
connectedness may provide an environment within which an adolescent feels cared 
for and connected to school personnel and peers, which in turn may reduce the like-
lihood that the adolescent will use substances or initiate sexual activity at an early 
age (McNeely et al.  2002  ) . The Centers for Disease Control  (  2009  )  has acknowl-
edged school connectedness as a protective factor against the development of these 
risks (including alcohol and drug use, violence and gang involvement, and early 
sexual initiation) (e.g., McNeely et al.  2002 ; Taylor-Seehafer and Rew  2000  )  and 
provides various science-based recommendations for increasing school connected-
ness. These recommendations include creating decision-making processes that 
facilitate engagement, academic achievement, and staff empowerment; providing 
education and opportunities to enable families to be actively involved; and provid-
ing students with the academic, emotional, and social skills necessary to be actively 
engaged in school (   Centers for Disease Control  2009  ) . 

 Schools have also been shown to provide an effective setting for implementing 
intervention programs aimed at promoting healthy behaviors and preventing risk 
for HIV/STDs. A recent systematic review analyzed the impact of curriculum-
based sex and HIV education programs on sexual behaviors and mediating factors 
among youth under 25 years anywhere in the world (Kirby et al.  2007  ) . Two-thirds 
of the 83 programs reviewed signifi cantly improved one or more sexual behaviors, 
which suggest that programs were effective in delaying or decreasing sexual behav-
iors and/or in increasing condom or contraceptive use. This review (Kirby et al. 
 2007  )  cited 17 characteristics that make for effective curricula, including using a 
logic model approach to develop the curriculum; addressing multiple risk and protective 



773 The Role of Settings in Family Based Prevention of HIV/STDs

factors; designing activities consistent with community values and resources; and 
actively involving youth through lessons. Programs that incorporated these charac-
teristics were more likely to change behavior positively, and skill-based programs 
were more effective at changing behavior than knowledge-based programs. Such 
programs may provide an important positive context in which to implement family 
based HIV/STD preventive interventions, given the importance of establishing 
consistent prevention messages across multiple settings that impact the adolescent 
family member (Dittus et al.  2004  ) . 

    3.3.2.1   Examples of HIV Family Based Preventive Interventions 
Embedded in School Settings 

 Safer Choices (Coyle et al.  1999  )  is a 2-year, school-based HIV, other-STD, and 
pregnancy-prevention program for high school youth. The program seeks to modify 
several factors related to sexual risk-taking behavior, such as increasing knowledge 
of HIV/STDs; enhancing students’ belief in their abilities to refuse sexual intercourse 
or unprotected sexual intercourse, and to use a condom; and improving communica-
tion with parents. This multicomponent intervention focuses on curriculum and staff 
development, peer resources and school environment, parent education, and school-
community linkages. Safer Choices was found to be effective in increasing the extent 
to which students talked with parents regarding ways to prevent HIV/STDs, includ-
ing abstinence and condom use. Intervention students reported signifi cantly greater 
increases in adolescent–parent communication than did comparison students. 

 Another HIV/STD preventive intervention in the school setting involves the 
 Familias Unidas  intervention (in English, “United Families”) (Prado et al.  2007  ) . 
This is a family based intervention which aims to prevent substance use and unsafe 
sexual behavior in Hispanic adolescents, by targeting positive parenting and parent–
adolescent communication about substance use, unsafe sex, and other HIV/STD 
risks (Pantin et al.  2004  ) . Adolescents’ participation in intervention activities is lim-
ited to family visits and parent–adolescent discussion circles in the schools. 
Facilitators meet separately with each parent and adolescent dyad and conduct exer-
cises to help parents to reinforce skills learned by their adolescents in group ses-
sions. Results suggest that there were signifi cantly greater improvements in illicit 
drug use, incidence of STDs, protected sex, and family functioning through 
36-month follow-up in the  Familias Unidas  intervention condition, as compared to 
a control condition which presented HIV/STD prevention messages  without  addressing 
family functioning (Prado et al.  2007  ) .  

    3.3.2.2   Summary of the School Setting and HIV/STD Risk 

 Although certain negative school environments may increase risk for HIV/STDs in 
adolescents, schools with protective policies that promote high levels of school 
connectedness as well as HIV/STD prevention curricula may be protective against 
the development of risky behaviors such as unsafe sexual behavior (Centers for 
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Disease Control  2009 ; Kirby et al.  2007  ) . Moreover, embedding family based 
interventions in the schools may be an effective means of reducing HIV/STD risk, 
by bolstering parent–child communication processes and parent/teacher collabora-
tion in monitoring of children, and by educating parents about HIV/STD risk 
 factors and thus facilitating more consistent HIV/STD preventive messages across 
settings (Coyle et al.  1999  ) .   

    3.3.3   Neighborhood 

 There are multiple environmental factors that characterize neighborhoods as 
 settings. This discussion will focus on the following factors in relation to risk and/
or protection for HIV/STD-related behaviors: (1) neighborhood socioeconomic 
conditions; (2) neighborhood crime; (3) neighborhood social and physical environ-
ments (with a focus on collective effi cacy). 

    3.3.3.1   Neighborhood Socioeconomic Conditions 

 Evidence suggests that neighborhood socioeconomic conditions, which refer 
broadly to the social and economic resources available at the community level 
(including access to money and education in one’s neighborhood), may be an 
 important predictor of sexual risk-taking behaviors among adolescents. Moreover, 
disadvantaged neighborhoods (e.g., those characterized by high poverty, low 
 residential stability, and single parenthood) (Leventhal and Brooks-Gunn  2000  )  
have been shown to put an adolescent at greater risk. 

 A nationally representative longitudinal study in the USA investigated the 
effects of neighborhood socioeconomic conditions on measures of adolescent pre-
marital sexual activity (the frequency of intercourse, number of sexual partners, 
and odds of engaging in unprotected intercourse) (Baumer and South  2001  ) . The 
researchers followed a population-based sample of 7- to 11-year-old children over 
a 9-year period. Neighborhood socioeconomic disadvantage was the strongest pre-
dictor of the frequency of sexual intercourse compared to other variables such as 
race,  gender, and home ownership. Moreover, after holding all other variables con-
stant, participants residing in the most disadvantaged neighborhoods were 39% 
more likely to have multiple sex partners, and 2.5 times more likely to engage in 
unprotected  sexual intercourse compared to those participants in the least disad-
vantaged neighborhoods. A later study by Dupéré et al.  (  2008  )  built upon these 
earlier fi ndings by revealing a positive correlation between neighborhood poverty 
level and risk for early sexual activity among 12- to 15-year-old females with a 
history of conduct problems. It should be noted that other factors may play a role. 
For example, females with a history of conduct problems may be more likely to 
affi liate with deviant, older males. This phenomenon may be more problematic in 
low-SES neighborhoods where they may be high crime, few opportunities for 
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employment, and low collective effi cacy or monitoring of adolescents’ activities 
by adults (Sampson et al.  1997,   1999  ) . 

 Any attempt to decrease the occurrence of HIV/STD risk behaviors must address 
additional problems that may co-occur in resource-poor communities, such as high 
crime, low collective effi cacy, and/or undesirable built (physical) environmental 
characteristics, any one of which may contribute to HIV/STD risk for individuals in 
a family. The following subsections will address each of these additional facets of 
neighborhoods in relation to HIV/STD risk.  

    3.3.3.2   Neighborhood Crime 

 Several studies have attempted to address the role of neighborhood crime in the 
chain of causality for HIV/STD risk. For example, neighborhood crime has been 
found to be related to the presence of visible drug sales and drug use at the neigh-
borhood level (Ford and Beveridge  2006  ) . Possible interpretations of this fi nding 
are either that crime encourages drug dealing or else that the presence of drug deal-
ing in a neighborhood attracts other types of criminal behavior. Both drug dealing 
and other types of crime may signify a degree of social disorder and a lack of social 
control (Ford and Beveridge  2006  ) , which may lead to an increased risk for the 
development of risk behaviors in adolescents (see Sect.  3.3.3 ). 

 The presence of gangs, organized groups with a criminal affi liation, is an addi-
tional contextual infl uence that tends to increase crime and violence in a neigh-
borhood (Herrenkohl et al.  2000 ; Rosenfeld et al.  1999  ) , which in turn may be 
related to increases in HIV/STD risk behaviors (Lane et al.  2004 ; Seal et al.  2003  ) . 
Gangs are particularly infl uential to adolescents, who are at a developmental stage 
where they may be especially vulnerable to peer infl uence (Gifford-Smith et al. 
 2005 ; Henry et al.  2001  )  and who may join a gang in a search of establishing an 
identity apart from parents or other authority fi gures (Henry et al.  2001  ) . Gang 
presence has been shown to increase adolescent likelihood of participating in 
risky sexual behavior (Walker-Barnes and Mason  2004  ) . Relative to those not 
involved in gangs, gang members have been shown to exhibit earlier age of sexual 
debut, higher rates of sexual activity, sex while under the infl uence of drugs or 
alcohol, and lower rates of condom use (Brooks et al.  2009 ; Voisin et al.  2004 ; 
Wingood et al.  2002  ) . 

 A longitudinal study using an ethnically diverse sample of 300 ninth-grade stu-
dents suggests that parenting variables (i.e., behavioral control, psychological con-
trol, parent–adolescent confl ict, and warmth) may moderate the relationship 
between gang involvement and problem behavior (Walker-Barnes and Mason 
 2004  ) . Thus, structural interventions using a multilevel approach to address neigh-
borhood crime and gang involvement – including embedding family based preven-
tion within communities at high risk for crime and gang activity – may be a 
potentially effective means of preventing HIV/STD-related behaviors, given the 
likelihood of a multifaceted etiology being at play with regards to HIV/STD risk in 
crime-ridden communities.  
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    3.3.3.3   Neighborhood Social and Physical Environment 

 Protection or risk for HIV/STDs in the neighborhood social environment may be 
understood through collective effi cacy. Collective effi cacy is a construct that refers to 
social cohesion among neighbors and their willingness to intervene on each other’s 
behalf (including supervision of each other’s children; Sampson et al.  1997,   1999  ) . An 
initial study in this area examined the relationship between collective effi cacy and vari-
ations in violence across 343 neighborhood clusters in the city of Chicago (Sampson 
et al.  1997  ) . Sampson et al.  (  1997  )  found an association between collective effi cacy 
and variations in violence between neighborhoods, when controlling for individual 
characteristics, measurement error, and prior violence. Moreover, both race and con-
centrated poverty were signifi cantly associated with collective effi cacy. However, with 
race removed as a confounding factor (e.g., limiting the analysis to African American 
neighborhoods), collective effi cacy continued to explain variations in neighborhood 
violence. Further analysis suggested that collective effi cacy may be viewed as partially 
mediating the association between these neighborhood socioeconomic characteristics 
and violence. However, there was substantial variation in collective effi cacy among 
low-SES neighborhoods, suggesting that high levels of collective effi cacy may be pro-
tective against risky adolescent behaviors even among low-SES neighborhoods. 
Follow-up analyses suggested that, even accounting for differences in physical charac-
teristics of neighborhoods (e.g., graffi ti; litter), collective effi cacy accounted for sub-
stantial variation in neighborhood level violence (Sampson and Raudenbush  1999  ) . 
A third study found that collective effi cacy was related to collaboration of neighbors in 
parenting of children, including monitoring of children in the neighborhood (Sampson 
et al.  1999  ) . These fi ndings suggest that crime and other dangerous activity in the 
neighborhood may create an environment of fear, detracting from the sense of collec-
tive effi cacy by neighbors, including monitoring of adolescent activities which may put 
the adolescent at risk for HIV/STDs (Sampson et al.  1997,   1999  ) . 

 Recent studies have indicated that neighborhood collective effi cacy may reduce the 
likelihood of high-risk sexual behavior among adolescents. For instance, collective effi -
cacy has been linked to age of initiation of fi rst sexual intercourse among urban adoles-
cents in Chicago (Browning et al.  2005  ) . Findings suggest that adolescents residing in 
neighborhoods low in collective effi cacy were 64% more likely to experience sexual 
onset by age 16 compared to adolescents residing in neighborhoods high in collective 
effi cacy. Follow-up research suggests that low levels of neighborhood collective effi cacy 
are associated with an increased number of sexual partners (Browning et al.  2008  ) , 
which may in turn increase HIV/STD risk (Rosenberg et al.  1999  ) . Thus, family based 
prevention interventions which foster collective effi cacy at the neighborhood level 
may serve as a mechanism for reducing HIV/STD risk for individuals in a family.  

    3.3.3.4   Example of HIV/STD Family Based Preventive 
Interventions in Neighborhood Settings 

 The Collaborative HIV Adolescent Mental Health Program (CHAMP) intervention 
has emphasized the role of family in HIV prevention and targets preadolescents (fourth 



813 The Role of Settings in Family Based Prevention of HIV/STDs

and fi fth grade), in an effort to reach youth before they transition to adolescence 
(McKay et al.  2004  ) . The CHAMP program was implemented in the USA (Chicago: 
McKay et al.  2000 ; McKay and Paikoff  2007 ; New York: McKay et al.  2007  )  and 
adapted for sites in Trinidad and Tobago (Baptiste et al.  2007  )  and South Africa (Bell 
et al.  2008  ) . CHAMP highlights the role of community involvement and cultural sen-
sitivity in implementation of its curriculum. Community members play a role in the 
direction, facilitation, and evaluation of the program. The intervention is then admin-
istered to small groups of families and their “preadolescent” by trained program leaders. 
Group workshops are designed to increase HIV knowledge, increase family commu-
nication skills, increase parental monitoring, decrease neighborhood disorganization, 
and increase social cohesion and control (Bell et al.  2008  ) . CHAMP participants in the 
USA showed improvements in family functioning and comfort in parent–child com-
munication, which are thought to be protective factors against adolescent HIV risk 
(McKay et al.  2004  ) . Similarly, CHAMP participants in the South Africa study had 
signifi cantly more knowledge regarding HIV transmission at postintervention and 
greater caregiver communication comfort and frequency in discussing sensitive top-
ics, compared to a nonintervention control group (Baptiste et al.  2006 ; Bell et al. 
 2008  ) . This study was also successful in strengthening primary support networks (i.e., 
the caregiver or parent–child relationship; Bell et al.  2008  ) . Strong primary support 
networks are essential for social capital which can lead to larger social networks 
(Carpiano  2006  ) . Social networks are the basis for the development of more socially 
cohesive communities which, in turn, harbor a greater collective effi cacy, creating 
safer environments and strengthening the “community protective shield” for youths 
(Bell et al.  2008  ) .  

    3.3.3.5   Summary of Neighborhood Characteristics and HIV/STD Risk 

 Epidemiologic studies suggest that multiple neighborhood characteristics (e.g., 
poor socioeconomic conditions, high crime, and undesirable built environment 
characteristics such as dilapidated buildings and alcohol outlets) may increase HIV/
STD risk behaviors. On the other hand, neighborhoods high in collective effi cacy 
and desirable physical environments (e.g., shops near homes, few liquor stores, 
well-kept homes and apartments) may be protective against these risk behaviors. 
Intervention studies suggest that collaboration with community-based partners may 
be an effective means of disseminating HIV preventive messages and fostering col-
laboration among community members in monitoring of adolescents’ activities, 
particularly in low-SES, crime-ridden neighborhoods.   

    3.3.4   Church or Faith-Based Organization 

 A small body of work has considered the role that local faith-based  organizations 
may play in preventing some HIV/STD risk behaviors. Studies have largely 
been conducted with African Americans, a group disproportionately affected by 
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HIV/AIDS, and one which has traditionally maintained strong ties to their 
church or other faith-based organizations. 

 Research suggests that religious involvement, at least for adolescent females (e.g., 
McCree et al.  2003 ; Rostosky et al.  2004  )  serves as a possible protective  process through 
which local faith-based organizations may impact HIV/STD risk. Religious involve-
ment includes church attendance, talking to a religious leader, praying, or talking to 
others about spiritual concerns. McCree et al.  (  2003  )  conducted a systematic literature 
review on religious involvement and HIV/STD risk, and found that for African American 
adolescent females, reports of higher religious involvement were associated with later 
sexual initiation, higher rates of condom use, and higher rates of self-effi cacy in speaking 
with sexual partners about HIV/STDs. Results, however, were mixed regarding the role 
of religious involvement, including church attendance for male adolescents (Rostosky 
et al.  2004  ) . Moreover, evidence was limited about whether the relationship of religious 
involvement to HIV/STD risk behaviors varied by race/ethnicity. 

 There are several compelling reasons to examine the church or other local faith-
based organizations as potential settings for interventions. The church is usually a 
respected institution in the neighborhood; it has a captive audience; it may already 
offer youth developmental programs; and research indicates that religious faith and 
moral sense may play a protective role for youth (Francis and Liverpool  2009  ) . 
While the church may be an ideal setting for preventive interventions, this setting 
has traditionally been a venue where discussion of sexual behavior is avoided, and 
the stigma surrounding HIV and related risk and/or protective behaviors (drug use, 
sexual behavior, and condom use) has presented challenges to implementing HIV/
STD preventive programs within the church. Leaders may also be reluctant to dis-
cuss sensitive topics such as anal or oral sex, bisexuality, or homosexuality. 
Additionally, leaders may wish to emphasize abstinence rather than sex education. 
Nevertheless, recent studies have shown that members and leaders of faith-based 
organizations are generally receptive to more open communication about sexual 
topics and specifi cally HIV/STD prevention within their faith-based organization 
(Cornelius et al.  2008 ; Francis et al.  2009  ) . 

 A recent review of the literature describing faith-based HIV/STD programs iden-
tifi ed four formal faith-based/public health collaboration programs among African 
American populations designed to prevent HIV/AIDS risk behaviors (Francis and 
Liverpool  2009  ) . Two of the four faith-based programs reviewed focused on adoles-
cents: These two programs presented HIV/substance abuse prevention messages to 
adolescents, combined with culturally sensitive faith-based messages, and both pro-
grams were found to be effective in reducing substance use and increasing HIV/
AIDS knowledge in adolescents (Mertz  1997 ; Marcus et al.  2004  ) . In their summary 
of these interventions, Francis and Liverpool  (  2009  )  conclude that faith-based lead-
ers and public health professionals must be able to compromise over what leaders 
will and will not discuss, and what information public health professionals deem 
necessary to present. For example, to decrease faith-based leaders’ discomfort in 
discussion of sexually related topics, it may be necessary to partner with other orga-
nizations that provide HIV prevention for adolescents (i.e., Planned Parenthood and 
community organizations such as the Religious Coalition for Reproductive Choice). 
However, research on diverse communities and the specifi c processes through which 
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faith-based organizations may impact HIV/STD risk (e.g., church attendance), and 
for whom, require further explication (Rostosky et al.  2004  ) . 

    3.3.4.1   Example of HIV Family Based Preventive Interventions 
Embedded in Faith-Based Settings 

 One example of a faith-based organization is a church-based sexuality program 
focused on increasing the level of communication about various sexual topics between 
adolescents and their parents (Green and Sollie  1989  ) . This program is based on the 
notion that communication is essential for increasing responsible sexual behavior and 
decision making, and that when parents serve as the major source of sexual informa-
tion for adolescents, these adolescents are less sexually active, have fewer sexual part-
ners, and are more consistent and effective contraceptive users. Moreover, Green and 
Sollie  (  1989  )  argue that a church-based sex education program offers the advantages 
of providing more comprehensive sex education, in that a framework is established for 
examining personal values and discussing personal responsibility and controversial 
issues. This program involves adolescents’ participation in a 10-hour weekend pro-
gram, which presents a view of sexuality that is positive and affi rming. Results 
revealed a signifi cant increase in self-disclosure to parents on sexual topics in the 
intervention condition, as compared to a no-intervention control condition. Thus, pre-
liminary evidence suggests that, at least in the short term, a church-based sex educa-
tion program may increase adolescent–parent communication regarding sexual topics 
(see also Infectious Disease  2009 ; Jackson  2009  ) .  

    3.3.4.2   Summary of Research on Churches/Faith-Based 
Organizations and HIV/STD Risk 

 Epidemiologic studies suggest that religious involvement may serve as a possible 
protective process through which faith-based organizations may reduce HIV/STD 
risk, particularly among African American adolescent females (Francis and 
Liverpool  2009  ) . It may be necessary to collaborate with other secular agencies to 
provide additional resources and address sensitive issues. Additionally, limited evi-
dence on embedding family based HIV/STD preventive interventions within a faith-
based setting suggests that this may be an effective approach for reducing HIV/STD 
risk, by disseminating consistent HIV/STD prevention messages and supporting 
parent–adolescent communication (Green and Sollie  1989  ) .   

    3.3.5   Substance Abuse Treatment 

 Substance use has been shown to impair individual judgment and decision-making, 
which can lead to unprotected sexual activity and other risk behaviors (Collins et al. 
 2005 ; National Institute on Drug Abuse NIDA  2006 ; Raj et al.  2009  ) . It follows that 
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people who have sex with injection drug users, and children whose mothers have 
acquired HIV through needle sharing are at higher risk for infection (NIDA Report 
Series/HIV-AIDS 2006). Multiple studies corroborate that any drug use – not just 
injection drug use – can signifi cantly put a person at risk for HIV/STD infection 
(e.g., Ferrando  2001 ; Koblin et al.  2006  ) . Studies suggest that the prevalence rates 
of sexual risk behaviors for adolescents who abuse alcohol and/or illicit drugs tend 
to be higher than adolescents without a history of substance use (Mena et al. 
 2008  ) . 

 A study of 407 crack cocaine users in three drug treatment clinics found that such 
populations are more likely to engage in oral sex, have increased infection markers 
for some STDs, and have an increased number of sexual partners in the last 4 weeks 
(Ross et al.  2002  ) . Similarly, injection drug users (IDUs) who do not receive treat-
ment are six times more likely to acquire HIV than those who enter and remain in 
treatment (Centers for Disease Control and Prevention  2002  ) . Substance abuse 
treatment clinics may be important settings for the delivery of HIV/STD prevention 
interventions because it provides access to high-risk populations. 

 Current interventions in substance use treatment settings offer drug users valu-
able medical and social services that have effectively proven to reduce the number 
of new infections (McCusker et al.  1998 ; Rhodes and Creson  1998 ; Sorensen and 
Copeland  2000  ) . Various publications support the claim that interventions to pre-
vent HIV/STDs in individuals in drug abuse treatment are highly effective (e.g., 
McCusker et al.  1998 ; Rhodes and Creson  1998 ; Sorensen and Copeland  2000  ) . 
One study of injection drug users found that those in methadone maintenance 
treatment (MMT) injected less and borrowed syringes less frequently (Stark et al. 
 1996 ; see also Greenfi eld et al.  1995  ) . More recently, a randomized study of 
women from 12 drug treatment programs, with one or more unprotected vaginal 
or anal sex occasions with a male partner in the past 6 months, reported that those 
women receiving treatment showed signifi cant decreases in risky sexual behav-
iors (Tross et al.  2008  ) . 

 A fairly large proportion of American adolescents are at risk for using drugs 
or alcohol and/or engaging in unsafe sex (Eaton et al.  2006  ) . Adolescents may be 
especially vulnerable to substance use, because they are at a developmental stage 
where they may be more willing to experiment with new behaviors (Kalant 
 2004  ) . Research suggests that substance abuse treatment is more effective when 
the adolescent’s family members are involved (Mena et al.  2008 ; Stanton and 
Shadish  1997 ; Szapocznik and Williams  2000  ) . This is in contrast to traditional 
individual-based approaches that focus on the individual adolescent, and exclude 
ecosystems, such as the family (Smith et al.  1980  ) . Parents’ experiences in talking 
about HIV/STDs with their substance-abusing adolescents can be diffi cult in that 
the relationship may be strained and communication dysfunctional (Santisteban 
et al.  2003  ) , even prior to their children entering substance abuse treatment. 
Thus, it may be important to eng   age in family based interventions to improve 
parent–child communication and other aspects of family functioning as a critical 
component of interventions fo   r adolescents in substance abuse treatment pro-
grams (see, e.g., Santisteban et al.  2006 ). 
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    3.3.5.1   Examples of Family Based HIV Preventive Interventions 
in Substance Abuse Treatment 

 Marvel et al.  (  2009  )  reported initial fi ndings for a new, family based HIV/STD 
prevention model, which embeds HIV/STD-focused multifamily groups within an 
existing adolescent drug abuse evidence-based treatment: Multidimensional fam-
ily therapy (MDFT) is a short-term, multicomponent, family based outpatient 
treatment for adolescent substance use, involving family therapy to change par-
enting behaviors and family interactions, as well as case management among the 
various systems impacting the adolescent (e.g., substance abuse treatment clinic, 
juvenile justice system, and family). MDFT was previously shown to be effi ca-
cious in improving family functioning and in reducing drug abuse in substance-
using adolescents (e.g., Liddle et al.  2001,   2004  ) . Marvel et al.  (  2009  )  extended 
standard MDFT by adding a HIV/STD risk-reduction module (MDFT-HIV/STD) 
focusing on reducing sexual risk-taking behaviors, which was administered to 
substance-abusing, juvenile-justice-involved adolescents and their parents. 
Preliminary outcomes for the HIV/STD intervention (MDFT-HIV/STD) are 
promising. Adolescents randomly assigned to MDFT reported more open conver-
sations with their sex partners about HIV/AIDS and safer-sex practices than par-
ticipants who received treatment as usual. In addition, adolescents in MDFT 
reported a greater increase in protected sex acts and MDFT participants’ risks for 
STD exposure decreased more rapidly than adolescents receiving treatment as 
usual (see also Henderson et al.  2009  ) .  

    3.3.5.2   Summary of Research on Substance Abuse Treatment 
Settings and HIV/STD Risk 

 Epidemiologic studies suggest that substance abuse treatment may be an important 
means of reducing HIV/STD risk behaviors, including but not limited to drug and 
alcohol use/abuse (Mena et al.  2008 ; Tross et al.  2008  ) . In addition, incorporation of 
an HIV/STD prevention component in substance abuse treatment settings, particu-
larly in conjunction with family based prevention and multisettings approaches 
(e.g., case management across juvenile justice and treatment settings) may be an 
effective means of reducing HIV/STD risk (Marvel et al.  2009  ) .    

    3.4   Conclusions and Recommendations 

 This chapter has reviewed a number of settings that may impact family based HIV/
STD preventive interventions, with a specifi c focus on adolescents. This was 
described within the framework of the ecodevelopmental model (e.g., Szapocznik 
and Coatsworth  1999  ) . The focus was primarily on settings at the microsystem level 
– those contexts in which the adolescent is directly involved – and evidence was 
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provided on how these settings may confer risk and/or protection for risk behaviors 
which may be relevant to family based interventions for preventing HIV/STDs. The 
settings reviewed include the home, school, neighborhood, church, and substance 
abuse treatment clinics. Consistent with ecodevelopmental theory, the evidence 
 presented suggests that all of these systems are important for conferring risk and/or 
protection for adolescents’ HIV/STD-related behaviors. Additionally, the available 
research suggests that risk may be compounded across multiple settings, and there-
fore the more of these systems are engaged in family based HIV/STD prevention 
interventions, the more adolescents’ risk for HIV/STDs will be reduced (e.g., Bell 
et al.  2008 ; Marvel et al.  2009 ; Prado et al.  2007  ) . Some main points of research in 
this area are as follows:

   Housing instability, and in particular homelessness, may put the adolescent at • 
increased risk for HIV/STD risk behaviors. However, interventions that address 
homelessness, such as repairing family relationships, may be a means of return-
ing youth to stable homes and reducing HIV/STD risk (e.g., Slesnick and 
Prestopnik  2005  ) .  
  Aspects of the school environment may confer either risk and/or protection for • 
HIV/STDs: On the one hand, negative peer infl uence may increase substance 
use, unsafe sex, and risk for HIV/STDs. On the other hand, school connectedness 
may reduce/prevent initiation of HIV/STD risk behaviors. Emerging evidence 
suggests that embedding parent education and addressing family functioning in 
a school HIV/STD prevention programs may be effective in improving parent–
adolescent communication as well as reducing HIV/STD risk behaviors (   Coyle 
et al.  1999 ; Prado et al.  2007  ) .  
  Several aspects of the neighborhood environment may increase HIV/STD risk • 
behaviors (e.g., low-collective effi cacy; low SES; crime). Moreover, features of 
the neighborhood built environment such as dilapidated buildings and lack of 
desirable businesses near homes may reduce monitoring of the street as well as 
providing a “hang-out” spot for HIV/STD-related behaviors. Collaborating with 
community partners in HIV/STD prevention may be an effective means of facili-
tating parent/adolescent communication of HIV/STD preventive messages as 
well as creating a social “net” to collaborate in monitoring of adolescents’ activi-
ties and hence reduce HIV/STD risk (Bell et al.  2008  ) .  
  The local church may be an effective means of reducing risky behaviors related • 
to HIV/STDs; however, faith-based offi cials may not be receptive to discussing 
certain topics with youth. Nonetheless, limited evidence suggests that embed-
ding family based prevention within faith-based settings may reduce HIV/STD 
risk, by increasing adolescents’ self-disclosure to parents regarding sexual topics 
(Green and Sollie  1989  ) .  
  Substance abuse treatment is a critical setting for conducting HIV/STD preven-• 
tion, given the relatively high risk for HIV/STD-related behaviors in a substance-
abusing population (NIDA 2006). Preliminary evidence suggests that embedding 
a family based HIV/STD prevention module in a substance abuse treatment set-
ting may be effective in improving family functioning and parental monitoring of 
adolescents, which in turn may reduce adolescent substance use and unsafe sex-
ual behaviors (e.g., Marvel et al.  2009  ) .         
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  Abstract   Parents and caregivers play a special role in HIV prevention efforts for 
youth. Parents are able to reach youth early and in a non-controversial way. Parents 
can engage in continuous discussions about sex and sexuality, HIV, substance use, 
and sexual risk prevention. Having frequent contact with their children allows them 
to provide sequential and time-sensitive information that is immediately responsive 
to the child’s questions and anticipated needs. Parents and caregivers help youth 
shape and form healthy attitudes and behaviors, and support youth with supervision, 
positive reinforcement and skills building. Given the proper tools to harness their 
parenting and communication skills, parents and caregivers are a force to be reck-
oned with. There is a growing literature that highlights the important role parents 
and caregivers play in addressing teen substance use and sexual risk behavior; how-
ever, evidence-based interventions to strengthen parents’ role in HIV prevention or 
even in reproductive health promotion are rare and not widely disseminated. This 
chapter describes two evidence-based interventions,  Parents Matter!  and the  Parent/
Preadolescent Training for HIV (PATH) Prevention.  Both are based on research 
addressing the need to intervene early, child–parent communication, and risk reduc-
tion science and strategies. Data on outcomes and description of the dissemination 
of these interventions are presented. Among the intriguing fi ndings are that both 
projects were easily accepted by communities, both led to reported risk reduction or 
intention to reduce risk, and that improved communication may have generalized to 
create positive outcomes for risks other than those associated with HIV. Each inter-
vention has found new audiences, through formal and informal pathways. A con-
tinuing challenge is to maintain and update interventions as new risks emerge and 
as new populations are at risk as the HIV epidemic changes.    

    Chapter 4   
 Parents as HIV/AIDS Educators       

       Beatrice   J.   Krauss    and    Kim   S.   Miller    
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    4.1   Introduction 

 Media, parents, peers, health professionals, and schools are important sources of 
HIV prevention information and education. If addressed in a culturally and develop-
mentally sensitive fashion, prevention of HIV and its consequences may require all 
of those resources (DiClemente et al.  2007  ) . This chapter will discuss the special 
role of parents in HIV prevention. By “parents,” we mean anyone – mothers, fathers, 
grandparents, stepparents, foster parents, legal guardians – in the parenting role. 

 Recent national data suggest that parents in 90.57% of over 38 million US house-
holds with children under 18 are raising their children, that is, children by birth, 
marriage, or adoption (United States Census Bureau  2009  ) . 1  Although household 
composition varies by income and ethnicity, the majority of all parenting house-
holds are dual-parent (69.11%). Among single parent households (30.89% of par-
enting households), mothers account for approximately three in four (76.72%) and 
fathers account for approximately one in four (23.28%). US households also include 
over 2 million grandparents (70.4% of whom are married) who are responsible for 
their grandchildren’s care. Young men and women, therefore, are being supervised 
and spoken to by both male and female “parents.” Thus, as other chapters in this 
book will stress, advice to “parents” should be tailored to ensure appropriate HIV 
prevention is communicated across genders and across generations of adult 
caregivers.  

    4.2   Scope of the Problem: The Need to Strengthen Parents 
as Health Educators 

 Parents are the primary health educators of their children. They not only provide 
information and care, but also are charged with transmitting values and expectations 
that will guide their children’s behavior. Relative to other information sources, par-
ents have opportunities to engage their children in dialogues about HIV/sexually 
transmitted infection (STI) prevention, substance use, and sexuality-related issues. 
Because the discussions can be continuous (i.e., not one-time events), sequential 
(i.e., building one upon the next as the child’s development and experiences change), 
and time-sensitive (i.e., information is immediately responsive to the child’s ques-
tions and anticipated needs rather than programmed, such as in a school curricu-
lum), parents have the potential to be particularly effective. 

 Parents have opportunities to have their prevention messages be personal, rele-
vant, and understandable. Parents are aware of their children’s biographies: physical, 

   1   The US census defi nes households raising their “own children” by birth, marriage, or adoption as 
family, and others as “non-family,” including extended family who have not adopted. The National 
Institute of Mental Health Consortium of Family Researchers, in contrast, has consistently defi ned 
the family as a network of mutual commitment.  
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cognitive, and emotional development; social context; and social experience. 
A classroom of 12 year olds, for example, might include a broad range of students 
from sexually naïve to sophisticated, physically pre-pubertal to post-pubertal, 
socially confi dent to shy, and with a broad range of hypothetical thinking, plan-
ning, and decision-making skills (Kirby and DiClemente  1994 ). One set of mes-
sages may not be effective for all members of a group. In contrast, parents can 
tailor their health messages and guidance to each child in their family and address 
“common pathways” (e.g., responsible sexual and substance use behaviors) that 
infl uence multiple health outcomes (e.g., substance abuse, teen pregnancy, and 
STIs including HIV) (Eaton et al.  2008 ; Forhan  2008 ; New York City Department 
of Health and Mental Hygiene  2008  ) . 

 Parents can initiate guidance and instruction early. Parents provide supervision, 
information, and skill-building early in the life course, long before establishment of 
risk beliefs (e.g., the right time to have fi rst intercourse), and behaviors. The sexual 
trajectories of youth begin well before onset of intercourse as do the friendship 
choices and experimental behaviors that may precede problem substance use 
(Butler et al.  2006 ; Hawkins et al.  1985 ; Zimmer-Gembeck and Helfand  2008  ) . 
They are able to prepare youth in advance to anticipate, understand, avoid, negoti-
ate, or leave risk situations and to build skills that lead their children toward healthy 
behaviors. 

    4.2.1   Parents Can Be Effective 

 Most reviews of the literature on teen substance use or sexual behavior cite parent 
and family dynamics – conversations and communication about sex and drugs, 
warmth and connectedness, monitoring of youth activities, availability for advice – 
as protective of risks. Recent empirical studies continue to fi nd family factors sig-
nifi cant, especially in the prediction of early risk behavior (DiClemente et al.  2006 ; 
DiClemente et al.  2007 ; DiIorio et al.  2003 ; Kirby  2007 ; Longmore et al.  2001 ; 
Pluhar and Kuriloff  2004 ; Ryan et al.  2007 ; Vakalahi  2001 ; Zimmer-Gembeck and 
Helfand  2008  ) . New studies have clarifi ed that parent–child communications occur-
ring prior to risk behaviors (on time), rather than as a probable reaction to risk 
behaviors that have already occurred (off time), are predictive of positive health 
outcomes (Clawson and Reese-Weber  2003 ; Miller et al.  1998c  ) . Other researchers 
(Eisenberg et al.  2006  )  have suggested that parents too often wait until they perceive 
that their children are in romantic relationships before talking about sex and sex-
related issues. 

 Reviews recommend “beginning earlier” than current school programs to establish 
habits, values, and expectations that promote healthy sexual development and health 
(e.g., Dittus et al.  2004 ; Kirby  2007  ) . In fact, the need for parents to provide HIV edu-
cation is underscored by the dearth of HIV education in schools. Only 15.4% of US 
schools in 2006 required elementary school teachers to deliver HIV prevention educa-
tion. This education included how HIV is transmitted (14.8%), how HIV affects the 
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body (12.2%), compassion for persons living with HIV (11.0%), signs and symptoms 
of HIV or AIDS (9.6%), how to fi nd information about HIV services including testing 
(7.6%), or how HIV is diagnosed or treated (6.4%) (Kann et al.  2007  ) . Comparable 
fi gures for middle schools range between 71.6% (how HIV is transmitted) and 50.9% 
(how HIV is diagnosed or treated). Yet, school-age youth are curious about these 
issues and an even broader range of HIV-related topics (Krauss  1997  ) , including inter-
pretation of neighborhood or family events (some of which would raise confi dentiality 
concerns in the classroom or require extensive processing of events). 

 In the absence of information and discussion, youth say they experience a high 
degree of unrealistic HIV-related worry (Brown et al.  1990,   1994 ; Holcomb  1990 ; 
Krauss  1997 ; Krauss et al.  2006a  ) , often manifested in worry that someone they 
know has HIV and has not told them or someone they know will become 
infected. 

 If parents are trained to educate youth using skill, self-effi cacy, and information-
building interventions, two generations are exposed to risk reduction and compas-
sion toward those with HIV: parents as teachers and youth as learners (Krauss  1997 ; 
Krauss et al.  2000 ; Wilder and Watt  2002  ) . 

 Nonetheless, clusters of sexual and drug risks persist (Eaton et al.  2008  )  and 
STIs and HIV have not abated among youth, particularly youth of color (Centers 
for Disease Control  2008a,   b ; Forhan  2008  ) . For instance, 73% of sixth graders, 
in a primarily African American and Hispanic sample, had engaged in at least 
one precoital behavior    (O’Donnell et al.  2006  ) . Recent data suggest a substantial 
minority of seventh graders in at least one US region have experienced oral 
(7.9%), anal (6.5%), or vaginal–penile intercourse (12.0%) (Markham et al. 
 2009  ) . Findings suggest that preadolescence is a critical period of sexual devel-
opment, and that these sexual experiences signal the beginning of a sexual trajec-
tory toward higher-risk sexual behaviors. Evidence-based interventions to 
strengthen parents’ role in HIV prevention or even in reproductive health promo-
tion are rare (Kirby  2007  ) , and, to date, not widely disseminated (see Chaps.   1    ,   2    , 
  4    ,   5    ,   6    ,   12    ,   13    ,   14    ). 

 In early 2009, only one of the 19 Diffusion of Effective Behavioral Interventions 
(DEBIs) programs listed as part of the Centers for Disease Control and Prevention’s 
Centers for Disease Control and Prevention (CDC) efforts to promote adoption of 
scientifi cally sound and effi cacious HIV prevention interventions had a specifi c, 
parent-focused component ( Focus On Youth + Impact, Stanton et al.  2004 ; Wu et al. 
 2003  ) . Only one other program (REAL Men; Dilorio et al.  2007  )  had entered the 
2008 compendium of nearly 60 interventions with promising evidence for HIV pre-
vention (  http://www.cdc.gov/hiv/topics/research/prs/promising-evidence-interven-
tions.htm    , accessed November 2010). Yet, for more than a decade, multiple 
researchers have been at work on interventions that help strengthen parenting skills 
and parent–child communication effectiveness, enlist parents to prevent HIV, or 
help parents to strengthen coping in HIV-affected families (see, for example, 
Bauman et al.  2000 ; Dilorio et al.  2000 ; Dittus et al.  2004 ; Forehand et al.  2007 ; 
Jemmott et al.  2000 ; Krauss et al.  2000 ; McKay et al.  2000 ; Mitrani et al.  2000 ; 
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Pequegnat and Szapocznik  2000 ; Prado et al.  2007 ; Rapkin et al.  2000 ; Rotheran-
Borus and Lightfoot  2000 ; Wingood and DiClemente  2000  ) . Many of these pro-
grams have demonstrated the importance of the role of parents in their children’s 
healthy sexual development.   

    4.3   Parents as Health Educators 

 Parents are the fi rst and most consistently present physical and mental health 
educators of their children. Parents’ infl uence is home-based, rather than institu-
tionally based. Parents can address the health needs of young children prior to 
entering school and older youth, 18–24, who reside inside or outside of the home. 
Their role is active and comprehensive. They make environments safe; establish 
early health habits; provide home-based health assessment and care; negotiate 
informal and formal care systems; carry out the directives of formal health care 
providers; assist their children in processing health information from multiple 
sources and channels – schools, peers, media, and health providers alike; model 
for their children how to care for themselves and others; and support behaviors, 
values, and expectations that are associated with lifelong health consequences 
(Blane et al.  1996 ; Eaton et al.  2008 ; Hogan  2001 ; McWright  2002 ; Wang et al. 
 2007 ; Wilder and Watt  2002  ) . 

 Parents provide a consistent presence across important transitions – childhood, 
preadolescence, adolescence, and young adulthood (Graber et al.  1996 ; Holmbeck 
 1996  ) .They may direct youth in their choice of friends (Conger et al.  1989 ; Crystal 
et al.  2005 ; Hawkins et al.  1985 ; Kandel  1985  )  and provide a buffer for negative peer 
infl uences (Collins et al.  2000 ; Whitaker and Miller  2000  ) . The developmental psy-
chologist Eleanor Maccoby  (  1980  )  has argued that parents “burn-in” attitudes and 
values that guide later behavior through their emotionally charged relationships with 
their children, which increases their effectiveness as socialization agents over that of 
peers and institutions. Indeed, research with young adults indicates that they received 
and can articulate verbal and non-verbal messages about sexuality conveyed by their 
parents to them when they were children (Darling and Hicks  1982 ; Heisler  2005  ) . 

 Research demonstrates that adolescent risk behavior varies depending on the 
timing, frequency, and quality of parent–adolescent communication. Effective com-
munication on sexual risk behaviors is associated with decreased sexual risk-taking 
behavior among adolescents (DiClemente et al.  2006 ; Dittus et al.  1999 ; Dutra et al. 
 1999 ; Karofsky et al.  2000 ; Kotchick et al.  1999 ; Leland and Barth  1993  ) , including 
increased partner communication (Whitaker et al.  1999  ) , increased condom use, 
and reduced rates of teen pregnancy and STIs among adolescent females (DiClemente 
et al.  2002,   2006  ) . Parent communication is most effective when discussions occur 
prior to sexual debut (Miller et al.  1998a,   b,   c  ) . Similarly, reports of past month 
alcohol use, binge alcohol use, and illicit drug use were all signifi cantly less preva-
lent among youth who reported talking to at least one parent about the dangers of 
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tobacco, alcohol, or drug use in the past year (Substance Abuse and Mental Health 
Services Administration [SAMHSA]  2004  )  than among those who reported not 
talking to a parent. 

    4.3.1   Parents as Educators/Communicators About Sex, 
Drugs, and HIV 

 A distinction has been made between education – transmission of knowledge and 
information – and communication, which can involve more complex two-way dis-
cussions where joint construction of meaning may take place (Warren  1995  ) . We 
prefer a distinction between (1) communication and (2) guidance. Communication 
can involve one- or two-way discussions, which are educative or non-educative. In 
guidance, parents set down limits within which a range of youth behavior is permis-
sible. These limits may be conveyed clearly or not, verbally or non-verbally, and 
with or without an underlying rationale. They may be narrow or broad, negotiated 
or imposed, strictly or loosely enforced, and may apply to one, some, or all house-
hold members, varying by gender and as age and roles change. Either communica-
tion or guidance can be stylistically warm and open; either can acknowledge or 
ignore changes in youth culture and youth circumstances (Krauss et al.  2006a,   b  ) .  

    4.3.2   Prevalence of Conversations 

 The majority of parents do communicate with their preadolescent and adolescent 
children about sex, drugs, and HIV. DiIorio and colleagues  (  2003  )  indicate in their 
review of the literature that 72–98% of parents report having had sex, sexuality, and 
sexual issue-related conversations during their child’s life, with the majority of 
studies reviewed concerning youth ages 11–18. When the topic is drugs, national 
surveys of youth suggest about 59% of youth report having had a conversation with 
one or both parents about preventing alcohol, tobacco, or other substance use dur-
ing the past year (SAMHSA  2004  ) . For both sex and drugs, parental report of con-
versation frequency is often higher than youth report. At least one investigator 
(Krauss  1997  )  has found that there was concordance between parent and child 
recall, if the talk was addressed to a specifi c child, or if the talk was “private,” with 
only the parent and one child present. Parents are consistently named among the top 
ten sources for HIV education by youth, increasingly edged out by media, elec-
tronic (e.g., cell phone), and internet sources over history (Fishbein  2009 ; Sprecher 
et al.  2008 ; Strasburger et al.  2008  )  and by peers as youth mature (DiIorio et al. 
 2003  ) . Theory examining peer and parental infl uence suggests that parents retain 
infl uence to the extent that they meet their children’s needs – that is, in regard to 
HIV, provide their children with adequate answers, skills, and guidance regarding 
their child’s HIV-related questions and concerns. Peers’ infl uence ascends in areas 
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in which parents will not or cannot meet their children’s informational, social, or 
practical needs (Floyd and South  1972 ; Wang et al.  2007  ) . However, a national 
survey of youth suggests parents, especially mothers, are the  fi rst  source of infor-
mation that youth turn to in addressing their health concerns and needs (Ackard and 
Neumark-Sztainer  2001  ) .  

    4.3.3   Frequency of Conversations 

 Parental conversations about sex-related issues are often characterized in the litera-
ture as infrequent (Fisher  2004  )  when compared to conversations on other topics 
such as school (Krauss et al.  2002  ) , but when sex is discussed HIV-related topics are 
near the top of the list in frequency (Miller et al.  1998  b,   c  ) . Drugs are at the top of 
the list when either HIV is discussed or fathers are involved in discussions about 
HIV-related risk (Freidin et al.  2005 ; Wyckoff et al.  2008  ) . In research in housing 
projects in New York City, randomly sampled 10–13-year-old youth estimated that 
their parents who were trained spoke to them about 3 min every 5 days about HIV-
related topics, including sexual risk, drug risk, HIV, and people with HIV (Krauss 
et al.  2002  ) . This frequency was much lower than communications about other top-
ics, such as school, sports, and relatives. If the youth’s estimate about HIV is accu-
rate, parents annually exceed the median number of hours per year devoted to HIV, 
other STI prevention, and pregnancy prevention in elementary schools with required 
health instruction on these topics (Kann et al.  2007  ) . In 4 years, parents exceed the 
14 h of intervention recommended by experienced intervention researchers (National 
Institutes of Health  1997  ) . As Martino and colleagues  (  2008  )  have suggested, fre-
quency of communication may be important in establishing openness and close-
ness, because repeated conversations about the same topics allow understanding to 
evolve and deepen.  

    4.3.4   Confi dence in Ability to Communicate and Quality 
of Conversations 

 Parents may be unprepared (Eisenberg et al.  2004  )  or feel unprepared for their role 
as educators and communicators in preventing HIV. In fact, parents’ concerns about 
their ability to communicate on HIV-related topics are similar to the concerns of 
their children (Krauss  1997 ; Krauss et al.  1997  )  (see Table  4.1 ).  

 Other researchers have suggested that parents are worried about (1) when to have 
conversations about sexual topics, (2) whether discussions about sex or drugs will 
encourage risk behavior, and (3) whether communication about sex or drugs will be 
understood. Researchers also indicate that parental messages are often general 
(Angera et al.  2008 ; Fisher  2004 ; Heisler  2005 ; Lefkowitz et al.  2000 ; Sprecher et al. 
 2008  ) , and that the specifi c topics covered in parent–child conversations may be 
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dependent on the context of the discussion. In a high HIV seroprevalence community, 
Krauss and collaborators  (  1997,   2002  )  found that the prototypic parent–child HIV-
related conversation often began with children’s queries about what they had seen or 
heard and ended with parents terminating the discussion. Parents and 10–13-year-old 
children report the prototypic conversation had the following format:

   Child: Request for explanation (Our neighbor has AIDS. What is AIDS?)  
  Parent: Admonition followed by negative consequence (Don’t do sex or you’ll die.)  
  Child: Reassurance of the parent (I won’t.)  

  A few parents had effective conversations. They were specifi c, responsive to 
what the child had asked, put information in the context of the child’s life, had 
accurate information, concretely talked or instructed about positive actions that the 
child could take, and shared and clarifi ed emotions. These conversations were 
remembered if directed to only one child at a time in a private setting (Krauss et al. 
 1997,   2002  ) . These conversations signifi cantly predicted children’s HIV-related 
knowledge and understanding 6 months later, whether delivered by mothers or 
fathers (see Chaps.   5     and   6    ).    

 Quality of conversation is related not only to content (e.g., accuracy, develop-
mental, and contextual appropriateness), but also to style. Parent–adolescent 
 communication that is open, receptive, and comfortable is related to less sexual 
experience and less risky behavior among adolescents (Dutra et al.  1999 ; Kotchick 
et al.  1999 ; Miller et al.  1998a,   b,   c ; Whitaker et al.  1999  ) . For example, discussions 
with mothers about sex and HIV-related issues are associated with more consistent 
condom use when mothers are perceived as skilled, open, and comfortable during 
such discussions (Whitaker et al.  1999  ) . Parents’ communication style may also be 
a factor in whether the message is internalized by the child (Miller et al.  1998a,   b, 
  c  )  and whether information is retained. Confi rming understanding can only occur 
within interactive communication. When parents employ open and interactive com-
munication styles, their children demonstrate greater sexuality knowledge about 

   Table 4.1    Concerns of parents and youth   

 Parents worry that if they talk about sex, 
drugs and HIV with their kids…  Youth are concerned… 

 My information is not accurate. I will give 
them the wrong information 

 They [parents] are not up to date 

 I will get too emotional. I will be embarrassed  They will get too emotional 
 I will fi nd out something about my child 

that I don’t want to know 
 If I ask about it, they will accuse me of doing it 

 I will fi nd out about all the risks there are 
out there now 

 They’ll start talking about what it was like 
when they were growing up. They won’t 
understand what I face 

 My parents can’t keep a secret. Everyone will 
know what we talked about 

 [For boys] I am already supposed to know 
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HIV (Lefkowitz et al.  2000  ) . This conversational style (e.g., in depth, accurate, 
warm, open, interactive, and early in life) and the skills that underpin it, can be 
taught (Forehand et al.  2007 ; Krauss et al.  2008  ) .  

    4.3.5   Timing of Conversations 

 There are at least four reasons for parents to begin discussions about sex, drugs, and 
health with their children early in the life course: (1) HIV-related health risks span the 
age range (e.g., a toddler can learn to non-verbally or verbally ask a parent or adult to 
pick up a sharp object or clean up blood; parents can be observant of toddlers, their 
activities and surroundings; Hagan et al.  2008  ) ; (2) early age-appropriate conversations 
lay the groundwork for later discussions about issues related to sex and substance use 
that may require more detail and more depth; (3) data suggests that a substantial minor-
ity of US youth (7.1%) are sexually active before age 13, and 34.8% are sexually active 
by ninth grade, with rates varying by gender, geography, and ethnicity (Eaton et al. 
 2008  ) ; and (4) values and expectations about the appropriate timing for sexual and drug 
risk may already be in place by preadolescence. Longitudinal data suggest these values 
and expectations signifi cantly predict later risk behavior (Krauss et al.  2008  ) . This tra-
jectory is illustrated by the following Cox proportional hazards’ regressions model for 
delay of fi rst intercourse among youth who had intercourse before age 15 (see Fig.  4.1 ). 
The graph illustrates that youth (age 10–13) are accurate in predicting when they will 
make their sexual debut (e.g., have their fi rst experience of intercourse).  

  Fig. 4.1    Predicted age of fi rst intercourse by youth ages 10–13 is predictive of delay of fi rst inter-
course for youth sexually active before 15. Please note, the data for the 13–14 age range was 
infrequent and overlaps with other groups and is thus less visible       
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 Predicted age of fi rst intercourse remained signifi cant in the model ( p  = 0.017), 
even when age at baseline ( p  = 0.029) and age of fi rst partner (<0.001) are in the 
equation. Parent training in the PATH program ( p  = 0.047) continued to contribute 
signifi cantly to the model (see Sect.  4.4 ). 

 A small, but growing, body of research corroborates the fi nding that youth can 
fairly accurately predict one or more years in advance when they will have their fi rst 
sexual intercourse (Forste and Haas  2002 ; Miller et al.  1997 ; Whitaker et al.  2000  ) . 
“Anticipators” are youth who believe that they will have intercourse within the next 
year, while “delayers” believe they will not (Miller et al.  1997  ) . Being an “anticipator” 
or “delayer” has, in turn, been associated with family characteristics (e.g., mother 
having given birth as a teen, looser ties to family, perceived approval of premarital 
sex, parent education), underscoring the usefulness of categories meaningfully 
describing adolescent patterns of sexual experience. In a secondary analysis of 
national longitudinal data, Zimmer-Gembeck and Helfand  (  2008  )  have found predic-
tors differ for early, middle, and late adolescent initiators of sexual intercourse, some 
of which vary also by gender and ethnicity. Little is known about emerging sexuality 
among preadolescents, particularly those under the age of 10 (however, see Butler 
et al.  2006 ; McBride et al.  2003  ) . In general, the literature suggests that boys begin 
their sexual trajectory earlier than girls (Butler et al.  2006  ) , and more preadolescent 
boys intend to engage in sexual behaviors in the future and have engaged in more 
sexual behaviors than girls (Browning et al.  2004 ; Kinsman  1998 ; McBride et al. 
 2003 ; O’Donnell et al.  2006 ; Rose et al.  2005  ) . Timely preparation of youth for their 
fi rst sexual experiences has important potential consequences. Miller and colleagues 
 (  1998a,   b,   c  )  found that behavior at sexual debut is an important determinant of sub-
sequent behavior, where condom use at fi rst penile–vaginal intercourse is associated 
with a 20-fold increase in rates of continued regular condom use.  

    4.3.6   Targets for Conversations 

 Reviews of communication about sex (DiIorio et al.  2003  )  note that mothers direct 
more communication to their children than fathers, and that daughters are the recipient 
of more communication than sons. The content of the communication also appears 
to differ; daughters receive more messages about responsibility for setting limits 
and the potential negative consequences of sex. National surveys also indicate more 
young women report conversations about alcohol and substance use than young 
men (61.3% vs. 56.5%, SAMHSA  2004  ) . Youth 12–15 years old are more likely to 
report conversations with parents than youth who are 16 or 17. Some recent data 
from a neighborhood where HIV is prevalent, however, suggest that communication 
does not differ by the genders represented in parent–child dyads (Freidin et al. 
 2005  ) . Fathers and mothers talk to their sons and daughters about the same amount 
of time about sex, HIV transmission, people living with HIV, and other HIV-related 
concerns; the only difference is that fathers tend to discuss drugs more. The data 
originated with 375 parent–child pairs randomly sampled from public housing in a 
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neighborhood with a 10% prevalence of HIV positive adults. These pairs were 
quota-sampled to obtain equal numbers of father–daughters, father–sons, mother–
daughters and mother–sons. The imperatives to educate and protect youth may have 
over-ridden the traditional role concerns (“It’s the mother’s job” to address health) 
and the accompanying discomfort for being “out-of-role” often cited to account for 
gender disparities in communication (Wyckoff et al.  2008  ) .  

    4.3.7   Parental Monitoring, Guidance, and Discipline 

 Supervisory and disciplinary practices are among the most powerful tools parents 
have to encourage their children to refrain from or reduce sexual and drug risk 
behaviors (Kirby  2007 ; Hawkins et al.  1985 ; Rai et al.  2003  ) . The most “robust” is 
parental monitoring (i.e., knowing where your children are and what they are doing) 
(DiClemente et al.  2006  ) . However, it is the youth’s perception of parental monitoring, 
rather than the parents’ report of it, that is most frequently included in measurement 
and is largely responsible for the consistent signifi cant effects. New theorizing about 
monitoring emphasizes youth’s comfort in “reporting in” as being as important as 
parents’ queries and desire to have the report (Kerr and Stattin  2000  ) . DiClemente 
and colleagues  (  2002  )  have suggested that monitoring is a parental strategy to foster 
responsibility and demonstrate concern. Krauss and colleagues  (  2006a  )  found youth 
reciprocated this concern and also wished reassurances about their parents’ activi-
ties and safety. The most effective monitoring begins early and is supported by the 
community (Miller et al.  2007 ;    Sampson et al.  1997 ,  1999 ). Similar to communica-
tion, monitoring is more often reported by girls while boys may be more likely to 
experience the punishments of coercive control (e.g., yelling). 

 Form of discipline (e.g., coercive, authoritative), family support (e.g., encouraging, 
praising), orderliness of the household (e.g., clear and consistent rules), and house-
hold composition (e.g., more than one adult available for supervision) have all been 
implicated in youth’s sexual and drug risk (Longmore et al.  2001  ) . Some research 
suggests the parents’ or siblings’ risk behaviors may be a factor in youth’s sex and 
drug use behaviors. However, it seems it is not parent/sibling risk, per se ,  but how a 
disruptive or permissive household allows or supports youth risk. Paikoff  (  1995  )  has 
written extensively on “sexual possibility situations” (i.e., youth left alone without 
supervision). In fact, Wilder and Watt  (  2002  ) , in their analysis of national survey data, 
found that unrelated parental health risks (e.g., smoking, not using seat belts, drinking) 
had “substantial and independent effects” on children’s sexual risk behavior. 

 Community support that reinforces the parental role can be important in com-
munities with few resources. The research fi ndings focused on parents have caveats 
because they do not address the dangers that youth face in neighborhoods where 
violence or risk behaviors are prevalent (Sampson et al. 1997, 1999). What may 
be considered controlling or over-involved behaviors in other circumstances may be 
appropriate and protective in such environments and with troubled youth (Donenberg 
et al.  2002 ; Fletcher et al.  2004 ; Miller et al.  2007 ;    Toulou-Shams et al.  2006  ) .   
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    4.4   Research Innovations to Address Parent-Based 
HIV Intervention 

 We now describe two interventions with demonstrated effi cacy that encompass some 
of the points that we have made about the role of parents. They deliver HIV prevention 
interventions primarily through parents to preadolescent children and, thus, often prior 
to the onset of risk behavior. They demonstrate that parents are in a unique and power-
ful position to deliver HIV/AIDS education to their children. The factors outlined 
above – parent communication quality and quantity, monitoring, and supervision – are 
addressed, and no presumption is made that only mothers will participate. Other inter-
ventions aimed at adolescents or preadolescents are described by Pedlow and Carey 
 (  2004  )  and Pequegnat and Szapocznik  (  2000  ) , and other chapters in this volume. 

    4.4.1   Parents Matter! 

 The Parents Matter! Program (PMP) (Dittus et al.  2004  )  is an evidence-based 
(Forehand et al.  2007  ) , parent-focused intervention funded by the Centers for Disease 
Control and Prevention (CDC) to promote positive parenting and effective parent–
child communication about sexuality and sexual risk reduction for parents and guard-
ians of 9–12 year olds. PMP can address pre-risk behaviors in a non-controversial 
way and help youth acquire the necessary skills to develop healthy behaviors and 
make positive life choices. PMP recognizes that many parents and guardians may 
need support to convey values and expectations about sexual behavior and commu-
nicate important HIV, STI, and pregnancy prevention messages to their children. The 
ultimate goal of PMP is to reduce sexual risk behaviors among youth, including 
delaying the onset of sexual debut, by giving parents and guardians tools to deliver 
sexuality and sexual risk reduction prevention to their children. PMP is delivered in 
fi ve 2.5-h sessions over a 5-week period. Sessions include activities for: (1) increas-
ing parents’ awareness of the sexual risks many teens face today; (2) encouraging 
general parenting practices (e.g., relationship building, monitoring) that increase the 
likelihood that children will avoid risky sexual behaviors; and (3) improving parents’ 
ability to communicate with their children about sexuality and sexual risk reduction .  
For more information on the specifi c content of the intervention sessions see Long 
and colleagues  (  2004  ) . As Table  4.2  illustrates, each PMP session has a specifi c focus 
and measurable participant objective.  

    4.4.1.1   PMP Program Effi cacy 

 Results from a randomized controlled trial conducted in two African American com-
munities demonstrate the effectiveness of PMP (Forehand et al.  2007  ) . At the 1-year 
follow-up, parents who participated in the enhanced intervention (fi ve sessions) and 
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   Table 4.2    PMP curriculum   

 Session number  Session name  Purpose of the session 

 1  Why do parents matter?  Provide participants with an understanding of the 
purpose and goals of the intervention 

 Provide basic information on child development 
and what children need to achieve their life 
goals 

 Provide information on preadolescent and 
adolescent development 

 Emphasize the infl uence that parents have on 
their child’s health and decision making 

 Provide information on the pressures that 
children face in today’s society and what 
parents can do to help their children confront 
these issues 

 Establish group cohesion and a desire to 
continue in the program 

 2  Parenting Positively  Improve parent–child communication skills 
 Teach group members effective parenting 

practices 

 3  Parents are educators  Provide general sexual education information 
 Increase parents understanding of adolescent 

sexual behavior 
 Increase parents’ awareness of the need for 

parents to be sex educators 
 Increase parents understanding of sexual issues 

and what it means to be sexually healthy 

 4  I think I can, I know I can  Increase parents comfort/skills in discussing sex 
with their child 

 Provide parents with tools for talking about sex 
with their child. PMP does not tell parents 
what to say 

 Provide parents with an opportunity to role play 
their parent–child communication skills 

 5  Moving forward  Continue improving parents’ comfort in 
discussing sex with their child 

 Provide parents with an opportunity to work on 
their communication skills with their child 

 Help parents provide guidance to their children 
about peer pressure 

 Review and summarize the major points in the 
intervention 

their preadolescents both reported higher levels of sexuality communication and 
parental comfort and confi dence to communicate about sexuality compared to those 
in the brief (one session) and control (health information) interventions. 
Preadolescents whose parents attended all fi ve sessions of the enhanced interven-
tion were less likely to report engaging in sexual risk at the 1-year follow-up as 



110 B.J. Krauss and K.S. Miller

compared to those whose parents attended the control (relative risk, 0.65; 95% 
confi dence interval, 0.41–1.03) and brief interventions (relative risk, 0.62; 95% confi -
dence interval, 0.40–0.97). Additional analyses are examining a range of parent and 
youth outcomes, including adolescent’s sexual attitudes, norms, intentions, and 
sexual risk reduction self-effi cacy, and parent’s communication and monitoring 
effi cacy.   

    4.4.2   The Parent/Preadolescent Training for HIV 

 Another intervention that addresses parent–child communication is PATH. PATH 
used elicitation techniques and parent and child community advisors to adapt 
Cornell’s “Talking with Kids about AIDS” curriculum (Tiffany et al.  1993a,   b  )  for 
a high HIV seroprevalence, multicultural, inner-city community. During the process 
of adaptation, the team made the following changes: (1) strengthened the emphasis 
on the parent’s communication to their preadolescent child about HIV, unplanned 
pregnancy, substance use, hepatitis, and risk reduction; (2) deepened youth and par-
ent understanding of each other’s views about risks/dangers in the neighborhood; 
(3) reinforced the representation of gender/relationship issues throughout the cur-
riculum; (4) added a curricular unit on safe and sensitive socializing with persons 
living with HIV; (5) added a parent–child session, in which each parent answered 
his/her child’s risk or HIV-related questions using PATH training materials and 
other resources; (6) added a booster session where parents jointly problem-solved 
about “real-life” challenges; and (7) at parents’ and youths’ request, added two ses-
sions about the transition to adolescence, each emphasizing mutual caring through 
household rules and organization that are protective of parent and child safety. 

 During the process of training, parents met in interactive sessions co-facilitated 
by male and female pairs who modeled respectful gender interaction. The six-ses-
sion 15-h curriculum is described in detail in Krauss and colleagues  (  2000  ) . 
Beginning with 375 PATH youth and parent pairs, over 240 have been followed for 
up to 7 years. 

    4.4.2.1   PATH Effi cacy 

 PATH is unique in using random dwelling unit sampling and quota sampling to 
obtain nearly equivalent numbers of father–daughter, father–son, mother–daughter, 
and mother–son pairs. It also uses a random invitation to treatment design (Campbell 
and Krauss  1991  ) , which, when combined with random recruitment, controls for 
many self-selection biases (e.g., voluntarism, interest, recent worrisome events). 
The comparison arm of PATH was the community standard colorful materials in 
English and Spanish, provided by Centers for Disease Control, New York State and 
New York City Departments of Health, which covered every aspect of the parent 
group intervention. 
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 PATH is associated with delay of fi rst intercourse for both young men and women 
among those initiating intercourse before age 15, and with increased consistent con-
dom use intentions for all youth (Krauss et al.  2008  ) . For the entire sample, both 
parents and children, there was increased comfort in interacting with persons with 
HIV, a reduction in their stigmatization (Krauss et al.  2006a  ) , increases in HIV-
related knowledge, and decreases in unrealistic HIV-related worry (Krauss et al. 
 2002  ) . PATH identifi ed the characteristics of effective conversations. In this highly 
affected community and with an emphasis on positive relationships between gen-
ders, PATH found few statistically signifi cant parent or child gender effects for any 
of these outcomes (Krauss et al.  2008  ) . Male and female youth both delayed inter-
course, increased knowledge, reduced worry, and became more comfortable with 
persons with HIV, regardless of the gender of their parent participating in PATH. 
One of the few differences was that fathers tended to talk more about drugs than 
mothers. 

 Colleagues adopting PATH for a Hispanic population in Miami (Prado et al. 
 2007  )  have also found PATH protective of smoking and illegal substance use (see 
Chap.   12     for a fuller discussion).    

    4.5   Efforts to Move Research into Practice 

 Offering strong evidence-based HIV prevention programs is not suffi cient. For these 
programs to make an impact on HIV they need to reach parents of the most affected 
youth populations, and parents must attend the programs and adopt the protective 
strategies. Thus, the success lies not just in the provision of HIV prevention pro-
gramming, but also in the type of programs we offer and the way we involve and 
engage the target community in the process. 

    4.5.1   Operational Research Phase of the PMP Program 

 Resource constraints may make it diffi cult for parents to attend multi-session inter-
ventions. This, however, was not the experience when conducting a randomized 
controlled trial of PMP. Demographic data collected at enrollment show that the 
378 parents in PMP intervention arm had time and resource constraints. Despite 
these constraints, of the 378 parents eligible for PMP participation, 90% ( n  = 339) 
attended one or more PMP intervention session. Of the 339 participating in the 
intervention, 86% ( n  = 293) attended four or more sessions and 67% ( n  = 227) 
attended all fi ve sessions. Program participant data at post-intervention assessment 
( n  = 313–315 due to missing data) revealed that 97% ( n  = 304) of participants had a 
“very positive” overall experience in the PMP. When asked “how important do you 
think the information and skills covered in the Parents Matter Program are to 
families like yours?” 94% ( n  = 295) found the program information and skills 
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“very important.” The program’s high retention rates and reported relevancy suggest 
that if programming is provided that resonates with the needs and experiences of 
parents in high HIV-risk communities, it is feasible to implement such programs. 

 Although randomized, controlled trials provide critical information on the effi -
cacy of prevention programs, the programs are implemented under ideal circum-
stances with support from the research team. To determine how the results of PMPs 
randomized controlled trial translated to program implementation under typical 
programmatic circumstances, Centers for Disease Control and Prevention (CDC) 
conducted an operational research project in 15 sites throughout the US and Puerto 
Rico (Miller et al.  2010  ) . The project was conducted with community- and faith-
based organizations, health departments, and schools to assess their ability to 
implement PMP, the relevancy of the program and program materials, and the orga-
nizational, facilitator, and parental satisfaction with the program. 

 The results of the Centers for  Disease Control and Prevention (CDC) demonstration 
project demonstrate the ability to transfer an evidence-based pre-risk prevention pro-
gram from a research setting to real-world community sites. Training, program materi-
als, and technical assistance were provided to sites as they worked to implement the 
program in their communities in need of prevention programs. Data analyzed from site, 
organization, facilitator, and parent level all demonstrate that the program is relevant, 
useful, and feasible. Programs like PMP that address the needs and desires of the target 
population and employ practical solutions (e.g., offering programs after work hours, 
having programs located close to home, and offering childcare and homework help) can 
engage parents, including those with children who may soon be at high risk for unwanted 
pregnancy, STIs, and HIV. Families matter has been adapted and is currently being 
implemented in seven African countries. As of November 2010, non-governmental 
organizations are implementing FMP in seven out of eight provinces in Kenya and have 
reached over 95,000 families (Poulsen et al.  2010 ; Vandenhoudt et al.  2010  ) .  

    4.5.2   Operational Research Phase of the PATH Program 

 From recruitment through participation, PATH was accepted by the community. 
Interventions often depend on voluntarism, that is, families stepping forward to par-
ticipate. Sometimes these “volunteer” participants are those most interested rather 
than those most in need. In contrast, PATH recruited randomly door-to-door. Over 
76% of eligible parent–child pairs recruited in this manner signed informed consent 
and completed baseline measures. Predictors of study entry included distance from 
the intervention site (1/2 mile or less) and parents’ assessment of their child’s ability 
to protect themselves against HIV. Those who disagreed with the statement that 
their children knew enough about HIV to avoid infection were the most likely to 
accept the offer of participation (80.5% vs. 71.3% of parents who thought their 
children knew enough). At every choice point, the random invitation design allowed 
the PATH research team to analyze and verify that PATH was serving those who felt 
most needy (e.g., those insecure about their children’s HIV knowledge). Once in the 
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study and in the interactive training, over 93% of parents completed at least four out 
of the total six sessions of “basic training,” parent–child session, and booster. Exit 
data, 7 years later, indicate that many of the activities are a part of the parental rep-
ertoire of the trained parents and memorable to the youth. 

    4.5.2.1   PATH Dissemination 

 Dissemination began with training other research teams to implement PATH in 
Miami, Mexico, and Mumbai. However, requests for the “destigmatization” module 
as a free-standing intervention led to adaptation of “pieces” of the intervention. 
Requests were received for “destigmatization” training of hospital staff, clinic staff 
at residential housing, and individuals who would be cleaning the houses of persons 
with HIV. Centered in New York City, this work on destigmatization led to a World 
AIDS Day talk at the United Nations on reducing stigma, inclusion on the topic in 
an expert panel, and to revision of the World Programme of Action for Youth’s goals 
and targets for HIV and youth (Krauss  2008  ) , ultimately included in the United 
Nation’s Millennial Development Goals for HIV. 

 Because PATH research had documented recollections of conversations by youth, 
PATH assisted with the update of the New York City Public Schools’ K-12 HIV 
curriculum (Krauss  2007 ; New York City Department of Education  2009  ) . The 
PATH team continues to pursue traditional venues, including publications and fund-
ing for further implementation. However, out of all of PATH activities, work with 
the schools and the United Nations has the potential for the most far-reaching 
impact. Experience with institutionalization of delivery and with policy change has 
led the PATH team to think about new ways of adapting interventions and of dis-
seminating them once they have an evidence base.    

    4.6   Challenges for the Future 

 Dissemination of effective parental interventions remains a challenge, not only 
because there is no easy bridge between research and practice (and from practice to 
research), but also because HIV is a dynamic epidemic. Training should include 
methods for update by reinforcing parents’ roles as lifelong learners, creating com-
munication routes for new fi ndings, and accommodating to new local circumstances 
(e.g., new trends in substance use, new ways of sexual debut). A new generation of 
parents, exposed to comprehensive family life and sex education, will emerge, but 
even then they will need to be supported as “things change.” 

 The current and future generations of parents include fathers (DiIorio et al.  2003 ; 
Peterson  2007  ) . They are an underutilized resource for intervention. Both mothers 
and fathers rise to the challenge if they perceive their children are at risk. 

 Training needs to lead to “deep” understanding. Children ask the most interesting 
questions: “Why do people use drugs?” “What does HIV do to the body?” Youth will 
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turn elsewhere for answers if parents, clinics, or schools cannot provide satisfactory 
explanations. These sources often give contradictory messages or have competing 
agendas. Consistent communication about responsible sexual and substance use 
behavior can impact not only HIV, but outcomes as diverse as intimate partner vio-
lence, early pregnancy, and accidents, to name a few. Finally, early education sets 
down the template for discussion between parents and children on sensitive topics. 
For example, PATH results were improved in Miami when combined with an early 
parenting program (Prado et al.  2007  ) . This ability to discuss sensitive topics can 
generalize to later relationships and can result in greater respect between genders. 

 More concretely, fi ndings suggest that sexual thoughts, intentions, and precoital 
behaviors are precursors to intercourse debut; preadolescence is a critical period 
when youth begin to view sexuality in a self-relevant way (Butler et al.  2006 ; 
O’Sullivan and Brooks-Gunn  2005  ) . In order to effectively intervene before sexual 
risk behaviors take hold, parents must be equipped with the tools to have early and 
effective communications with, and supervisory techniques for, their children. 
Research shows that it is easier to prevent risk behaviors before their onset than to 
change established behavioral patterns once they occur (Botvin et al.  1990  ) . Parents 
can be HIV/AIDS educators!      
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  Abstract   The focus of this chapter is on mothers serving as protective factors 
against high-risk sexual behaviors for their adolescents. We present information 
about the scope of the HIV/AIDS epidemic among adolescents in the United States, 
followed by a discussion of the role of mothers and the impact of mothers’ infl u-
ence on their adolescents’ high-risk sexual behaviors. We then present several 
innovative HIV-risk reduction interventions designed to include mothers as key 
agents in the fi ght against HIV in the adolescent population.      

    5.1   Scope of the Problem 

 Over one million people in the United States are currently infected with the Human 
Immunodefi ciency Virus (HIV) and some of those infected individuals having pro-
gressed to the more deadly Acquired Immunodefi ciency Syndrome (AIDS) (  http://
www.cdc.gov/hiv/resources/reports/hiv3rddecade/chapter2.htm#serious    ). From the 
beginning of the epidemic through 2004, 40,059 adolescents and young adults have 
been diagnosed with AIDS accounting for 4% of all AIDS diagnoses, and 10,129 
young people have died representing 2% of all AIDS-related deaths (  http://www.
cdc.gov/hiv/resources/factsheets/youth.htm    ). 

 Although surveillance data indicate that the number of deaths due to AIDS has 
decreased, the disease is not curable. People infected with HIV must live with 
 symptoms and treatments that affect their productivity and quality of life. The most 
recent statistics from the Centers for Disease Control and Prevention (CDC  2009a,   b  )  
indicate that in 2004, 4,883 young people ages 13–24 years of age were diagnosed 
with HIV infection or AIDS, representing about 13% of all those diagnosed that year. 
African Americans were most likely to be diagnosed with HIV infection accounting 
for 55% of all HIV infections in this age group. During the same year, close to 7,800 
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adolescents and young people were living with AIDS, representing a 42% increase 
in AIDS diagnoses since 2000 in the 13–24 year old age group. 

 In the United States and many other parts of the world, HIV is largely transmitted 
among young adults through unprotected sexual intercourse and injection drug use. 
Data from the Youth Risk Behavioral Survey (YRBS) showed that 47% of high 
school students reported having had sexual intercourse, with 7.4% reporting their 
fi rst sexual experience prior to age 13 years (Centers for Disease Control and 
Prevention (CDC)  2004  ) . About 67.3% of African American and 51.4% of Hispanic 
high school students reported having had sexual intercourse, compared to 41.8% of 
white peers. Roughly one-third of African American males (31.8%) noted that they 
were 13 years of age or younger at their fi rst sexual encounter. The number of stu-
dents reporting sexual intercourse increased with year of school, so that 61.6% of all 
high school seniors reported sexual  intercourse. Of this group, 62% of girls and 
60% of boys reported having had sexual intercourse. 

 Sexually active adolescents can reduce their chance of contracting HIV if they 
use a condom every time they have sexual intercourse and only have sex with a 
mutually monogamous partner. Unfortunately, although many adolescents do use 
condoms, their rates of consistent and correct condom use are less than desired. 
The 2003 YRBS data showed that only 63% of sexually active high school students 
reported using condoms at last intercourse (Centers for Disease Control and 
Prevention (CDC)  2004  ) . The rate of condom use was slightly higher for African 
American females at 63.6% and signifi cantly higher for African American males 
at 81.2%. The lowest rates of condom use were reported among Hispanic females 
(52.3%) and white females (56.5%). In addition to their risk for HIV and other 
sexually transmitted diseases (STDs) because of inconsistent condom use, adoles-
cents are also at risk because they tend to have more than one sexual partner. The 
tendency for short-term relationships means that sexually active adolescents can 
have several partners before reaching 20 years of age. Although adolescents may 
not have more than one partner during the same time period, younger age at fi rst 
intercourse coupled with older age at fi rst marriage increases the potential for mul-
tiple partners in their lifetime and thus, increases their risk of contracting HIV and 
other STDs (Centers for  Disease Control and Prevention (CDC)  1996  ) . Data from 
the 2003 NRBS revealed that 14.4% of high school students reported having sex 
with four or more partners. The highest rates were among African American and 
Hispanic males (41.7 and 20.5% respectively). 

 The good news is that AIDS and HIV education appear to be readily available in 
schools (Centers for Disease Control and Prevention (CDC)  2004  ) . Overall, 87.9% 
of students reported school-based HIV/AIDS education with the highest rates 
among white males and females (90.3%). A slightly lower percent of African 
American (85.1%) and Hispanic (83.4%) students reported school-based HIV/AIDS 
education. Despite widespread education within the school system, the data from 
the Centers for  Disease Control and Prevention (CDC) and the YRBS suggest that 
complementary educational efforts are necessary to foster protective behaviors such 
as abstinence and condom use. As discussed in the following sections, the family, in 
particular, the mother can play an important role in supporting their adolescents.  
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    5.2   The Emerging Roles of Mothers and Fathers in Family Life 

 Mothers play an important and unique role in the lives of their children. By providing 
care, emotional support, and discipline, they contribute to the future well-being of 
their children (Scott et al.  2007  ) . Much has been written about the role of the mother 
within the family unit and the consequences of the mother’s presence or absence on 
children’s development. Most of the research in this area has addressed consequences 
related to academic, psychosocial, and physical well-being of children. Less is known 
about the role of the mother in specifi c areas, such as her role in educating children 
about health issues, including sexual health. 

 Parsons and Bales  (  1955  )  fi rst differentiated the roles of mothers and fathers. 
They described the traditional role of the mother as one with more expressive 
involvement and less instrumental involvement in the lives of their children (Finley 
et al.  2008 ; Parsons and Bales  1955  ) . Mothers have traditionally been responsible 
for providing physical care for infants and young children, teaching children basic 
self-care skills, protecting children from harm and providing emotional support, 
companionship, and guidance during the school years. Fathers, on the other hand, 
have been more responsible for the instrumental aspects of family life, including 
providing protection, discipline, the economic well-being of the family, and the 
moral, ethical and career development of their children (Finley et al.  2008 ; Parsons 
and Bales  1955  ) . At the time Parsons and Bales presented their ideas over 50 years 
ago, a two-parent family was the norm as was stay-at-home mothers who provided 
the primary care for their children. In the ensuing 50 years, the nature of the family 
has changed. Today, the percent of single-parent families has increased, and most of 
the single-parent households are headed by single or divorced mothers. Regardless 
of family structure, a greater percentage of mothers work outside the home and most 
of their earnings go to support the family. Thus, women are adopting some of the 
instrumental functions originally subscribed to men. These changes mean that 
mothers are assuming more of the economic burden for raising children and assum-
ing a stronger role in disciplining their children. Fathers are more likely to share 
some of the care taking tasks that were once the sole responsibility of mothers. 

 As parental roles are merging with mothers working outside the home and con-
tributing to the fi nancial well-being of the family and fathers becoming more 
involved in expressive activities (Penn State  2008  ) , researchers are questioning 
whether or not the distinction between mothers and fathers’ roles fi rst proposed by 
Parsons and Bales  (  1955  )  still exists. To test this idea, Finley et al.  (  2008  )  conducted 
a retrospective study of college students. They found that the students rated their 
fathers higher on instrumental functions than on expressive functions and rated their 
mothers higher on expressive functions than instrumental functions as would be 
predicted by Parsons and Bales  (  1955  ) . However, when mean scores were com-
pared, mothers were rated higher than fathers on all functions except one instrumen-
tal function that was income. These fi ndings provide support that mothers are taking 
on more instrumental functions within the family. Of interest in this study is that 
mothers and fathers were both rated low on expressive functions related to physical 
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development, sharing activities, and leisure activities. While this fi nding may not be 
surprising given the increased time demands in single and dual earner families, less 
involvement in issues related to physical development has implications for the 
 sexual health of adolescents. 

 In addition to studying parental role functions, researchers have also examined the 
role of the family on children outcomes. Much of this research has demonstrated the 
advantage of children living in two-parent households. Investigators studying families 
uniformly agree that there are benefi ts to the child being raised by both the mother and 
father, because these children tend to consistently have a better sense of well-being than 
those raised in single-parent households (Amato  2005  ) . Children raised in two-parent 
families are less likely to be involved in delinquent activities such as carrying weapons; 
engaging in theft, violence, and disorder; and running away (Carlson  2006 ; National 
Fatherhood Initiative  2008  ) . They are also less likely to fail academically and more 
likely to report more favorable psychological adjustment as adults (Carlson  2006  ) . 

 Interestingly, parental characteristics may be as important as family structure in 
predicting children outcomes. In his work, Lerner (National Fatherhood Initiative SM  
2008) found that children raised in two-parent families demonstrated fewer delin-
quent behaviors than children raised in one-parent households or blended families. 
However, when reports of mother and father closeness were considered, the effects 
of family structure diminished. More specifi cally, those who reported greater paren-
tal closeness also reported fewer delinquent behaviors regardless of family struc-
ture. Lerner concluded that parental closeness acts as an intervening variable 
between family structure and delinquent behaviors. Two-parent families provide 
more opportunities for parental closeness, which in turn serves as a protective factor 
against adolescent delinquent behaviors. 

    Kirby and Lepore  (  2007  )  have conducted an extensive study of parent 
 characteristics including parental closeness and its association with child health 
 outcomes. Their work has led to the development of the parent–child connectedness 
(PCC) construct to capture the most infl uential components of the parent’s role in 
promoting adolescent health. They defi ne PCC as “a condition characterized by an 
emotional bond between a parent and a child that is both mutual and sustained over 
time” (Rolleri et al.  2006  ) . The PCC construct is composed of the following 
 components: attachment/bonding, autonomy granting, cohesion, communication, 
support/involvement, maternal/paternal characteristics, monitoring/control, and 
warmth/caring (Lezin et al.  2004  ) . The researchers have outlined the specifi c parent 
behaviors that foster PCC and identifi ed the determinants of these behaviors (Rolleri 
et al.  2006  ) . Two of these concepts, monitoring/control and communication, have 
been studied extensively in regard to adolescent sexual health as discussed below. 

    5.2.1   Mothers’ Infl uence 

 Mothers’ behavior, especially their communication with their adolescents, their 
approval of their adolescents’ behavior, and their monitoring of their adolescents’ 
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behavior, has been associated with their adolescents’ participation in risky 
 behaviors. Compared to fathers and other guardians, mothers were the main  persons 
to discuss sexuality with their adolescents (Miller et al.  1998a,   b ; Romer et al. 
 1999  ) . Mothers’ willingness to talk openly with their adolescents about many 
 topics, including sexuality and sexual risks, was related to the reduction of adoles-
cents’ risky sexual behavior (Dutra et al.  1999 ; Miller et al.  2000  ) . This reduction 
included the adolescents delaying sexual initiation until a later age (Fasula and 
Miller  2006 ; Whitaker and Miller  2000  ) , the adolescents’ tendency to communi-
cate with their sexual partners about sex (Perrino et al.  2000  ) , and the adolescents’ 
participation in fewer sexual activities (Hutchinson et al.  2003  ) . Mothers’ willing-
ness to speak openly was characterized as talking and listening to their adolescents 
without being judgmental (Dutra et al.  1999 ; Miller et al.  2000  ) . 

 In addition, when mothers talked to their adolescents about condom use, their 
adolescents tended to use condoms more consistently (Whitaker and Miller 
 2000  ) . If mothers talked to their adolescents before the adolescents’ sexual 
 initiation, their adolescents were more likely to use a condom during their fi rst 
and subsequent sexual intercourse (Miller et al.  1998a,   b  ) . Similarly, mothers 
talking to their adolescents about sexual risks was associated with the adoles-
cents using condoms at initial sexual intercourse and more consistently (Romer 
et al.  1999  ) , and with more condom use and increased condom use self-effi cacy 
(Hutchinson et al.  2003  ) . Lastly, mothers’ communication with their adolescents 
about sex and condoms was associated with the adolescents not succumbing to 
peer pressure to engage in sex and to not use condoms (Whitaker and Miller 
 2000 ; Romer et al.  1999  ) . 

 Adolescent’s perception of their mother’s disapproval of sex was associated 
with the adolescent participating in fewer sexual activities, including delaying 
sexual initiation (Jaccard et al.  1996,   1998 ; Aronowitz et al.  2005 ; McNeely et al. 
 2002  ) . Additionally, adolescents who were monitored by their mothers tended to 
initiate sexual intercourse at a later age (Romer et al.  1999  ) , especially when they 
perceived that their mothers were monitoring their behavior (Dancy et al.  2006a  ) . 
However, maternal monitoring was not related to adolescents’ condom use (Romer 
et al.  1999  ) .   

    5.3   Innovative HIV-Risk Reduction Interventions 
for Adolescents 

 To enhance adolescents’ HIV-risk reduction behaviors, several researchers have 
 developed innovative HIV-risk reduction interventions for mothers and their adoles-
cents. Family members, including mothers, are important in HIV-risk reduction 
because they can implement social control and provide adolescents HIV-risk reduc-
tion knowledge and skills on a daily basis or during “teachable moments” (Pequegnat 
 2005  ) . The inclusion of parents in health interventions, including HIV/AIDS interven-
tions, has especially been advocated for African American youths (Williams  2003  ) . 
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    5.3.1   A Mother–Adolescent HIV Prevention Program 

 DiIorio et al.  (  2000  )  developed a mother–adolescent HIV prevention program based 
on Bandura’s social cognitive theory (SCT). In this HIV prevention program, 
 adolescents and their mothers attended, over a 14-week period, 72-h sessions: four 
sessions together and three sessions separately (DiIorio et al.  2000,   2006  ) . During 
the four sessions where mothers and their adolescents attended together, facilitators 
covered topics related to HIV transmission and protection, communication, and 
 values. The separate sessions for adolescents focused on peer pressure, sexual 
 decision making, and  consequences of early sexual initiation. The separate sessions 
for mothers focused on adolescent development, reproductive health, including 
 condom and contraceptive use, peer pressure, and communication with adolescents. 
The intervention consisted of  role-plays, games, demonstrations, group discussions, 
videos, and homework  assignments. This intervention was compared to a Life Skills 
Program (LSK) and a 1 hour intervention with a 20 minute video on HIV transmis-
sion and prevention. 

 A randomized cluster trial was used to explore the effectiveness of these three 
HIV-risk reduction interventions. Adolescents ranged in age from 11 to 14 years 
with a mean age of 12.2 years. These adolescents were 98% African Americans and 
60% males, with 90% residing with their biological mothers, and 46% residing with 
their biological, step, or adoptive fathers. Their mothers had a mean age of 38 years, 
and 97% were African Americans, 67% were single, and 56% had completed some 
college. Only 11% of their mothers had less than a high school diploma (DiIorio 
et al.  2006  ) . 

 DiIorio et al.  (  2006  )  results revealed that over the 24-month period, adolescents 
receiving the SCT, the LSK, and the control interventions did not differ in holding 
hands, touching their partners’ genitals, and initiating sexual intercourse. Condom 
use increased for sexually active adolescents at the 6- and 12-month period for the 
LSK, but not for the SCT and the control groups. Knowledge increased for mothers 
and adolescents in the SCT at the 4-month period. Compared to mothers in the 
 control intervention, mothers in the SCT and LSK interventions were more likely to 
talk to their adolescents, intended to talk to their adolescents, and were more 
 comfortable talking to their adolescents about sexual topics.  

    5.3.2   Mother/Daughter HIV-Risk Reduction 

 Dancy  (  2003  )  and Dancy et al.  (  2006b  )  developed the Mother/Daughter HIV-Risk 
Reduction (MDRR) intervention. The MDRR intervention, based on the SCT and 
the theory of reasoned action, consisted of six weekly sessions taught by trained 
mothers. Each session lasted 2 hours. The content covered was sexual development, 
reproductive health, sexually transmitted illnesses, HIV transmission and preven-
tion, assertiveness and decision-making, abstinence, and the correct use of the male 
and female condoms. Teaching strategies included didactic information, games, 
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role-plays, group discussions, modeling, return demonstration, and constructive 
feedback. Over a 12-week period in a group setting, facilitators provided to mothers 
intensive training on the MDRR intervention. The facilitators modeled the presenta-
tion of the MDRR intervention and had mothers select portions of the intervention 
that they would present to their daughters in a group setting. Mothers were required 
to practice in-session and between-sessions to ensure that they were knowledgeable 
about the MDRR content and teaching strategies and were competent in their 
 presentation. Facilitators and other mothers in the group provided mothers with 
constructive feedback. After the 12-week period, mothers implemented the MDRR 
intervention to their daughters with facilitators serving as consultants. 

 Using a longitudinal quasi-experimental comparison group design, Dancy et al. 
 (  2006a,   b  )  determined the effectiveness of the MDRR intervention by comparing it 
to two control interventions. The fi rst control intervention was the health expert 
HIV-risk reduction intervention (HERR) that consisted of the same HIV-risk reduc-
tion content and teaching strategies as the MDRR, but was taught by facilitators and 
not by the girls’ mothers as in the MDRR intervention. The second control group 
was the mother/daughter health promotion (MDHP) intervention. Similar to the 
MDRR intervention, the MDHP intervention was taught by the girl’s mothers. 
However, the content of the MDHP intervention focused on healthy eating and 
physical activity to promote health and prevent obesity-related diseases that are 
prevalent in the African American community, namely hypertension and diabetes. 

 The sample consisted of African American mother/daughter pairs. The adolescent 
girls ranged in age from 11 to 14 years with a mean age of 12.4 years. Their mothers 
ranged in age from 22 to 76 years with a mean age of 40.2 years. The majority of the 
mothers (45%) were single; 31% had less than a 12th grade education; 56% had 
completed 12th grade or received their graduation equivalency diploma (GED); and 
62% had a monthly income of less than $1,100 (Dancy et al.  2006a,   b  ) . 

 At the 2-month posttest, compared to adolescents in MDHP interventions, the 
adolescents in the MDRR and HERR interventions had signifi cantly higher scores 
on HIV transmission knowledge, self-effi cacy to refuse sex, and intention to refuse 
sex. Also adolescents in the MDHP were more likely to be sexually active than the 
adolescents in the MDRR and HERR interventions (Dancy et al.  2006a,   b  ) .  

    5.3.3   Saving Sex for Later 

 O’Donnell et al.  (  2005  )  developed three CDs titled  Saving Sex for Later  based on 
the diffusion of innovation theory and the theory of planned behavior. The CDs 
were designed as a parent education program to increase parents’ self-effi cacy, 
 attitudes, and skills to communicate with their adolescents about sexual topics and 
to promote their adolescents’ sexual abstinence. To provide parents an opportunity 
to view the CDs at a convenient time in the privacy of their homes, parents received 
the CDs via mail one every 10 weeks over a 6-month period. Topics covered in these 
CDs were adolescent development, sexual attraction to the opposite sex, peer 
 pressure, and reasons why adolescents are not ready for sex. 
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 In a randomized experiment, parent–adolescent pairs were randomly assigned to 
either the CD intervention or the no treatment control intervention. The adolescents 
ranged in age from 10 to over 13 years. Eighty-three percent were 10 or 11 years old; 
48% were males; 64% were African Americans; and 90% qualifi ed for the public school 
free lunch program. Eighty-eight percent of the parents were mothers; 66% were African 
Americans; and 66% were 40-years-old or younger (O’Donnell et al.  2005  ) . 

 At the 3-month follow-up, compared to parents in the control intervention, 
 parents in the CD intervention had signifi cantly higher scores on parental infl uence 
on their adolescent’s behavior, communication about sexual topics, and self-effi cacy 
to communicate about sexual topics. Adolescents in the CD intervention had signifi -
cantly higher scores on perceptions of family rules and family support and reported 
fewer episodes of dating, kissing, and holding hands (O’Donnell et al.  2005  ) .  

    5.3.4   Informed Parents and Children Together 

 The Informed Parents and Children Together (ImPACT) intervention was designed 
to reduce adolescent truancy, substance abuse, and sexual risk behaviors through 
promoting adolescents’ parental monitoring and communication behaviors 
(Stanton et al.  2000,   2004  ) . Based on the SCT, the ImPACT intervention is a one-
session 20-min video. It covers parental monitoring behavior of adolescent’s 
behavior, parental communication with adolescent about sex, factual information 
about HIV/AIDS and condom use, sexual risk reduction strategies, and risks 
related to substance use. An interventionist showed the video to the parent and the 
adolescent in their home. After the viewing of the video, the interventionist 
addressed any questions the parent and adolescent had and instructed the parent 
and adolescent to participate in a predetermined role-play. The interventionist 
reiterated the key points of the video and instructed the parent and adolescent to 
repeat the role-play and to incorporate the key points of the video in the role-play. 
The parent and adolescent then practiced putting on and removing a condom and 
the interventionist gave the parent the copy of the video and notes stressing the 
key points (Stanton et al.  2000  ) . 

 Using a randomized, controlled longitudinal research design, the effectiveness of 
the ImPACT intervention was explored. Parent–adolescent pairs were randomly 
assigned to either the ImPACT intervention or the attention control intervention 
(Stanton et al.  2000,   2004  ) . 

 All participating parents and adolescents pairs were African American. Adolescents 
ranged in age from 12 to 16 years (Stanton et al.  2000,   2004  ) . Adolescents had a 
median age of 13.6 years (Stanton et al.  2000  )  and 14 years (Stanton et al.  2004  )  with 
51% (Stanton et al.  2000  )  and 42% being male (Stanton et al.  2004  ) . Approximately 
96% of the parents were mothers; no other parental demographic information was 
provided (Stanton et al.  2000,   2004  ) . 

 At 24 months, compared to the adolescents in the control interventions, the 
 adolescents in the ImPACT intervention had signifi cantly higher self-effi cacy to 
practice low-risk behaviors. However, the adolescents in the control and ImPACT 
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interventions did not differ signifi cantly on school truancy, substance abuse, sexual 
risk behaviors (Stanton et al.  2000  ) , and participation in sexual intercourse (Stanton 
et al.  2004  ) . Additionally, the ImPACT intervention had no effect on increasing the 
use of condom and birth control (Stanton et al.  2004  ) .  

    5.3.5   Chicago HIV Prevention and Mental Health Project 

 Paikoff et al. designed the Chicago HIV Prevention and Adolescent Mental Health 
Project (CHAMP) Family Program (McKay et al.  2000,   2004  ) . CHAMP is a 
12-session group intervention to promote parental communication, support, and 
monitoring and supervision as well as adolescents’ assertiveness and problem-
solving skills. Each session lasted 90 min. Topics included communication tech-
niques, monitoring skills, the development of rules for adolescents, talking to 
adolescents about and preparing them for puberty and adolescents, and factual 
information about HIV/AIDS. Each session began with parents and their adoles-
cents meeting together in a group where the topic for the session was presented. 
Then, a separate adolescent group and a separate parent group were conducted for 
detailed discussion of the topic. These groups were followed by the parent and 
adolescents meeting together again for the last 30 min to practice family activities. 
The 12th session was a  celebration of the completion of the program. 

 A quasi-experimental posttest-only research design was used to compare partici-
pants in the CHAMP Family Program intervention with a comparison group of 
participants residing in the same community. The comparison group was assessed a 
year prior to the administration of the posttest to the CHAMP Family Program 
 participants. This community was predominantly African American and 75% of the 
households were female-headed. Seventy-six percent of the parents in the CHAMP 
Family Program and 90% of the parents in the comparison group reported an annual 
income less than $14,000. In regards to education, 75% of the CHAMP Family 
Program adults and 46% of the comparison group adults had a 12th grade educa-
tion. All adolescents were in the fourth and fi fth grades with approximately 60% 
being female (McKay et al.  2004  ) . 

 Posttest data were collected during the 11th weeks. Compared to the comparison 
group, the parents in the CHAMP Family Program made more decisions, monitored 
their adolescents more, had increased communication with their adolescents, and 
were more comfortable talking to their adolescents about HIV/AIDS and sexuality 
(McKay et al.  2004  ) .  

    5.3.6   Parent–Adolescent Relationship Education Program 

 Lederman et al. developed the Parent–Adolescent Relationship Education (PARE) 
program for parents and their 12–14-year-old adolescents (   Lederman and Mian 
 2003 ; Lederman et al.  2004  ) . The PARE program is designed to reduce the rate of 
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adolescent pregnancy and acquisition of STDs by increasing communication about 
sexuality between parents and their adolescents and by enhancing adolescents’ risk 
reduction behaviors. Based on the social learning theory and the cognitive behav-
ioral theory, the PARE program has four sessions that are taught over the course of 
4 weeks. Each session is two and a half hours with parents and adolescents in 
 separate classes during the fi rst half followed by parents and adolescents together 
in the same class for the last half. The content focuses on adolescent development, 
communication between parents and adolescents with emphasis on effective and 
ineffective communication and communication barriers, risk reduction behavioral 
skills, consequences of risky behaviors, stress reduction, and the development of 
future goals. Teaching strategies include didactic information, behavioral rehearsal, 
and role-playing. 

 Parent–adolescent dyads were randomly assigned to either the PARE program or 
to the attention control group. In addition, another control group of students were 
included who did not receive any intervention. The adolescents ranged in age from 
11 to 15 years with 46% being between 11 and 12 years and 54% between 13 and 
15 years. Fifty-fi ve percent were girls; 38% were Latino; 26% were African 
American; and 26% were Caucasian. No demographic characteristics were given 
for the parents (Lederman et al.  2004  ) . 

 Lederman et al.  (  2004  )  revealed that at 3–6 months after the initiation of the 
 intervention, compared to adolescents in the control groups, adolescents in the par-
ent-involved social learning curriculum had higher intention to delay sex. However, 
there were no differences among the adolescents in the three groups on level of par-
ent–adolescent communication. The researchers also found no relationship between 
parent–child  communication and these three determinants of risky sexual behavior: 
the adolescents’ intention to engage in sex, attitude about risky sexual behavior, and 
perception of parental disapproval of risky sexual behavior.  

    5.3.7   Mothers and Sexual Communication 

 Lefkowitz et al.  (  2000  )  designed an intervention to enhance mothers’ communication 
skills with their adolescents (Lefkowitz et al.  2000  ) . The intervention consisted of two 
communication training sessions conducted in a group setting 1 week apart. The fi rst 
session focused on communication related to confl ict whereas the second session 
focused on communication related to sexuality and dating. In both sessions, the group 
facilitator stressed good communication techniques, such as, using open-ended and 
probing questions, listening more and talking less, providing the adolescent with ample 
opportunity to present his/her opinion, being supportive, and making every attempt not 
to lecture. During the fi rst session, the mothers listened to two two-minute audiotapes 
of a mother–adolescent conversation. The mothers critiqued these  audiotapes for 
 similarities and differences in communication and then role-played communication 
exercises. Mothers were given a communication techniques handout to use to complete 
the homework assignment, which was to practice the communication techniques before 
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the second session. The second session focused on the communication techniques for 
discussing sexuality and dating. This session ended with a homework assignment to 
discuss sexuality and dating with their adolescents. 

 Mother–adolescent pairs were randomly assigned to the intervention or the delayed 
control group. The age range for the adolescents was 10.7–14.5 years with a mean age 
of 12.5 years for the intervention group and 12.8 years for the delayed control group. 
The mean age for mothers in the intervention group was 41.8 years and 44.0 years for 
the delayed control group mothers. Mothers in the intervention group had a mean of 
15 years of education whereas those in the delayed control groups had a mean of 16.7 
years of education. For both groups, the household income ranged from $10,000 to 
more than $100,000 with a median of $40,000 to $60,000. Half (50%) of the mothers 
were European–American with 18% being Latin American, 15% being African 
American, and 10% being Asian American (Lefkowitz et al.  2000  ) . 

 The results revealed that 7 weeks after session one, compared to mothers in the 
delayed control group, mothers in the intervention group talked less, used more 
open-ended questions, were less judgmental, and communicated about sexuality 
and dating more. The adolescents of mothers in the intervention group, compared to 
those adolescents of mothers in the delayed control group, reported being more 
comfortable talking to their mothers and engaged in more communication with their 
mothers about birth control (Lefkowitz et al.  2000  ) . 

 In summary, the interventions including mothers as agents to promote adoles-
cents’ sexual risk reduction behaviors have used different innovative strategies and 
were successful in enhancing adolescents’ condom use, HIV knowledge, self- 
effi cacy to refuse sex, intention to refuse sex, perception of family rules and  support, 
self-effi cacy to practice low-risk behaviors, comfort in talking with their mothers, 
and communication about birth control with their mothers. The interventions were 
also successful in increasing mothers’ effective communication, intention to 
 communicate, and self-effi cacy to communicate with their adolescents about 
 sexuality. Additionally, the interventions also increased maternal monitoring and 
infl uence on their adolescents’ behavior. However the interventions had no long-
term impact on engaging in sexual intercourse. 

 Innovative strategies used in some of these interventions included the 
enhancement of intentions, behavioral skills, and environmental constraints, 
three components that Fishbein et al.  (  1992  )  advocated as both necessary and 
suffi cient to promote behavioral change (Pequegnat  2005  ) . Intentions are plans 
to behave in a manner that will promote HIV-risk reduction, behavioral skills 
are the actions needed to implement or perform risk reduction behaviors, and 
environmental constraints are the external factors that promote the performance 
of risk reduction behaviors. For adolescents, environmental constraints can 
include parental monitoring and supervision, familial rules and values, parent–
adolescent communication about adolescent issues and concerns, including 
sexuality, and peers and adults in the neighborhoods who sanction risk reduc-
tion behaviors. These components interact reciprocally to promote behavioral 
change. Research is needed to systematically explore the pathway by which 
these components interact to promote behavior for specifi ed populations.   
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    5.4   Translation of Research Findings into Practice 

 Incorporating any one or a combination of these interventions into clinical practice 
would require a systematic organized effort to overcome challenges. These challenges 
include lack of support from facility administrators and from credible clinical leaders; 
inconsistency between the intervention and the facility’s norms, values, and goals; and 
inadequate plans and resources to implement and sustain the intervention (Bradley 
et al.  2004  ) . In addition, the complexity of the intervention is an additional challenge 
(Titler  2007  ) . To overcome these challenges, health care providers will need to secure 
strong support from their administrators and from key clinical leaders. Health care pro-
viders and key clinical leaders will need to thoroughly review the intervention and 
adapt it to their clinical practice as well as implement and evaluate the intervention. It 
is necessary to conduct group discussions about the role of the intervention and about 
the compatibility of the intervention with the facility’s norms, values, and goals. Also 
it is imperative to develop detailed feedback mechanisms for the evaluation of the 
implementation of the intervention.      
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  Abstract   This chapter provides an overview of three perspectives on fatherhood in 
relation to HIV prevention and treatment: an ecological approach, father identity, 
and father involvement. Next, four distinct subgroups are highlighted: (1) HIV-
negative fathers, (2) gay and bisexual fathers, (3) incarcerated fathers, and (4) home-
less fathers. An intervention study for fathers and their children, Responsible, 
Empowered, Aware, Living (REAL) Men is presented to illustrate the importance of 
fathers as effective educators on HIV prevention and sexuality for their sons. Race 
and culture are discussed as key factors to consider as we move forward in under-
standing the role of fathers in relations to HIV/AIDS. The discussion concludes 
with recommendations for future directions.      

 Public health researchers and practitioners have long recognized the importance of 
fathers in the promotion of optimum health and the reduction of health problems 
within families. Nationally and globally, little attention is given to fathers in the con-
text of family-based HIV prevention and treatment (Desmond and Hosegood  2011 ; 
Sherr  2010  ) . Cognizant of the staggering effect which HIV and AIDS continue to 
have on the lives of families, this chapter focuses on fathers affected with, and 
affected by, this menacing health problem. The meaning of father has traditionally 
referred to a male biological parent of a child. The contemporary meaning of father 
should be understood in the context of the dramatic shifts occurring in the socio-
demographic characteristics of families, the growing diversity of fatherhood, and 
varying residential patterns for men in their role as primary care provider to a child. 
The complexities of contemporary fatherhood require thoughtful attention to the 
meaning of family. Worthy of consideration is the NIMH Consortium on Families 
and HIV defi nition of family as a network of mutual commitments (Pequegnat and 
Bray  1997 ; Pequegnat and Szapocznik  2000  ) . This broad defi nition of the family 
captures populations of men who may or may not be biologically related to a child. 

    Chapter 6   
 Fathers and HIV/AIDS: A Missing Factor in 
Developing Interventions But Not in the Lives 
of Their Children       

       Larry   D.   Icard   ,    Colleen   DiLorio   , and    Jay   S.   Fagan      
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    6.1   Scope of the Problem 

 As in the early stages of the pandemic and in industrialized and developing countries, 
HIV infection is predominantly among men (WHO  2008  ) . In the United States, men 
comprise three quarters of the HIV/AIDS diagnosed cases  ( Centers for  Disease 
Control and Prevention (CDC)  2009a  ) , and they comprise 76% of all new cases of 
HIV/AIDS (Centers for Disease Control and Prevention (CDC)  2009b ). Although 
Blacks (13%) and Hispanics (12%) comprise a small portion, of the total population 
in the United States (Centers for Disease Control and Prevention (CDC)  2003  ) , 
Black men constitute 49% of all HIV/AIDS cases. Hispanic American men make up 
18% of all cases (Centers for  Disease Control and Prevention (CDC)  2008  ) . Data 
are currently not available on the number of men with HIV who are also fathers. 
Still, these statistics raise questions concerning the percentage of men living with 
HIV/AIDS today who might be fathers. 

 The survival rates of adult men and adolescent males raise additional concerns 
with regard to fathers with HIV/AIDS. As a result of advances in medical treatment 
after an AIDS diagnosis, life expectancy continues to increase. The survival rate for 
adult men and adolescent males is approximately 90%  ( Centers for  Disease Control 
and Prevention (CDC)  2009a,   b  ) . An increased life expectancy for fathers who are 
now living with HIV/AIDS has enabled them to play an active role as providers and 
care takers for their children. There are, however, mixed blessings from advance-
ments in HIV medical treatment. As people are living longer with the disease, new 
insights about fathers with HIV/AIDS are beginning to emerge. 

 Major concerns in being a long-time survivor of HIV/AIDS are the effects of the 
virus itself, coupled with treatment regiments, on the process of aging. Studies now 
show that HIV/AIDS patients live longer but age faster. Fathers who are long-term 
survivors of HIV and who adequately manage their health are able to carry out their 
parenting responsibilities. However, they may also fi nd that their parenting abilities 
are compromised by the unanticipated negative consequences of their medical 
treatments. 

 Another issue that has implications for fathers is the decreasing age at which 
persons become infected with the virus. About 50% of all new HIV infections occur 
among young people aged 10–24 (WHO  2008  ) . The most recent statistics from the 
Centers for  Disease Control and Prevention (CDC) indicate that young people aged 
13–24 years represent approximately 13% of the cases diagnosed with HIV infec-
tion or AIDS (Centers for  Disease Control and Prevention (CDC)  2007  ) . This age 
trend means that there is likely to be a growing population of adolescent fathers with 
HIV/AIDS. Adolescence is generally thought to be a highly stressful period of 
development and may be particularly challenging when the young father also has a 
chronic disease. 

 The current trend of the AIDS pandemic provides impetus for examining the role 
of fathers in HIV/AIDS prevention and treatment. The fact that three-fourths of 
people living with HIV/AIDS are men suggests that many of these men may be 
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fathers. The shift of the epidemic from white gay men to Blacks and Hispanics raises 
concerns for fathers and the consequences that HIV/AIDS may have on their families. 
The statistics on the increasing rates of HIV among adolescents and young adults has 
implications for fathers in developing prevention and treatment programs.  

    6.2   Fathers as the Focus for Health and HIV/AIDS Research 

 Efforts to understand and apply knowledge about fatherhood generally follow 
one of three approaches. One approach focuses on fatherhood in the ecological 
context of the family (Bradford and Hawkins  2006 ; Crosby et al.  2002 ; Patterson 
et al.  1999  ) . Other scholars approach fatherhood by focusing on father identity 
(Forste et al.  2009 ; Fox and Bruce  2001 ; Jordan-Zachery  2009 ; Olmstead et al. 
 2009 ; Palkovitz and Palm  2009 ; Soliz et al.  2009  ) . A third approach concerns 
father involvement, particularly with regard to children’s developmental outcomes 
(Barber and Thomas  1986 ; Fagan et al.  2009 ; Thornton and Camburn  1987 ; Yang 
et al.  2007  ) . 

    6.2.1   Ecology of Fatherhood 

 A fundamental question being addressed by researchers exploring the ecology of 
fatherhood is: “What are the important contextual factors affecting fathers, and in 
what ways do these factors affect fathers with HIV?” Some of the important contex-
tual variables are: (1) changing gender roles, (2) cultural shifts in what it means to 
be a good father, (3) economic infl uences, (4) changing family structures, (5) home-
lessness, and (6) high rates of incarceration. Bronfenbrenner and Morris  (  1998  )  
suggested that ecological factors include both proximal and distal infl uences, with 
proximal infl uences having greater effect on parenting than distal infl uences. For 
example, the infl uence of relationships within the family (proximal infl uence) may 
have a greater infl uence on fathers’ parenting than does the infl uence of changing 
gender role norms in society (distal infl uence). 

    6.2.1.1   Changing Gender Roles 

 Societal changes in gender roles (distal infl uence) include the large increase in the 
number of women with children in the labor market and changing norms for what it 
means to be a father. Several decades of research show that fathers’ participation in 
childcare is infl uenced by mothers’ employment. Fathers in married or cohabiting 
relationships with the mother are more likely to provide care for their child while 
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the mother is at work and while both parents are at home with the children (Wang 
and Bianchi  2009  ) . As mothers’ work hours and responsibilities increase, fathers 
provide additional hours of care to the child. 

 A shift in what it means to be a “good” father has also taken place in the 
United States. Over the past several decades, good fathering has shifted from 
being a breadwinner and playmate to one’s child to participating in the care and 
nurturance of one’s child (Coltrane  1996  ) . Breadwinning is still important but 
not at the expense of fathers’ participation in direct childcare. Evidence of this 
shift in fathering behavior comes from national time diary studies of fathers’ 
household activities. Data have shown that fathers engaged in approximately 
three times as many hours of childcare activities in 2000 as they did in the 1960s 
(Sayer et al.  2004  ) . 

 The shifts in gender roles and defi nitions of fathering seem to affect many popu-
lations of fathers in the United States. For example, a recent study of nonresidential 
fathers showed signifi cantly higher rates of weekly contact with children among 
nonresidential fathers in 2000 compared with nonresidential fathers in 1976 (Amato 
et al.  2009  ) . These shifts in fathering expectations are also likely to affect fathers 
with HIV (and potentially receiving disability benefi ts) and their abilities to provide 
care and nurturance of one’s child. A father living with HIV and receiving disability 
benefi ts may have more time to spend with his children. Similarly, a father who is 
HIV-negative may have to assume more responsibilities as a nurturer and provider 
if the mother or wife is HIV-positive.  

    6.2.1.2   Gender Distrust 

 Researchers have found high levels of generalized gender distrust in low-income 
populations in the United States (Edlin and Kefalas  2005 ). Recent fi ndings have 
also suggested that gender distrust is closely linked to the decline in marriage among 
low-income populations (Carlson et al.  2004 ). Yet, gender distrust does not seem to 
discourage low-income women from entering other types of unions with men, 
including romantic and cohabiting relationships (Lincoln et al.  2008  ) . Several 
researchers have suggested that gender distrust may lead couples into having many 
short-term cohabiting relationships (Lichter and Qian  2008  ) . Multiple partner rela-
tionships may place low-income couples at higher risk for transmission of the HIV 
virus. They have possible implications also for fathers with HIV attempting to stay 
involved with their children because they have less legal protection. Roy and col-
leagues’  (  2008  )  qualitative research with low-income unmarried, nonresidential 
fathers showed that mothers often want their baby’s father to be involved with the 
child, but only if the father does not have too many problems of his own and can 
provide for his child. The father’s HIV-positive status may result in an increase in 
the mother’s distrust of the father and, therefore, result in the mother restricting the 
father’s access to his children.  
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    6.2.1.3   Economic Infl uences 

 Although cultural shifts in what it means to be a good father have deemphasized 
fathers’ breadwinning (distal infl uence), it is clear that fathers are still expected to 
be good providers to their children (Townsend  2002  ) . Public policy continues to 
place primary emphasis on nonresidential fathers’ fi nancial contributions to the 
children rather than their childcare contributions. What has become clear, however, 
is that fathers contribute a smaller percentage of the total family fi nances than they 
did 30–40 years ago. These economic changes are likely to have several implica-
tions for fathers with HIV/AIDS. A father living with HIV/AIDS is challenged by 
the vigilant adherence to treatment regiments required to manage the chronic inva-
siveness of HIV throughout his body. These demands may have a negative effect on 
the father’s employability and ability to earn a living wage. These fathers may fi nd 
it diffi cult to keep up with child support payments if they are no longer residing with 
the mother and children. There is increasing evidence that regular formal child sup-
port payments are linked to fathers’ visits and time spent with the child. Fathers 
residing with their partners and children may fi nd that they have less infl uence in 
decisions about their children when they are unable to make signifi cant fi nancial 
contributions to the family.  

    6.2.1.4   Household Structure 

 Three major changes in household structure have occurred in the last several decades 
that have implications for fathers with HIV. These include the increase in the num-
ber of children living in single mother households, the increase in the number of 
children living with cohabiting parents, and the increase in the number of nonfamily 
households (Selzter  2000  ) . According to the U.S. Census Bureau, household types 
are arranged into two broad groups: family households and nonfamily households 
(Census  2008  ) . The Census Bureau defi nes a family household as one with at least 
two people, the householder and at minimum, one other person related to the house-
holder by birth, marriage, or adoption. A nonfamily household is a person living 
alone or a householder who is not related by birth, marriage, or adoption to the other 
persons sharing a home (Rawlings  1994  ) . 

 Over the past several years, the proportion of households containing a mother, 
father, and a child under 18 has declined slightly while the number of nonfamily 
households has increased. In terms of population growth, nonfamily households 
contributed about 44% of the growth of total households over the past several 
years (Census  2008  ) . The number of female-headed nonfamily households has 
contributed largely to the growth in nonfamily households; however, male-headed 
nonfamily households are growing slightly faster at a rate of 1.7% annually com-
pared to female-headed nonfamily households with an annual projected growth 
rate of 1.4% a year. The second trend is the increase in the number of children 
living in single mother households. In 1960, 89% of children lived with both 
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biological parents. In 2005, 72% of children lived with both parents. The third 
trend is the growing number of parents who cohabit and either delay or never 
marry each other. It is well established at this time that cohabiting relationships 
have a much higher dissolution rate than their married counterparts (Osborne 
et al.  2007  ) . Together, these trends in household type mean that fewer fathers 
(with or without HIV) reside in the same household with their children and may 
sometimes reside in households with children of their partner.  

    6.2.1.5   Fathering 

 Fathers who are HIV-positive have characteristics and experiences that can infl u-
ence the well-being of their children and other family members. Until recently, 
having HIV meant not conceiving children. Medical advances have reduced the risk 
of men who are HIV-positive passing on the virus to the mother. Fathers who are 
HIV-positive may know their status before conceiving or learn of their status after 
the birth of their child. 

 Medical advances allow HIV-positive men to reduce the risk of HIV transmis-
sion during insemination (Klein et al.  2003  ) . Sperm washing which involves 
 separating the sperm from the seminal fl uid provides one option (van Leeuwen 
et al.  2009  ) . Even though HIV is found in seminal fl uid, it is not found in sperm 
itself. A sample of the washed sperm is tested for HIV and if the test is negative, 
it can then be used for conception through insemination. The procedure for sperm 
washing is costly. 

 Another less costly option for men who have reduced their viral load with 
 antiviral treatment entails tracking ovulation and timing unprotected intercourse to 
occur during the woman’s most fertile period (van Leeuwen et al.  2009  ) . Although 
reducing the viral load to undetectable levels reduces the amount of HIV in the 
semen, HIV may be present (Barreiro et al.  2007  ) . This option consequently pres-
ents a possible risk for HIV infection to the mother. These “safer” alternatives are 
available for a small number of HIV-positive men desiring to father a child. Men 
struggling with the emotional and physical challenges of being HIV-positive and 
having the desire to father children, along with bearing added pressures of poverty 
and the struggle to meet basic needs, may view medical options as unattainable. 
As one HIV-positive man shared in a focus group with HIV-positive men and 
women: “I can’t afford any of that stuff” (Icard et al. unpublished).   

    6.2.2   Father Identity 

 Another approach to understanding fatherhood focuses on father identity. Olmstead 
and colleagues  (  2009  )  explored men’s perceptions of their role as fathers. These 
researchers examined how these self-perceptions are positioned in men’s overall 
sense of self as fathers in a sample of married and divorced, nonresident fathers. 
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Data from 34 fathers who participated in focus group interviews revealed that 
men’s defi nition of self as father is both complex and integrative. Seven fathering 
role identities emerged: (1) provider, (2) teacher, (3) protector, (4) disciplinarian, 
(5) caretaker, (6) supporter, and (7) co-parent. Similarities were found in the fathers’ 
self-perceptions regardless of marital status. Fox and Bruce  (  2001  )  also explored 
the notion of father identify by focusing on role salience and satisfaction. The fi nd-
ings from this study underscored the importance of social psychological variables in 
understanding variations in men’s commitment to their children. Scholars have also 
found that a man whose identity as a father is central to his sense of himself is 
highly predictive of his involvement with his children (Rane and McBride  2000  ) . 

 Researchers have hypothesized that the more a father is embedded in a network 
of relationships that are based on his being a father the more he will be committed 
to his role as a father (Ihinger-Tallman et al.  1993  ) . A father living with HIV/AIDS 
is challenged in managing the negative impact that HIV/AIDS can have on his 
 family. Grodeck  (  2003  )  presents a process that newly diagnosed patients may 
 experience in the fi rst year of diagnosis. The fi rst 10 months are devoted to navigat-
ing through the physical, social, and emotional hurdles in having HIV, including 
overcoming the emotional overload, managing stigma, physical health, nutrition, 
and treatment. The subject of parenting is not addressed until the fi nal stage of the 
process. Although the process described by Grodeck  (  2003  )  is biographical, his 
description provides insights into some of the challenges of living with HIV/AIDS 
for newly diagnosed fathers. Fathers with HIV/AIDS may fi nd themselves margin-
alized from their family at a time when they need them to cope with this life 
 challenge. This can result in a sense of loss of self which can impede a father’s 
responsibilities as a caregiver and provider (Icard and Nurius  1996  ) .  

    6.2.3   Father Involvement 

 Developmental outcome studies can be especially useful in describing the involve-
ment of fathers in the transmission of values, including that of HIV/AIDS education 
and prevention. A number of studies address the relationship between family 
 structures and processes and levels of sexual activity among adolescents. These 
 studies include investigations on the importance of parental factors such as marital 
status, presence of adults in the household, income, quality of parenting and com-
munication, supervision and monitoring, parental closeness, and values in relation to 
children’s sexual development (Jessor et al.  1992 ; Newcomer and Udry  1987 ; Udry 
and Billy  1987 ). Adolescents from single-parent families often initiate sexual inter-
course at earlier ages than those from two-parent families (Santilli et al.  2000 ). Early 
initiation of sexual intercourse has also been linked to educational attainment of 
parents (Santilli et al.  2000 ; Small and Luster  1994 ), low SES (Lammers et al  2000 ), 
and parental divorce/separation (Devine et al.  1993 ). 

 The nature of parent–adolescent relationships, including quality and type of 
 communication, has been associated with early initiation of sexual intercourse 
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(Danziger  1995 ; Inazu and Fox  1980 ). Children reporting initiation of sexual 
 intercourse during teen years often report high levels of confl ict and/or strained 
 relationships with their parents (Longmore et al.  2009 ; Price and Hyde  2009  ) . 
Conversely, adolescents reporting warm and supportive relationships with parents 
and lower levels of family confl ict tended to delay initiation of intercourse 
(Lenciauskiene and Zaborskis  2008 ; Price and Hyde  2009  ) . 

 Other studies that focused on father–child communication revealed interesting 
fi ndings. Lehr and colleagues  (  2005  )  examined predictors of father–child commu-
nication about sexuality among a sample of 155 fathers of adolescent sons. Fathers 
were more likely to talk with sons who were further along in pubertal development. 
Fathers who had more permissive sexual values were more likely to share sexuality 
information with their sons. The study fi ndings also revealed that fathers with 
lower education levels reported more sexuality communication with their sons. 
Additionally, fathers who had more communication with their own fathers about 
sexuality reported more sexuality communications with their sons. Likewise, 
fathers who had more positive outcome expectations (e.g., talking to their sons 
about sex would strengthen their relationship with their sons, prevent their sons 
from engaging in negative health behaviors) were more likely to engage in sexual-
ity communication with their sons. Similar to other studies examining self-effi cacy 
as a determinant of the sexuality communication between parents and children, 
fathers who reported greater self-effi cacy for sexuality communication reported 
more sexuality communications with their sons (Lehr et al.  2005  ) . Kirkman and 
colleagues  (  2002  )  interviewed 32 parents (including mothers and fathers) and 19 
adolescents ages 12–14 with the intention of learning the diffi culties fathers have 
in communicating about sexuality with children. Results revealed that fathers 
experienced diffi culties in sexual communication because they felt that it was the 
mother’s role to talk with children about sex.   

    6.3   Special Populations and Issues 

 This section focuses on subgroups that are particularly salient in discussing the role 
of fathers in the context of HIV and AIDS. We highlight four distinct subgroups: 
(1) HIV-negative fathers, (2) gay and bisexual fathers, (3) incarcerated fathers, and 
(4) homeless fathers. We discuss race and culture as key factors to consider as we 
move forward in understanding the role of fathers in relations to HIV/AIDS. 

    6.3.1   HIV-Negative Fathers 

 Fathers who are HIV-negative are distinct in their roles and responsibilities both viewed 
in the context of having a child with HIV/AIDS and having a wife or spouse who is 
HIV-positive. This relational difference (i.e., one HIV-negative and one HIV-positive 
person in a relationship) is also known as being in a serodiscordant relationship. 
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A more popular term for serodiscordant couples is magnet couples (i.e., one positive, 
one negative viewed synonymously as the polarities of magnets). This raises questions 
regarding the needs of fathers in their roles as providers and caregivers to children and 
adolescents with HIV/AIDS. Additional issues emerge with regard to fathers with 
 signifi cant others and mothers who are HIV-positive and how this impacts their roles 
and responsibilities as caregivers and providers as well as how their partner’s status 
affect their own health and mental health needs.  

    6.3.2   Gay Fathers 

 The number of gay fathers is on the rise and some of these men are seropositive 
themselves and may be adopting seropositive children. The attention to this issue is 
extremely sparse. Only one report to date was located that focused on being a gay 
father living with HIV. In a discussion on his decision to father a child after being 
diagnosed with HIV, Blum  (  2008  )  wrote: 

 I became a father at the age of 40, after having been HIV-positive for more 
than 10 years. My family includes my son, his bisexual mother, and my male 
partner of 7 years, as well as our families and friends. Our son just celebrated his 
second birthday – full of laughter and in love with trucks, balls, and animals. (p. 5)
Blum  (  2008  )  further discusses his father identity in relation to his gay identity. 
He added: 

 Parenthood is one of the greatest achievements of my life. There is always 
 something new, profound, common, thrilling, and, at times, overwhelming. Although 
I am a gay dad, very little of my life is “gay” as I once defi ned it. To me, being “gay” 
meant pursuing cultural and political activities, engaging in an active social life with 
other gay people, and taking adventure-fi lled vacations. Now, the free time neces-
sary to engage in these activities is a thing of the past. When I am not working, I am 
taking care of our son. (p. 7). 

 Because of the gay rights movement fatherhood is now a viable option for gay 
men. The role of gay fathers in the context of HIV treatment, prevention, and care 
is an area greatly in need of attention. As members of family systems, the potential 
for gay fathers to play an important role in reducing the spread of HIV among 
 children and youth are endless. Understanding is needed regarding the role of gay 
fathers as caregivers for children and mothers with HIV/AIDS. Questions arise 
regarding the role that gay fathers play in adopting children. Focusing on the role 
that single and same gender coupled men can play in responding to the need for 
adoptive parents for children orphaned by HIV/AIDS is worthy of attention.  

    6.3.3   Incarcerated Fathers 

 Fathers who are incarcerated are vulnerable both with regard to their children’s, 
their family members’, and their own health (Robertson et al.  2004 ; Royal et al.  2009  ) . 
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Among both state and federal prisoners who are parents with minor children, Blacks 
comprised the largest racial/ethnic group. In state prisons, 49% of parents were 
Black compared to 29% of Whites, and 19% of Hispanics (Mumola  2000 ). Similarly, 
in federal prison, Blacks (44%) are the largest racial/ethnic group among parents, 
followed by Hispanics (30%) and Whites (22%) (Glaze and Maruschak  2008  )    . From 
1991 to 2007, the number of parents incarcerated in state or federal correctional 
facilities increased by 79% while the number of children with an incarcerated 
parent increased by 80% (Glaze and Maruschak  2008  ) . Black children with a parent 
incarcerated in a state or federal correctional facility comprise 6.7% of all minor 
children in the United States compared to 0.9% for White and 2.4% for Hispanics. 
Black children are seven times more likely to have a parent in a state or federal 
prison compared to Whites. Hispanic children are twice as likely to have a parent in 
a state or federal prison compared to Whites. Sixty-three percent of the incarcerated 
fathers are aged 24–34 with 58% of the incarcerated fathers in the age range of 
35–44 (Glaze and Maruschak  2008  ) . As of 2007, 1.6% of state prison inmates and 
0.8% of federal inmates were known to be infected with HIV  ( Maruschak and 
Beavers  2009  ) . 

 The prevalence of HIV among inmates is three times that for the general public. 
The effect of prisoner re-entry on Black families and communities is increasingly 
receiving attention among practitioners, policy makers, and researchers (Gadsen 
and Rethemeyer November 2001). Ex-offender fathers can infl uence their children’s 
behavior, including their risk behavior (particularly their son’s) (Icard et al.  2008  ) . 
Specifi cally of concern is the role that former incarcerated fathers might play in the 
intergenerational transmission of attitudes and norms that may place their children 
at risk of exposure to HIV.  

    6.3.4   Homeless Fathers 

 The limited attention to homeless parents has focused on mothers. The marginality 
of homeless fathers introduces a number of issues that may have a signifi cant effect 
on developing HIV treatment and prevention interventions. This includes such 
issues as HIV-positive fathers’ relationship with their children and the implications 
of these relationships for the health outcomes of fathers and their children. 
Understanding the health consequences for foster children resulting from a deceased 
mother and homeless fathers is also of concern. Little is known about the mental 
and physical health status of HIV/AIDS homeless fathers affected by the relation-
ship between adult children and their homeless fathers. Fathers who are homeless or 
experiencing unstable housing are at high risk of being exposed to HIV. Extreme 
poverty, the pressures of daily survival needs, substance use, and mental illness 
result in homeless men being highly vulnerable to HIV infection (Culhane et al. 
 2001  ) . People who are homeless or experiencing unstable housing are 3–16 times 
more likely to be infected with HIV compared to people with similar sociodemo-
graphic characteristics (Wolitski et al.  2009  ) . Approximately 3.5 million people 
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may experience homelessness in a given year (National Law Center on Homelessness 
and Poverty  2007 ). Approximately 3–10% of all homeless persons are HIV-positive – 
10 times the rate of infection in the general population (Culhane et al.  2004 ). 

 Homeless men who are HIV-positive are more likely to receive inadequate care 
and early death. Representative studies of HIV among homeless and marginally 
housed adults are rare. In addition, estimates of HIV infection and other health 
problems vary dramatically as a function of sampling strategy (Moss et al.  2004 ; 
North and Smith  1993  ) . The limited attention to homeless parents has focused 
largely on mothers. Understanding is needed on homeless father–child relationships 
and the HIV/AIDS health status for both homeless fathers and their children.   

    6.4   Race, Culture, and Poverty 

 In his memoir,  Dreams from My Father , President Obama relates his experience as 
the son of a Black African father, a white American mother, and an Indonesian step-
father (Obama  2008  ) . Obama emphasizes in his autobiographical exposition how 
understanding his racial heritage added to his worldview. The importance of fathers 
transmitting their cultural beliefs and practices to their sons cannot be underesti-
mated in designing interventions to reduce the spread of HIV. In many cultures, 
fathers serve an important function in transmitting attitudes and beliefs about HIV 
sexual risk behavior to their sons (Khan et al  2007  ) . Fathers also can play an impor-
tant role in dissuading their sons from drinking. Using thoughtful consideration of 
how fatherhood is addressed culturally in the context of HIV/AIDS is crucial.  

    6.5   Interventions for Fathers and Their Children 

 Responsible, Empowered, Aware, Living (REAL) Men (Dilorio et al.  2006,   2007  )  
was developed to promote the delay of sexual intercourse, condom use among 
11- to 14-year-old adolescent boys, and communication on sexuality between 
fathers (or father fi gures) and sons. Sites were randomly assigned to the interven-
tion and control groups. Assessments were conducted prior to the intervention 
and at 3-, 6-, and 12-month follow-ups. A total of 277 fathers and their sons com-
pleted baseline assessments. Eighty-seven percent ( n  = 240) completed the three 
follow-up assessments. Most participants were Black (97%), and most fathers 
lived with their sons (70%). 

 The REAL Men program was based on social cognitive theory, which proposes 
that the behaviors a person chooses to perform are based upon a complex interaction 
of personal, environmental, and behavioral factors (Dilorio et al.  2007  ) . Personal 
factors include self-effi cacy, outcome expectations, and performance goals; envi-
ronmental factors include encouragement and support from others. The program 
was structured to include opportunities to view others performing the behavior 
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(i.e., videotapes of fathers talking to sons about sexual topics) and to practice the 
behavior through role-plays. To encourage participation in the sessions, dinner 
was served and small nonmonetary incentives were given to both fathers and sons. 
All participants received 25 dollars for completing each of the four assessments 
(a baseline questionnaire and three follow-up interviews). The intervention, which 
consisted of seven 2-hour sessions for the fathers, was delivered once each week in 
a group format. Fathers attended the fi rst six sessions alone, and fathers and sons 
attended the fi nal session together. All sessions except the fi rst began with a review 
of the previous session, a discussion of the take-home activities, and a review of 
personal goals set by the study participants. Session content was delivered through 
a combination of lectures, discussions, role plays, games, and videotapes. In the 
REAL Men program, fathers were taught skills to communicate with their adoles-
cent sons, to monitor their child’s relationships with peers, and to prevent high-risk 
sexual behavior. Participants were given a participant manual to assist with weekly 
take-home activities and adherence to personal goals set each week. The last session 
included a celebration of the end of the intervention in which fathers and sons 
received certifi cates of completion. 

 Signifi cantly higher rates of sexual abstinence, condom use, and intent-to-delay 
initiation of sexual intercourse were observed among adolescent boys whose fathers 
participated in the intervention. Fathers in the intervention group reported signifi -
cantly more discussions about sexuality and greater intentions to discuss sexuality 
than did control group fathers. Based on the results of mediation analyses, the data 
supported a mediation model that suggests that the effect of the intervention on 
father–son communication was infl uenced by differences in father’s self-effi cacy in 
communicating sexual information to their sons (Dilorio et al.  2006  ) . A mediation 
effect for outcome expectations was weak and could not be validated using addi-
tional tests. The study demonstrated that fathers can serve as an important and effec-
tive educator on HIV prevention and sexuality for their sons.  

    6.6   Challenges for Fathers 

 The role of fathers in the context of HIV/AIDS may be considered a new frontier 
for researchers, practitioners, and policy makers. Although fathers have received 
considerable attention by health professionals and researchers, a paucity of infor-
mation exists on fathers in the context of HIV/AIDS. Two broad issues emerge 
under the subject of fathers and HIV/AIDS. One issue is the role of fathers as 
agents for prevention, treatment, and care of children and youth. Another set of 
issues centers on the HIV prevention and treatment of fathers. 

 Researchers and practitioners have expanded the focus on fathers now to 
include stepfathers, uncles, grandfathers, and nonresidential fathers. There is 
limited attention to men who fulfi ll roles as foster parents, big brothers, and 
friends who perform the functions of fathers. A signifi cant step in addressing this 
challenge is developing an understanding of the parental functions of fatherhood 
in relation to HIV/AIDS. This endeavor can be achieved by developing samples 
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that are more refl ective of the diversity of fatherhood today including stepfather, 
immigrant fathers, and fathers in the military. 

 In the U.S. mothers tend to volunteer more than fathers in health  promotion 
research studies and particularly among racial and ethnic minorities (Icard et al. 
 2003  ) . This pattern of men not volunteering to participate in studies does not appear 
to hold true for HIV prevention studies (Icard et al. unpublished; Jemmott  2009  ) . 
Fathers marginalized by extreme poverty or other predicaments, such as returning 
offenders or homeless men, do volunteer to participate in HIV prevention and clini-
cal trial studies. For some men who are struggling fi nancially, the “compensation” 
received from participating in prevention studies and clinical trials may be a pri-
mary source of income (Icard et al.  2009  ) . For other men, the knowledge and skills 
received through participating in HIV/AIDS prevention programs provides impor-
tant life skills for better problem solving, parenting, family communication, and/or 
stress and anger management. In addition to developing samples refl ective of the 
diversity of fathers, epidemiological and ethnographic studies are needed to  support 
the design of interventions focusing on fathers. 

 Challenges persist in the need to better understand socio-cultural and contextual 
factors affecting father–child relationships (i.e., child’s gender, nonresident fathers, 
father fi gures) (Sherr  2010  ) . These challenges also apply in obtaining a deeper com-
prehension of the social networks of father’s HIV/AIDS attitudes and behaviors and 
the opportunities for the transmission of these attitudes to their children and family 
members. AIDS prevention and treatment programs must consider the role of fathers 
in identifying and targeting at-risk children and youth. Numerous studies show a 
relation between sexual risk behavior among adults and traumatic experiences 
encountered during childhood. Health and social service practitioners should con-
sider the implications for focusing on HIV prevention interventions for children 
subjected to abusive fathers and family violence. Similarly, for children and youth 
living with HIV/AIDS considerations should be given to the role of fathers as a sup-
port and as a harmful agent in the child’s experiences with stigma and disclosure. 

 Clinicians, politicians, and researchers agree that confronting the HIV/AIDS epi-
demic needs to begin at home. Institutional barriers are of concern. Few HIV/AIDS 
service agencies and organizations focus on men and the importance of their role as 
fathers. Staff training is particularly needed in organizations that service fathers 
who are more vulnerable for HIV exposure and poor health. Lastly, a continuum of 
services to vulnerable fathers (including incarcerated men, homeless men, and men 
who are offenders and re-entering their families and communities) should be placed 
as a priority.  

    6.7   Conclusions 

 Reports reveal that Americans’ impressions of HIV/AIDS as a national health prob-
lem have declined drastically over the past 15 years (Singh  2009  ) . Declining public 
interest in HIV/AIDS would be less troublesome if the rates of infection were also 
declining. However, the fact is that not only are new HIV infections higher than 
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expected, a greater number of youth are becoming infected. Additionally, HIV 
infection continues to occur predominantly among men. In this discussion, we have 
highlighted reports from several sources suggesting the importance of fathers in 
developing more effective responses to the HIV/AIDS epidemic. The changing 
demographics of families in the U.S. signal a decline in the traditional  two-parent 
household. Single-headed male households are increasing at a faster rate than sin-
gle- headed female households. There is documented evidence that fathers do play 
a unique role in the socialization of their children. We must examine fatherhood via 
the lenses of diversity in order to add understanding and bring clarity to the concept 
of fatherhood in the prevention, treatment, and care of HIV/AIDS today. 

 This shift requires focusing on race/ethnicity, class, sexual orientation, residency, 
and HIV status. The fi ndings from risk-reduction interventions focusing on fathers 
are promising. The information presented in this discussion underscore the fact that 
fathers can and do play a signifi cant role in confronting    HIV/AIDS.      
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  Abstract   This chapter focuses on three areas. First, it discusses the state of science 
on couple-based modalities to reduce HIV risk and STIs and improve adherence to 
HIV treatment. Second, it discusses the potential advantages of such a modality in 
both HIV prevention and treatment adherence. Third, it highlights the signifi cant 
gaps and limitations of couple-based HIV prevention and treatment and makes sug-
gestions for future directions. Fourth, it examines the status of dissemination 
research and transportability of effective couple-based HIV prevention and treat-
ment to real-world settings. Although advances have been made in HIV prevention 
science, until a short time ago, HIV prevention approaches did not adequately focus 
on couples. Effective couple-based intervention strategies are needed for primary 
prevention for serodiscordant couples, couples who do not know their HIV status, 
or who are both HIV negative but vulnerable. To date, few couple-focused ART 
adherence interventions have been tested; even though it is well established that 
social support is one of the most consistent correlates of adherence across a wide 
range of populations and diseases. So far all couple-based studies have been effi -
cacy trials rather than effectiveness ones. It has yet to be determined whether any of 
the interventions is capable of widespread effectiveness under real-world 
conditions.    

    7.1   Introduction 

 Accumulated research over the past 25 years demonstrates that behavioral inter-
ventions can curb individual HIV sexual risk behaviors in a variety of populations 
(Ehrhardt et al.  2002 ; Jemmott and Jemmott  2000 ; NIMH Multisite HIV Prevention 
Trial  1998 ; O’Leary and Wingood  2000  ) . Studies fi nd signifi cant increases in 
self-reported condom use (Belcher et al.  1998 ; DiClemente and Wingood  1995 ; 
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El-Bassel and Schilling  1992 ; Healthy Living Project Team  2007 ; Jemmott et al. 
 1998 ; Kamb et al.  1998 ; Kelly et al.  1994,   1997 ; Neumann et al.  2002 ; NIMH 
Multisite HIV Prevention Trial  1998  )  and reductions in the self-reported fre-
quency of unprotected sexual acts (Belcher et al.  1998 ; Jemmott et al.  1998,   1999 ; 
Jemmott and Jemmott  1992 ; Kelly et al.  1994,   1997 ; Neumann et al.  2002 ; St. 
Lawrence et al.  1995  )  among people who received HIV risk-reduction interven-
tions, as compared to those in control groups. A number of randomized clinical 
trials (RCTs) have also found that HIV risk-reduction interv   entions lowered the 
incidence of biologically confi rmed STIs (Jemmott and Jemmott  2000 ; Kamb 
et al.  1998 ; Neumann et al.  2002 ; NIMH Multisite HIV Prevention Trial  1998 ; 
Shain et al.  1999  ) . The effi cacy of HIV prevention models has also been supported 
by a number of meta-analyses. These meta-analyses have found that prevention 
works in reducing both HIV and drug risk behaviors, using both biological and 
behavioral markers (Albarracin et al.  2008 ; Exner et al.  1997,   1999 ; Johnson et al. 
 2003,   2006 ; Kalichman et al.  1996 ; Logan et al.  2002 ; Neumann et al.  2002 ; Noar 
et al.  2007 ; Semaan et al.  2002  ) . 

 While there have been calls for developing prevention programs at the couple, 
family, community, and structural levels (   Pequegnat and Stover  2008  ) , a systematic 
review of couple-based behavioral HIV prevention interventions shows that, until 
recently, HIV prevention approaches did not adequately focus on couples (Burton 
et al.  2008  ) , and of the few that did, most did not address relationship contexts, such 
as intimacy, closeness, trust, living together, and dependencies that have been found 
to be linked to HIV risks among women and men in committed relationships. 
Effective couple-based intervention strategies are needed for primary prevention for 
serodiscordant couples, couples who do not know their HIV status, and couples in 
which both are HIV negative but vulnerable to infection (El-Bassel et al.  2005 ; 
Pequegnat  2005 ; Pequegnat and Stover  2008  ) . 

 In this chapter, we focus on heterosexual couple-based prevention and treatment, 
and discuss the effi cacy of such a modality in reducing HIV risks and STIs and 
improving treatment adherence. We point out the potential advantages of this modal-
ity, as well as the gaps and limitations in the science of couple-based HIV preven-
tion and treatment adherence. We then discuss the need for dissemination of effective 
couple-based prevention and treatment to real-world settings, and future directions 
for the advancement of HIV prevention and treatment strategies for couples.  

    7.2   State of Knowledge on Couple-Based HIV Prevention: 
What Do We Know? 

    7.2.1   Voluntary Counseling and Testing for Couples 

 The earliest evidence suggesting the effi cacy of couple-based HIV prevention 
interventions comes from voluntary counseling and HIV testing (VCT) studies 
conducted mainly overseas. Deschamps et al.  (  1991  )  examined whether couple 
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counseling reduced sexual-risk behavior among 475 serodiscordant couples 
participating in a retrospective study from 1988 to 1992, and followed up every 
3 months. At study entry, a physician advised the HIV-infected patients about 
the importance of their informing their seronegative partners about their HIV 
status. Subsequently, a session was held with each couple about the risk of 
unprotected intercourse, to alleviate fears that HIV could be transmitted, and 
condoms were distributed at each visit. The study found that counseling and 
provision of condoms contributed to safer sex practices in 45% of the serodis-
cordant couples. 

 When Allen et al.  (  1992  )  conducted a study of voluntary HIV counseling and 
testing among 1,458 Rwandan women, some of the women asked permission to 
allow their husbands to come and participate in the interviews. At the 2-year follow-
up, HIV-negative women whose partners had participated were 50% less likely to 
seroconvert than were those whose partners had not participated. Allen and her col-
leagues have developed a detailed counseling program for couples that have been 
adopted in Rwanda and Zambia. 

 In one of the fi rst studies designed to evaluate a couple-based VCT in the U.S., 
Padian et al.  (  1993  )  examined behavioral change among 144 HIV serodiscordant 
heterosexual couples who received intensive couple counseling. Couple counseling 
focused on safer sex practices, how to purchase and use condoms, refraining from 
the practice of anal sex with new partners, and choosing abstinence. Sessions 
included role play to build self-esteem and confi dence, and the discussion of social, 
fi nancial, and legal issues associated with HIV infection. About half (49%) of the 
couples reported consistent condom use before the intervention, whereas 88% 
reported consistent condom use at fi rst follow-up; but the increase in condom use 
was not maintained at subsequent follow-ups. 

 In the fi rst multicountry RCT to test the effi cacy of VCT with couples, the 
Voluntary HIV-1 Counseling and Testing Effi cacy Study Group randomly 
assigned 589 couples to receive either a couple-based VCT or a basic health 
information intervention. Couples assigned to the VCT condition were more 
likely to report decreasing unprotected intercourse with each other, but reported 
no difference in frequency of unprotected intercourse with nonenrolled partners. 
The study demonstrates that bringing a couple together to discuss their serostatus 
in a safe environment to negotiate a risk-reduction plan is a strategy that has 
great potential to reduce the high risk for transmission among couples (Coates 
et al.  2000  ) . In a prospective study, Farquhar et al.  (  2004  )  examined the impact 
of partner voluntary counseling and HIV testing involvement on prenatal uptake 
and condom use. The primary aim of this study was to assess the impact of partner 
involvement, and specifically the impact of being counseled as a couple on 
prenatal intervention uptake and condom use. Women attending a Nairobi prena-
tal clinic were encouraged to return with their partners for voluntary HIV-1 coun-
seling and testing and offered individual or couple counseling following the test. 
Among 2,104 women who accepted testing, 308 (15%) had partners who partici-
pated in VCT, of whom 116 (38%) were counseled as a couple. Partner partici-
pation in VCT and couple condom use improved when couples received the 
intervention together. 
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 The AIDS epidemic had been recognized for over 15 years before couple-based 
effi cacy RCTs began to move beyond VCT. Moreover, while there has been improve-
ment in the science of couple-based HIV prevention, the number of studies in the 
fi eld remains limited. Burton et al.  (  2008  )  found that only six clinical trials had been 
published by the time they conducted their review. In this chapter, we review a num-
ber of these studies to highlight the scientifi c advances that have been made, and the 
challenges that have been identifi ed in conducting these studies.  

    7.2.2   Relationship-Based HIV Prevention Programs 

 One of the fi rst RCTs to test the effi cacy of a relationship-based HIV prevention 
intervention was Project Connect, conducted with low-income urban couples in the 
U.S. (El-Bassel et al.  2003a,   2005  ) . This study included 217 couples who reported 
risky sexual behavior with each other or with at least one outside partner. A woman 
was eligible for Project Connect if she was between 18 and 55 years of age and was 
involved in a relationship for at least 6 months. 

 The intervention emphasized relationship contexts, gender roles, communica-
tion, and intimacy, all of which contribute to HIV risk behaviors among couples. 
The intervention consisted of an orientation session and fi ve relationship-based ses-
sions. It combined content related to safer sex practices and prevention of HIV and 
other STIs, as well as joint HIV testing. The intervention emphasized communica-
tions, negotiation, and problem-solving skills. The goal of the intervention’s 
relationship-based approach was to reframe safer sex not as individual “protection,” 
but rather as a way to preserve the relationship and the community, as an act of love, 
commitment, and intimacy. This approach highlights how relationship dynamics 
may be affected by gender roles and expectations. The session content pointed out 
the positive contribution of each participating couple to the future health of their 
partnership, family, and community. Consistent with the U.S. National HIV 
Prevention Plan (Centers for Disease Control and Prevention (CDC)  2001  ) , the 
intervention also directed prevention messages to HIV-positive individuals and 
serodiscordant couples. For example, the intervention emphasized reducing risk for 
any new STIs, including HIV, with a secondary prevention emphasis on HIV-
infected individuals, and educated participants about drug-resistant strains of HIV. 
The intervention addressed the particular susceptibility of HIV-positive individuals 
to infection by other STIs, and the common, incorrect belief that individuals whose 
viral load is undetectable pose no transmission risk to their partners. 

 The intervention also emphasized responsibility for self, for each other as a cou-
ple, for family, and for the community. The intervention focused on a positive future 
orientation (for example, addressing change for preventive health, as opposed to 
past risky behaviors). It also emphasized the importance of individual contributions 
to enhancing the future health of ethnic communities hardest hit by AIDS by 
addressing the adverse effects of HIV in the African American and Latino commu-
nities; and by linking behavior change to commitment to one’s community 
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(DiClemente and Wingood  1995 ; Kelly et al.  1995 ; Schilling et al.  1995 ; Van Der 
Straten et al.  1995  ) . Several steps were employed in order to make the intervention 
in Project Connect congruent with the culture, needs, and worldviews of the com-
munity in which the study was conducted. The community and consumers had con-
siderable opportunities to make their voices heard during the grant preparation and 
conceptualization, research implementation, and dissemination. In order to 
strengthen the cultural congruence and gender specifi city of the intervention, focus 
groups were conducted with several couples from the target setting, and their input 
and voice were incorporated into the design of the intervention components. (For a 
more complete discussion, see Sormanti et al.  2001 ). 

 El-Bassel et al.  (  2003a,   b,   2005  )  found that the HIV prevention intervention pro-
vided to the couples was effi cacious in reducing unprotected sex at both the 3- and 
12-month follow-up assessments. Two major factors may explain the success of the 
intervention. First, the content of the sessions targeted the intimate relationship as 
the focus of change, and defi ned the couple as the agent of change. The relationship 
context received primary emphasis even when a woman received the intervention 
without her partner. All exercises in each session and homework assignments were 
geared toward the woman who was asked to practice the communication, negotia-
tion, and condom skills that she learned in the sessions with her partner. The inter-
vention enabled women and their intimate partners to discuss sexual issues and to 
explore, together, how they could protect themselves from HIV and STIs. 

 Harvey et al.  (  2004  )  develop an intervention focused on young couples but deliv-
ered in a group format. The intervention was delivered in a group modality with 
culturally appropriate counseling. It included facilitated discussions in small groups 
about relationship dynamics affecting sexual risk behavior and choices about contra-
ception, a demonstration of proper use of condoms and assistance for couples in 
selecting a healthy safer-sex strategy that worked for them. Strategies were designed 
to consider the couple’s reproductive intentions and sexual expectations, including 
preventing an unintended pregnancy and having a healthy pregnancy, avoiding or 
controlling triggers leading to unsafe sex, and communicating with partners about 
sexual issues. At the end of each session, participants were given condoms. The 
fi ndings of the study showed that no signifi cant effects on condom use were reported 
at 3 and 6 months. Intervention effects were found at 3 and 6 months on self-effi cacy, 
and effects on health protective communication skills were found at 3 months. 

 Finally, we would like to discuss Project Eban, a recent RCT funded by the 
National Institute of Mental Health (NIMH) that involved four sites across the U.S. 
The project was led by investigators with demonstrated leadership in culturally con-
gruent HIV/STI prevention interventions. It showed powerful intervention effects 
on increasing condom use. The intervention, focusing on a single ethnic group 
(African Americans), was guided by an Afrocentric paradigm (Karenga  1994  ) , and 
concentrated on the within-ethnic group strengths of people of African descent, as 
well as on the beliefs and practices that can shape an individual’s understanding and 
worldview (Kambon  1992  ) . The structure of the intervention promoted the indi-
vidualism essential to self-protection, as well as the collectivism necessary to sup-
port relationship building and peer support for behavior change (Karenga  1988 ; 



158 N. El-Bassel and R.H. Remien

Triandis  1994  ) . It was guided by the well-known paradigm of Nguzo Saba (Karenga 
 1994  ) . Seven principles of Nguzo Saba (unity, self-determination, collective work 
and responsibility, cooperative economics, purpose, creativity, and faith) guide the 
Afrocentric worldview and belief systems of native groups of Africa (Karenga 
 1988  ) . In the context of this study, these seven principles guided the content of the 
intervention, the style of delivery, and the study design. The use of these principles 
sanctions the ethnic matching of facilitators and participants, essential to the peer 
support and modeling needed in a culturally congruent intervention. 

 Nguzo Saba informs HIV prevention guidelines that bring couples, families, and 
communities together. The principles promote respect for traditions, and highlight 
the sociopolitical and racial realities that African-descended people affected by HIV 
continue to face. The intervention consisted of eight weekly 2-h sessions. It included 
four sessions with individual couples and four sessions with groups of three to fi ve 
couples (NIMH Multiside HIV prevention trial group  2008a  ) . Positive outcomes of 
the Eban study demonstrate the success of another culturally congruent adaptation 
of the original Connect intervention, in increasing condom use at 12 months (NIMH 
Multiside HIV prevention trial group  2008b  ) . 

 The only couple-based HIV prevention study for injection drug users (IDUs) that 
has been developed outside of the USA is a HIV/STI risk-reduction intervention for 
IDU couples conducted in Kazak   hstan (Gilbert et al.  2010 ). The study was con-
ducted at a needle exchange program (NEP) site in Shu, Kazakhstan, a small city of 
approximately 34,000 situated along a major drug traffi cking route originating in 
Afghanistan. The study examined the preliminary effects of a couple-based sexual 
risk-reduction intervention (CHSR). This pilot trial demonstrated the feasibility and 
preliminary effects of the CHSR in reducing sexual and drug-related HIV risks. The 
content of all the CHSR sessions was couple based and focused on (1) identifying 
HIV risks encountered by the couple and (2) introducing, modeling, and practicing 
couple communication and problem-solving skills, which both partners could use to 
reduce their transmission risks. Materials and exercises incorporated social cogni-
tive skill-building strategies, including couple sexual communication skills, problem-
solving and assertiveness skills, technical condom use, and syringe disinfection 
skills (Centers for Disease Control and Prevention CDC  2004  ) . As the preferred 
method of reducing injection risks, participants were encouraged to obtain new 
needles from the NEP and not share drug use equipment. Participants were also 
taught problem-solving and assertiveness skills to identify and avoid triggers for 
unsafe sex and injection practices. Other activities included participating in games, 
brainstorming, role playing, and small group discussions to build group cohesion 
and to increase knowledge of HIV/STIs and transmission risks. 

 The CHSR intervention was tailored to the realities of drug-involved couples in 
Kazakhstan. The sessions began and ended with a ritual, such as listening to an inspi-
rational Kazakh song, poem, or quote. At the end of each session, participants were 
asked to set a risk-reduction goal for the week; progress with respect to each goal was 
reviewed at the next session. The content for the fi rst three single-gender groups for 
male and female partners was identical, except for a component that was added to ses-
sions 2 and 3 in the female gender groups, designed to help women anticipate and 
manage negative partner reactions to requests to use condoms or not to share needles. 
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 Participants were signifi cantly more likely to increase condom use and decrease 
unsafe injection acts at the 3-month follow-up. This pilot trial demonstrates the 
preliminary benefi ts for a couple-based approach for reducing sexual and drug-
related HIV risks. The study fi ndings also suggest some preliminary evidence of the 
short-term effects of the CHSR intervention in increasing HIV/STI knowledge, con-
dom negotiation self-effi cacy, and couple’s risk-reduction communication. These 
positive effects suggest that the modifi ed approach of delivering the CHSR inter-
vention using a mixed modality of single-gender group sessions and an individual 
couple session was effective in promoting change in the core mediators of original 
couple-based HIV prevention (El-Bassel et al.  2003b,   2005  ) . 

 Few couple-focused Antiretroviral Therapy (ART) adherence interventions have 
been tested, even though it is well established that social support is one of the most 
consistent correlates of adherence across a wide range of populations and diseases 
(Kaplan et al.  1997  ) .   

    7.3   State of Knowledge on Couple-Based Interventions 
for Adherence to HIV Care and HIV Treatment: 
What Do We Know? 

 Empirical research has identifi ed a variety of predictors and correlates of adherence 
to ART. While adherence to ART is multiply determined and dynamic and its cor-
relates differ among individuals and across time for a given individual (Remien 
et al.  2003  ) , the importance of social support is particularly evident. The amount of 
social support received, satisfaction with that support, and extent of a person’s social 
network are correlated with health status and clinical outcomes in patients with a 
wide range of chronic illnesses (Berkman  1985 ; Brecht et al.  1994 ; Cohen  1988 ; 
DiMatteo and Hays  1981  ) . Social support can be a signifi cant factor in enhancing 
adherence to treatment, leading to better health outcomes (DiMatteo  1994 ; Haynes 
 1976  ) . Greater social support has been associated with higher levels of adherence to 
HIV care and treatment (Catz et al.  2000 ; Glass et al.  2006 ; Gonzalez et al.  2004 ; 
Power et al.  2003  ) . Thus, there are many advantages to a couple-level approach, in 
its capacity for supporting optimal adherence to HIV care and treatment as well as 
for reducing transmission risk behaviors. 

 The Sharing Medical Adherence Responsibilities Together (SMART) Couples 
Study is the fi rst and only couple-based ART adherence intervention to be tested in 
a RCT (Remien et al.  2006  ) . The intervention targeted HIV serodiscordant couples 
to improve medication adherence among HIV-seropositive patients by fostering 
active support from their HIV-seronegative partner. It also addressed sexual trans-
mission concerns within the dyad. In addition to partner support, the intervention 
employed other cognitive behavioral strategies based on Ewart’s Social Action 
Theory (SAT) (Ewart  1991  ) , which emphasizes how social context, in addition to 
individual cognitive and emotional factors, can infl uence healthcare behaviors. 
This trial was designed to test the effi cacy of the intervention implemented in a 
clinical setting. The brief intervention aimed to improve patients’ adherence to 
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HIV/AIDS medical care regimens by fostering the support of their partners. 
The intervention also sought to help couples address issues of sex and intimacy. To 
help translate SAT constructs into specifi c activities within the couple-focused 
intervention curriculum, the investigators consulted the literature on couple distress 
and satisfaction that describes the following critical components of an effective 
dyadic intervention: (1) clarify negative attributions and encourage positive ones, 
(2) increase expressiveness and foster effective communication, (3) create positive 
experiences, (4) develop strategies to protect the couple’s investment in the rela-
tionship, (5) improve problem-solving skills, and (6) increase confl ict management 
skills (Gottman  1993 ; Kurdek  1991 ; Rusbult et al.  1991  ) . Researchers have identi-
fi ed two broad classes of relationship-focused coping: (1) active engagement, which 
involves open discussion and joint decision-making, inquiries into the partner’s 
feelings, and problem solving, and (2) protective buffering, in which concerns are 
hidden, worries are denied, and accommodation is employed to avoid disagree-
ments (Coyne and DeLongis  1986 ; Coyne et al.  1990 ; Coyne and Smith  1991  ) . 
These approaches informed the development of this couple-based intervention. 

 The intervention was individually administered to each couple by a nurse practi-
tioner in an outpatient treatment setting through four 45–60 minutes sessions held 
over 5 weeks. The session content included structured discussions and instruction, as 
well as specifi c problem-solving and couple-communication exercises. Additionally, 
the couple monitored and reviewed the treatment adherence of the HIV-seropositive 
partner over the course of the intervention through the use of the Medication 
Event Monitoring System (MEMS). Key intervention components included edu-
cating about HIV and its treatment, and the importance of adherence to avoid viral 
resistance and maintain health; teaching self-monitoring, including identifying patterns 
of nonadherence; identifying barriers to adherence and developing communication 
and problem-solving strategies to overcome them; improving adherence motivation 
and self-effi cacy by re-framing beliefs and attitudes about treatment; optimizing 
partner support; and building the couple’s confi dence in achieving and maintaining 
improved adherence. Facilitators were trained to provide referrals as needed for the 
couple or for either individual for mental health treatment, substance abuse treat-
ment, sexual risk-reduction counseling, and public assistance. This brief, theoreti-
cally based, dyad-focused behavioral intervention was more effective than usual 
clinic care in improving medication adherence. Involving a signifi cant other in the 
enhancement of support for adherence to ART can benefi t both the individual and 
public health. More couple-based treatment research is needed to affect both treat-
ment adherence and HIV risk.  

    7.4   Potential Advantages of Couple-Based HIV 
Prevention and Treatment 

 A number of advantages have been identifi ed in the literature on couple-based 
approaches to HIV prevention. Bringing couples together sends a message that the 
responsibility for HIV risk reduction is placed on both members of the dyad, and not 
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solely on one person; underscores that both men and women can put the other at risk 
for HIV (El-Bassel et al.  2001  ) ; it provides a supportive environment that may 
enable couples to more safely disclose to each other extra-dyadic sexual relation-
ships, STI histories, injection drug use, or past experiences in abusive relationships 
(El-Bassel et al.  2001  ) ; an environment in which couples can learn communication 
skills and discuss gender differences (how men discuss sex, the meaning of request-
ing and/or refusing the use of condoms, etc.) and gender power imbalances associ-
ated with sexual coercion and the inability to negotiate condom use; and gender 
inequalities in a couple’s needle sharing practices (Basen-Engquist  1992 ; Ehrhardt 
 1994 ; El-Bassel et al.  2001 ; Fisher and Fisher  1992 ; Kelly  1995 ; Nadler and Fisher 
 1992 ; Tanner and Pollack  1988  ) . 

 There are also numerous advantages to bringing couples together in terms of 
improved adherence to HIV care and treatment. Intervening with both members of 
the dyad, rather than just the patient, can produce increased (1) motivation to main-
taining good health; (2) understanding of how medications work to control HIV 
viral load, and of the necessity for very high levels of adherence to the treatment 
regimen to ensure success; (3) commitment to obtain and maintain a steady supply 
of medications, and to provide daily reminders for medication taking; (4) ability to 
identify and resolve ongoing barriers to optimal adherence; (5) propensity to con-
front HIV-related stigma and feelings of isolation which can contribute to treatment 
avoidance; and (6) communications and mutual care-taking behaviors within the 
dyad. Furthermore, in the context of HIV infection, it is important to integrate HIV 
prevention into HIV care whether couples are serodiscordant or concordant-positive 
since, as noted earlier, there is a clear association between viral load control and 
transmission risk. A couple-focused approach has the benefi t of signifi cantly 
improving the health and well-being of the dyad, thus preventing new HIV infection 
and mother-to-child transmission (Remien et al.  2006,   2008  ) .  

    7.5   Gaps and Limitations in HIV Couple-Based Prevention 
and Future Directions 

    7.5.1   Defi nition of a Couple 

 Existing couple-based models vary in their defi nition of a “couple.” Most rely on the 
index participant to identify his or her partner. Several existing models use more 
stringent criteria, such as the length of the relationship and the nature of living 
arrangements. For example, Project Connect used the following criteria. To be con-
sidered a member of a couple, a woman had to (1) be between 18 and 55 years old; 
(2) have a regular, male sexual partner whom she identifi ed as a boyfriend, spouse, 
or lover; (3) be in a long-term relationship, operationalized as involvement with this 
partner for at least the past 6 months, with the intention to stay with him for at least 
1 year; (4) have had at least one episode of unprotected vaginal or anal sex with this 
partner within the past 30 days; (5) have not reported any severe physical or sexual 
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abuse by this partner within the past 6 months, as defi ned by selected questions from 
the Revised Confl ict Tactics Scale (Straus et al.  1996  ) ; and (6) be a patient at one of 
the hospital’s outpatient clinics. Harvey et al.  (  2004  ) , the Eban NIMH multisite 
study, and Project Renaissance (Gilbert et al.  2010 ) all use similar criteria. These 
criteria may limit the ability to generalize from study fi ndings to all couples, and to 
men who have sex with men (MSM).  

    7.5.2   Methodological Challenges 

 Couple-based HIV interventions are still in the early stages of development. Most 
existing couple-based prevention studies remain limited by one or more method-
ological drawbacks, including relatively small sample sizes, lack of a randomized 
control design, and/or lack of biologically confi rmed STIs as an outcome (Burton 
et al.  2008  ) . Thus far, of the existing couple-based models only three studies have 
used biological outcomes (Coates et al.  2000 ; NIMH Multisite HIV/STD Prevention 
Trial for African American Couples Group  2008 ; Gilbert et al.  2010 ). None of the 
currently reported studies with couples have had suffi cient power to examine any 
new incidence of HIV as an outcome.  

    7.5.3   Partner Concurrency as an Outcome 

 Most of the empirically tested, couple-based HIV prevention approaches reviewed 
have not looked at whether these approaches reduce partner concurrency. This is an 
important outcome to consider because partner concurrency increases the HIV risk 
among couples as well as within their social network (Halperin and Epstein  2004  ) . 
It is also not clear whether these existing approaches have any effect on HIV risks 
with other partners outside of the dyad. 

 So far, studies of couple-based HIV prevention have been unable to determine 
the optimal intervention modality. Is the intervention more effective when sessions 
are provided individually to each couple, when sessions are provided to several 
couples in a group, or when they are provided to a small, single-gender group of 
individuals who are in coupled relationships? The HIV couple-based prevention 
approaches reviewed in this chapter have used one or a combination of these modal-
ities. Research on HIV couple-based interventions should tackle these questions. 
Accurate answers would improve the science of couple-based HIV prevention.  

    7.5.4   Focusing on Couple Dynamics 

 Although the existing couple-based studies reviewed in this chapter are designed to 
address the couple dynamics, the majority of these studies did not focus on the 
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couple’s relationship and contexts – such as how gender roles, gender expectations, 
couple communications, and sexual dysfunction within the dyad contributes to HIV 
risks (Burton et al.  2008  ) . In the context of emerging biomedical interventions for 
HIV prevention, such as microbicides and Pre-exposure prophylaxis (PrEP) couple-
based research will be necessary to inform the most effective modes of delivery and 
implementation in real-world settings. 

 Microbicides, which are currently and likely to remain only partially effective in 
reducing transmission risk, need to be used vaginally or rectally prior to (and during) 
sexual intercourse. How they can be used effectively in the context of sexual inter-
course between two people is still in need of research. While it is possible for one 
person, such as the woman, to use the product, early research has shown that partner 
acceptability and participation is necessary for successful and consistent use of such 
products. Thus, utilization of these produces will not be entirely under the control 
of one person, but will need to involve partner cooperation and participation (Abdool 
Karim et al.  2011 ; Grant et al.  2010  ) . 

 PrEP thus far has also been shown to be only partially effective in reducing HIV 
transmission. Research is needed to identify comparative effectiveness of PrEP in 
the HIV-negative partner in the dyad as compared to ART in the HIV-positive part-
ner. Also, how will the couple integrate partially effective tools such as microbi-
cides and PrEP into their sex lives and how might the use of biomedical interventions 
affect the use of condoms and other barrier methods among couples (Abdool Karim 
et al.  2011 , Grant et al.  2010  ) .  

    7.5.5   Couple-Based Theories 

 Most couple-based HIV prevention approaches are guided by individual-based the-
ory, such as social learning and cognitive behavioral theories (Ajzen and Fishbein 
 1980 ; Bandura  1977a,   b ; Bandura and Adams  1977 ; Beck  1975 ; Rosenstock et al. 
 1988  ) . These theories assume that couples are motivated to take protective actions, 
and often overlook many relationship and dyadic factors. Moreover, it is still unclear 
which populations are most responsive to the interventions (moderators), and what 
mechanisms and mediators lead to behavioral change. To advance the science of 
HIV intervention with couples, the most useful theories are those that focus on fi ne-
grained relationship structures and contexts.  

    7.5.6   Couple Data Analytic Approaches 

 Although data from existing prevention and treatment studies were collected 
from the couples, most of the studies reviewed employed individual-data analytical 
approaches. The use of couple-based data would advance HIV prevention and 
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treatment science for this modality and answer questions on the effi cacy of the 
intervention used in the existing studies. More attention should be given to couple-
data analytical techniques.  

    7.5.7   Male Couples 

 Unfortunately, thus far, no HIV prevention intervention targeting male couples has 
been tested, in spite of the fi nding that many MSM are infected by steady partners 
(Sullivan et al.  2009  ) . There are several HIV prevention interventions for MSM that 
have shown effi cacy in reducing transmission risk behaviors among HIV-positive 
and HIV-negative MSM, with mixed results as to whether risk reduction took place 
with steady as opposed to casual partners (Johnson et al.  2005  ) .  

    7.5.8   HIV Drug Risk Reduction with Couples 

 HIV prevention with IDU couples is also limited. Existing couple-based HIV effi -
cacy trials have minimal content in their core components on HIV drug risk reduc-
tion behaviors, such as the proper way to clean syringes, needles, and other drug 
equipment, and HIV risks associated with sharing syringes and other drug parapher-
nalia with main sex partners (Burton et al.  2008  ) . Moreover, couple-based HIV pre-
vention is not an approach commonly used in drug treatment and HIV services for 
IDUs. Bringing IDUs and their regular sexual partners together in an HIV preven-
tion intervention can be an effective strategy to reduce both sexual and drug risk 
behaviors, and to lower HIV transmission.  

    7.5.9   Couple-Focused Adherence to HIV Care and Treatment 

 There is a need for more research on couple-based approaches to improving adher-
ence to HIV care and treatment. Since social support is an important factor in adher-
ence to care, partners of patients with chronic illness can play an important and 
instrumental role in optimizing adherence, as described earlier. As with couple-
based HIV prevention research, gaps remain in our knowledge of optimal interven-
tion modalities for couple-focused interventions to improve adherence. There are 
gaps in research on couples’ relationship dynamics and contexts, such as how gen-
der roles, gender expectations, and a couple’s communications contribute to HIV 
healthcare behaviors. Research is lacking on the specifi c forms of practical support 
that spouses and partners actually offer in support transactions. Research is needed 
on couples in which both members are HIV infected, and on how differences play 
out depending on the individual’s stage of illness, so that interventions can be 
tailored for a wide range of couples.   
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    7.6   Dissemination of HIV Couple-Based Approaches 

 Couple-based approaches are not broadly employed, adopted, and accepted as a 
standard practice in HIV community-based organizations (CBOs), primary health 
care settings, and drug treatment and harm reduction programs. In these settings, 
there is low awareness of the utility and importance of couple-based prevention 
interventions and couple-based adherence/treatment approaches. 

 Most HIV prevention approaches available in these service organizations are 
delivered through individual or group modalities. In many such organizations, cou-
ples are treated separately even if they present together or prefer to be treated 
together, many agencies and CBOs that serve HIV positive individuals, serodiscor-
dant couples, or at-risk couples do not provide any opportunity for the presenting 
individuals to be treated as a couple. 

 Moreover, service providers have limited access to the scientifi c literature on 
couple-based approaches. Evidenced-based approaches tend to be published in 
scholarly articles that may not be readily accessible to service providers; and most 
scientifi c papers primarily describe the outcome of studies, with less emphasis on 
the core components and strategies of interventions, methods of implementation, 
and challenges that providers may face in delivery of the intervention. A lack of this 
information in published papers limits an agency’s ability to successfully adopt 
such models. Overall, there has been little scientifi c focus on the signifi cance of 
couple-based HIV prevention and adherence/treatment, and little movement toward 
the adoption of evidence-based couple approaches. 

 The literature on the transfer of HIV prevention interventions to community-based 
provider settings draws largely on the experiences of the Centers for Disease Control 
and Prevention (CDC) Replicating Effective Programs (REP) (Centers for Disease 
Control and Prevention (CDC)  2006a ; Neumann and Sogolow  2000  )  and Diffusion 
of Effective Behavioral Interventions (DEBI) initiatives  (Centers for Disease Control 
and Prevention (CDC)   2006b  ) . Because of the urgent need for dissemination of effi -
cacious HIV prevention interventions, the DEBI project’s objective was to enhance 
the capacity of CBOs and state and local departments of health to implement effi ca-
cious interventions (Collins et al.  2006  ) . 

 Thus far, Project Connect, described in this chapter, is the fi rst and only couple-
based study recognized by the Centers for Disease Control and Prevention (CDC) in 
its HIV/AIDS Prevention Research Synthesis (PRS) project (Crepaz et al.  2006 ; Des 
Jarlais and Semaan  2002 ; Sogolow et al.  2002  – the largest review of evidence-based 
HIV/STI prevention programming to date) as a best-evidence prevention interven-
tion recommended for widespread dissemination. The Project Connect intervention 
has been packaged with all materials, in a format designed to replicate the manual-
ized version for implementation in community-based settings, and is currently dis-
seminated by a number of CBOs. However, the Eban HIV/STI Prevention Program 
has been submitted to Centers for Disease Control and Prevention (CDC) for 
consideration. 

 To date, there are no DEBI initiatives for behavioral interventions aimed at 
improving adherence to ART, although the Centers for  Disease Control and 
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Prevention (CDC) has a process in place for selection and dissemination of evi-
dence-based HIV treatment adherence interventions (Charania  2010  ) . In order to 
scale up couple-based adherence interventions for wider applicability domestically 
and internationally, it will be important to apply what has been learned from couple-
based interventions to a wider range of dyads. For sexually active couples in which 
one or both members of the dyad is HIV infected, it is important to integrate HIV 
prevention and treatment adherence interventions because reducing viral load is 
benefi cial to the person living with HIV and also reduces the risk of HIV transmis-
sion should one partner be uninfected (Granich et al.  2010  ) . 

 Applying available HIV prevention and treatment approaches to real-world 
settings – and training clinicians to use them – is an important step in making a strong 
public health impact on an epidemic that continues to affect many communities in 
the U.S., particularly the African American and Latino communities. Funding and 
training should look at couple-based dissemination models in real-world settings. 

 Two promising HIV couple-based approaches are currently underway. Two years 
ago, the NIMH funded a study (PI: Susan Witte) to develop the Project Connect 
intervention into an entirely multimedia-based, web-accessible intervention. This is 
the fi rst step in a dissemination plan that includes a technology transfer study that 
will advance the science of HIV prevention dissemination research. This study will test 
whether employing multimedia and Internet-based technology for implementation 
of Project Connect improves adoption outcomes beyond existing technology transfer 
approaches that use a combination of manuals, training, and technical assistance. 
The Multimedia Connect study is a 5-year RCT to compare the effectiveness of dis-
seminating the traditional, manualized package of Project Connect versus a state-
of-the-art, multimedia, Internet-based version of Project Connect to clients at HIV 
CBOs across New York State. The design matches 80 participating HIV CBOs in 
New York State on selected HIV prevention services variables, and then randomly 
assigns, within each of 40 pairs, one agency to receive the multimedia intervention 
and training package (Multimedia) and the other to receive the original, manualized 
Project Connect intervention and training package (Traditional). The second study 
is funded by NIMH (PI: Robert H. Remien) to adapt and pilot test the SMART 
Couples intervention as a social support adherence intervention for patients and 
their “treatment buddies” in Cape Town, South Africa. The study goal was to adapt 
and enhance this effective social-support adherence intervention into a multimedia 
format that is applicable to a wide range of patients receiving ART in a South 
African clinic setting. Using a community-based participatory research methodol-
ogy and Ewart’s Social Action Theory (Ewart  1991  ) , the study team is adapting the 
SMART described curriculum for South African adult men and women and treat-
ment support partners (SMART + SA). Collaborators in this development process 
include nurses, physicians, psychologists, HIV counselors, and patients receiving 
HIV services in the participating clinics, as well as the local and provincial 
Departments of Health. 

 HIV prevention and treatment fi elds need to pay more attention to dissemination 
research and ensure that the effi cacious couple-based interventions are adopted in 
real-world settings. This requires funding for dissemination research and training 
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for service providers in couple-based approaches, as well as interventions. 
Dissemination of couple-based interventions in real-world settings also requires a 
paradigm shift in the way services, prevention, and treatments are delivered; such 
a shift must ensure easy access to evidence-based HIV couple models.  

    7.7   Summary and Conclusion 

 This chapter underscores the importance of couple-based approaches to HIV 
prevention and care. Compared to individual and group-level HIV interventions, 
couple-based HIV interventions are in nascent stages of development in the USA 
and internationally. The advantages of couple-based approaches are evident. They 
can reduce drug and sexual behaviors that drive transmission of HIV and improve 
adherence to ART that, in turn, can decrease the risks of transmission. However, 
there remains a need for more research on couple-based approaches, especially for 
drug users and MSM, as well as for seroconcordant-positive couples. Effective 
couple-based HIV prevention strategies are needed for primary prevention for sero-
discordant couples, couples who do not know their HIV status, or who are both HIV 
negative; in other words, all couples in which HIV transmission is possible, espe-
cially for those whose behaviors place them at high risk for HIV (El-Bassel et al. 
 2005  ) . In this chapter, we have presented a number of the advantages that accrue 
from using a couple-based modality as well as a number of gaps. 

 The science of couple-based research can be advanced by addressing the gaps 
and challenges discussed in this chapter, in particular biological outcomes and the 
impact of couple-based interventions on concurrent sexual relationships. More 
attention and resources must be given to the dissemination of evidence-based, couple-
focused prevention and treatment research into real-world settings. All couple-based 
studies have been effi cacy trials rather than effectiveness trials. It has yet to be deter-
mined whether any of the interventions is capable of widespread effectiveness under 
real-world conditions. Advancing the science of couple-based research (e.g., effi -
cacy, effectiveness, and dissemination) has the potential to reduce HIV acquisition 
and transmission among vulnerable populations. 

 Despite their demonstrated value in reducing risk behaviors and improving 
adherence to HIV medication, couple-based approaches are rarely employed in HIV 
service settings. Reasons for the limited dissemination and scaling up of couple-
based HIV interventions to date may include common ideological preferences of 
staff and administrators for individual or group services; agencies are not structured 
to provide couple services, even if partners present and want to be treated together; 
and there is a lack of access to evidence-based HIV interventions for couples, and 
lack of funding and staff training in couple-based modalities. 

 Expanding the scope of dissemination and scaling up couple-based HIV inter-
ventions will require government and donor commitment for funding dissemination 
and implementation research as well as funding for training providers in couple-
based approaches.      
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  Abstract   This chapter provides an overview of the impact of the HIV/AIDS 
epidemic on vulnerable children and families in sub-Saharan Africa. There is a 
discussion of the terms used to describe HIV-affected vulnerable children. As a 
result of the generalized epidemic and widespread poverty, many children and 
families are in need of services. This chapter covers the research on the impact 
of HIV/AIDS on children and their families in four key areas: (1) care arrange-
ments, (2) educational opportunities, (3) mental health, and (4) HIV risk behav-
iors. This is followed by a review of the emerging literature on services and 
programs. The chapter concludes with a discussion of the shortcomings of the 
research and what has been learned from the studies and programs to date.      

    8.1   Introduction 

 This chapter provides an overview of the impact of the HIVAIDS epidemic on 
vulnerable children and families in sub-Saharan Africa. There is a discussion of the 
terms used to describe HIV-affected vulnerable children. The impact of HIV/AIDS 
on children and their parents and caregivers is described followed by a review of the 
emerging literature on services and programs. The chapter concludes with a discus-
sion of the limitations in the current research and the status of the research fi eld.  

    8.2   Epidemiological HIV/AIDS Data for Children 
and Their Families 

 In 2007, 1.9 million individuals were newly infected with HIV in sub-Saharan 
Africa, bringing the total to 22 million people living with HIV in this region 
(UNAIDS  2008  ) . This represents over two-thirds of the individuals living with 
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HIV in the world. The epidemic has exacted a devastating toll on the health and 
well-being of millions resulting in increased morbidity and mortality rates 
(Andrews et al.  2006  ) . Fifteen million people have died from HIV/AIDS since the 
beginning of the pandemic (UNAIDS  2008  ) , resulting in diminished levels of pro-
ductivity and declining national revenues (Barnett et al.  2001 ; Zuniga et al. 
 2008  ) . 

 Adolescents and young adults represent t   he most vulnerable group of individu-
als for HIV infection. In 2007, 45% of all new infections were among those 
between the ages of 15 and 24 years old (UNAIDS  2008  ) . In sub-Saharan Africa, 
3.3 million youth are currently living with HIV, 76% of who are women. Unlike 
other areas of the world, young women are 2–4.5 times more likely to be HIV 
seropositive than young men in sub-Saharan Africa (UNAIDS  2008  ) . Additionally, 
HIV/AIDS is the leading cause of death among adolescents and young adults 
(15–29 years old) and life expectancy gains have been reversed (Newell et al. 
 2004 ; Nicoll and Gill  1999  ) . 

 The epidemic has subsequently had a tremendous impact on children and 
families. Deaths of parents have resulted in millions of orphans and there has 
been an increase in the number of children seeking health care services (Dowdney 
 2000 ;Walraven et al.  1996  ) . The rate of orphans appears to be on the rise, espe-
cially in Eastern and Southern Africa (Bicego et al.  2003 ; Watts et al.  2005  ) . In 
this region alone, 43 million children have lost one or both of their parents, with 
over 12 million children having lost a parent due to HIV/AIDS (UNAIDS  2006  ) . 
This translates to one out of every nine children having lost a parent in this 
region (Monasch and Boerma  2004  ) . In some countries, there are higher num-
bers of orphans in rural areas (Botswana: Arnab and Serumanga-Zake  2006  ) , 
while in other countries, the difference is not that striking (South Africa: 
UNICEF 2003). 

 Because of the lag time between infection and illness, the number of orphans is 
expected to increase (Levine et al.  2005  ) . The percentage of children who have been 
orphaned increases with age (Monasch and Boerma  2004 ; Watts et al.  2005  ) . In a 
study across sub-Saharan countries, which only included children orphaned under 
the age of 15, approximately 15% of the orphans were between birth and 4 years of 
age, 35% were between 5 and 9 years, and 50% fell in the 10–14-year-old age range 
(Monasch and Boerma  2004  ) . Paternal orphans have been more prevalent than 
maternal orphans or double orphans (Bicego et al.  2003 ; Watts et al.  2005 ; Monasch 
and Boerma  2004  ) . 

 In sub-Saharan Africa, fi ve million children are living with a HIV-infected, chron-
ically ill family member (UNICEF  2006  )  which places children at risk because they 
assume the caretaker role and, later, they become orphans. Millions of children have 
experienced the death of an adult family member or live in communities that have 
been hard hit by the epidemic resulting in fewer economic and social opportunities 
(Greener  2004 ; Mishra and Assche  2008  ) . For adolescents and young adults, the 
high HIV prevalence rates and lack of parental role models provide a daunting back-
drop to their emerging sexual lives.  
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    8.3   Defi nition of Terms Used to Describe Children 

    8.3.1   Terms Associated with HIV/AIDS and Poverty 

 There is controversy about the terms and defi nitions used to describe vulnerable 
children affected by HIV/AIDS and achieving consensus on defi nitions has been 
diffi cult. The most common defi nition for an orphan is a child under the age of 18 
whose mother or father has died (UNAIDS  2004  ) . This is a change from a prior 
UNAIDS defi nition (UNAIDS and UNICEF 2002) because it increases the upper 
age limit to 18 years of age (UNAIDS  2004  ) . More specifi c terms have been identi-
fi ed, whereby a single orphan is a child who has lost one parent (a maternal orphan 
has lost their mother and a paternal orphan lost their father) and a double orphan has 
lost both parents. When these terms are used to identify children for services, unin-
tended adverse consequences occur, such as the stigmatization of orphans and 
exclusion of other vulnerable children. 

 Because of the generalized epidemic and widespread poverty, many other chil-
dren need services. This has led to the adoption of the term “children affected by 
HIV/AIDS.” This term encompasses children who are infected with HIV, have lost 
a parent to HIV/AIDS, have parents or caregivers infected with HIV, live in a house-
hold that fosters children affected by HIV/AIDS, or live away from their family as 
a result of HIV/AIDS (   UNICEF  2006  ) . While this term broadened the potential 
pool of children that were identifi ed as being vulnerable due to HIV/AIDS and 
needing services, it failed to account for other factors that can contribute to vulner-
ability among children. As a result, the term “highly vulnerable children” has been 
adopted by the U.S. Agency for International Development (USAID) to cover all 
children who are vulnerable and therefore in need have services (USAID  2008  ) .  

    8.3.2   Terms Associated with Biological and Social Orphans 

 Some people who work with children have advocated for terms that differentiate 
between biological and social orphans (Evans  2005 ; Richter and Desmond  2008  ) . 
Biological orphans are children who have lost both parents, while social orphans are 
children whose family is unable to provide for them. However, these defi nitions 
have not yet gained wide acceptance.  

    8.3.3   Terms Associated with Requirements for Services 

 Others have argued that children requiring services should be characterized in terms 
of their needs (Earls et al.  2007  ) . The Joint Learning Initiative on Children and 



176 S. Allison

HIV/AIDS (Irwin et al.  2009 ) has supported this approach and advocates targeting 
children based on need and not simply on whether children have lost a parent due to 
HIV/AIDS. This represents a paradigm shift from individual orphans to highly vul-
nerable children within highly vulnerable families in the context of widespread, 
chronic poverty (Irwin et al.  2009 ). 

 Because of the lack of consensus and the complexity, when discussing a specifi c 
study in this chapter, I have used the term used by the authors.   

    8.4   Impact of HIV/AIDS on Children 

 While awareness about the number of children affected by HIV/AIDS is growing, 
there is still a paucity of data focused on these vulnerable children and their fami-
lies. The HIV epidemic not only affects children’s health but has had an impact on 
four other important domains: (1) care arrangements, (2) educational opportunities, 
(3) mental health, and (4) HIV risk behaviors. The macro effects on the socioeco-
nomic and health of families is not addressed, but for more information on this 
topic, see McNally et al.  (  2006  ) . While the majority of the literature focuses on 
children who have been orphaned, where possible, information on vulnerable chil-
dren has been included. 

    8.4.1   Care Arrangements 

 The majority of children who have been orphaned by HIV/AIDS are being cared 
for by a family member, such as siblings or extended family members (Ankrah 
 1993 ; Foster et al.  1995 ; Freeman and Nkomo  2006a,   b ; Jacobs et al.  2005 ; 
Monasch and Boerma  2004  ) . The majority of children remain with their mother 
if the child’s father is deceased, while extended family members step in if the 
mother dies (Richter and Desmond  2008  ) . Orphans frequently live in households 
headed by a woman (Monasch and Boerma  2004 ; Yamano et al.  2006  ) , an elderly 
person (Foster et al.  1995 ; Howard et al.  2006  ) , and in households where more 
people are dependent on fewer income earners (Ansell and van Blerk  2004 ; 
Ansell and Young  2004 ; Bicego et al.  2003 ; Howard et al.  2006 ; Masmas et al. 
 2004 ; Monasch and Boerma  2004 ; Oleke et al.  2005  ) . Child-headed households 
have generated a lot of concern; while children assume adult roles when the 
parents are ill, the prevalence of child-headed households after the parents die is 
low (Boris et al.  2006 ; Donald and Clacherty  2005 ; Foster et al.  1995 ; Germann 
 2006 ; Howard et al.  2006 ; Jones  2006 ; Monasch and Boerma  2004 ; Thurman 
et al.  2006a  ) . 

 Little is known about how the decision is made to place children in different care 
arrangements when they are orphaned. Cultural norms in some places dictate that 
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children should be placed with paternal or maternal kin; however, these norms 
appear to be changing in areas with high rates of orphans because extended families 
may not be able to absorb any more children (Oleke et al.  2005 ; Jones  2006  ) . When 
possible, family members are preferred over other caregivers (Rotheram-Borus 
et al.  2002 ; Heymann et al.  2007 ; Beard  2005  ) . 

 Among mothers living with HIV in South Africa, 12% could not identify a 
caregiver for their child and described their child’s future as bleak (Freeman and 
Nkomo  2006a,   b  ) . Factors that have been proposed as playing a role in a child’s 
placement include: (1) the child’s HIV status (Freeman and Nkomo  2006a,   b ; 
Townsend and Dawes  2004,   2007  ) ; (2) age (male caregivers were less willing to 
accept younger children; Freeman and Nkomo  2006a,   b  ) ; orphan girls younger 
than six were more likely to be offered foster care (Townsend and Dawes  2004, 
  2007  ) ; (3) gender [caregivers reported more willingness to take in female orphans 
(Townsend and Dawes  2004,   2007  ) ]; (4) additional costs [e.g., school fees 
(Townsend and Dawes  2004 ; Matshalaga and Powell  2002  ) ]; and (5) poverty 
(Howard et al.  2006  ) . These factors may also be changing due to the increasing 
number of orphans and potentially limited number of family caregivers (Nyambedha 
et al.  2003 ).  

    8.4.2   Education 

 Children’s schooling is affected by the HIV/AIDS epidemic in a number of ways, 
but the data on schooling is mixed. The differing results may be partially explained 
by the various indicators used to assess educational outcomes. Some studies focus 
on enrollment in primary or secondary school and on whether the children are at 
the age-appropriate grade level. Even when focusing on enrollment in primary 
school, the results of studies examining the impact of parental illness and death on 
schooling are mixed. While some studies have documented lower school enroll-
ment among orphans, foster children, or children of HIV-infected parents (Mishra 
et al.  2007 ; Urassa et al.  1997  ) , other studies have failed to fi nd signifi cant differ-
ences (Ainsworth et al.  2005 ; Floyd et al.  2007 ; Timaeus and Boler  2007  ) . In a 
large multicountry study, orphans were approximately 13% less likely to attend 
school than nonorphans (Monasch and Boerma  2004  ) . Makame et al.  (  2002  )  also 
found higher rates of children who were out of school among those orphaned by 
HIV/AIDS compared to nonorphans from the same poor community. Among chil-
dren in Tanzania, maternal orphans and children in households that had recently 
experienced an adult death were likely to delay beginning primary school; but 
there was no evidence that they were dropping out of primary school due to their 
orphan status or adult death (Ainsworth et al.  2005  ) . While having a parent who 
was HIV positive did not have an impact on primary school enrollment in Malawi, 
children of HIV-positive parents were less likely to attend secondary school 
(Floyd et al.  2007  ) . 
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 The impact of HIV could reduce a family’s ability to pay for school fees or an 
orphaned child could be left with a caregiver who is less willing to support educa-
tion than their parents would have been (Ainsworth et al.  2005  ) . In a sample of 
200 orphaned girls, Kang et al.  (  2008  )  found that paternal orphans were more 
likely to be out of school than maternal orphans because of lack of funds. 
Additionally, the gender of the parent or caretaker with whom the child is living 
may impact educational outcomes. Better educational outcomes have been found 
for orphans living in a female-headed household (Nyamukapa and Gregson  2005  ) , 
an elderly headed household (Oleke et al.  2007  ) , and in households with greater 
access to external resources (Nyamukapa and Gregson et al.  2005 ; Oleke et al. 
 2007  ) . While school enrollment data are mixed, school attendance frequently 
drops immediately prior to and following a parent’s death (Ainsworth et al.  2005 ; 
Evans and Miguel  2007  ) . These results are particularly true for children who lost 
a mother and those with low baseline academic performance (Evans and Miguel 
 2007  ) . Girls sharply reduced their school hours immediately following the death 
of a parent due to the increased household responsibility (Ainsworth et al.  2005  ) . 
Maternal orphans and young women with an infected parent appear to be at 
increased risk for poor educational outcomes when compared to paternal orphans, 
double orphans, or no   norphans (Beegle et al.  2006,   2009 ; Case and Ardington 
 2006 ; Nyamukapa and Gregson  2005  ) . Maternal orphans had 1 year less of school-
ing (Beegle et al.  2009  ) , were less likely to be enrolled in school, had completed 
signifi cantly fewer years of schooling (Case and Ardington  2006  ) , and had lower 
primary school completion rates (Nyamukapa et al.  2003 ; Nyamukapa and 
Gregson  2005  ) . 

 There appear to be several reasons for low levels of primary school completion 
among maternal orphans. If the father is alive, others view him as being responsible 
for his children’s needs but surviving fathers are less committed than surviving 
mothers to securing their children’s education and are more committed to the needs 
of children from subsequent marriages. Means testing procedures applied by gov-
ernment, donor agencies, and NGOs disproportionately exclude children from 
receiving resources if their fathers are still alive (Nyamukapa and Gregson 
 2005 ;Rosenberg et al.  2008  ) . 

 Given the mixed fi ndings on educational outcomes and the fact that the differ-
ences in enrollment rates are small, researchers have begun to explore other factors 
that may be driving differences in school enrollment. Ainsworth and Filmer  (  2006  )  
presented data indicating that the gap between the enrollment rate of poor and rich 
is greater than the gap between orphans and nonorphans. Lloyd and Blanc  (  1996  )  
found that the household resources available to children were associated with school 
enrollment while children with living parents had slightly higher rates of school 
enrollment. Although there are some exceptions, Ainsworth and Filmer  (  2006 , 
p. 1114) conclude that “orphan status in most countries may not be a good targeting 
criterion for ‘traditional’ programs aimed at raising enrollment rates.” However, 
there is consensus that keeping orphans in school is a part of HIV control (Gregson 
et al.  2001  ) .  
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    8.4.3   Mental Health and Well-Being 

 There has been increasing focus and concern regarding the psychological 
 well-being of children who are affected by HIV/AIDS (Foster  2002a ; Omigbodun 
 2008  ) . Children living in areas where there is a high prevalence of HIV/AIDS are 
likely to have experienced multiple stressors and losses as a result of the disease. 
When a child’s parent is ill, a child frequently watches as their parent’s health 
deteriorates. During this time, children can experience a range of emotions, 
including heightened levels of anxiety and depression (Bauman et al.  2006 ; 
Sengendo and Nambi  1997  ) . A staggering two-thirds of children with an ill 
mother had depression scores in the clinically signifi cant range (Bauman et al. 
 2006  ) . Anxiety is expressed by children who are concerned about the family’s 
source of income and concerns about being separated from siblings (Sengendo 
and Nambi  1997  ) . The loss of a parent is typically the focus in research; however, 
losses of other family members, teachers, and other adults in their community 
can have an adverse mental health effect on children. 

    8.4.3.1   Internalizing Disorders 

 Following the death of a parent, children have higher rates of internalizing behavior 
problems, such as depression and anxiety (Atwine et al.  2005 ; Cluver et al.  2007 ; 
Makame et al.  2002 ; Sengendo and Nambi  1997  ) . In a large study of 1,200 youth, 
Cluver and colleagues assessed three groups: (1) children orphaned by HIV/AIDS, 
(2) children orphaned by other causes, and (3) and children who are not orphans in 
South Africa (Cluver et al.  2007,   2008 ; Cluver and Gardner  2006  ) . They found high 
levels of psychopathology across all three groups, with the highest rates for posttrau-
matic stress disorder (PTSD) (50%) and depression (17%), but these rates could not 
be explained by differences in exposure to community and household violence 
(Cluver et al.  2007  ) . Social support, however, was found to moderate this relationship, 
whereby children orphaned by HIV/AIDS with higher levels of social support reported 
lower levels of PTSD symptoms compared to those that perceived their social support 
as low (Cluver et al.  2009  ) . They also compared rates of depression among these three 
groups and found that children who were orphaned due to HIV/AIDS reported the 
highest rates of depression and peer problems when compared to both nonorphaned 
children and children orphaned as a result of other causes. While poverty, stigma, and 
caregiver’s illness are risk factors, receipt of social support and school attendance 
were protective factors (Cluver et al.  2007,   2009 ; Hamra et al.  2006  ) . 

 Makaya et al.  (  2002  )  conducted clinical interviews with 354 Congolese orphans 
and found that 20% were experiencing psychological diffi culties, including depres-
sion, anxiety, irritability (34%), and PTSD (39%). Suicide is a major concern 
because 12% of orphans that were interviewed reported wishing they were dead 
compared to 3% of the nonorphan children (Atwine et al.  2005  ) ; while in another 
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study, 34% of children had contemplated suicide compared to 12% of nonorphans 
(Makame et al.  2002  ) . 

 Stigma and discrimination may compound the emotional distress that many chil-
dren experience (Foster et al.  1997 ). Stigma can contribute to social isolation, bul-
lying, shame, and a lack of opportunity to discuss their loss and access social support 
(Cluver and Gardner  2007 ; Cluver et al.  2009  ) . These fi ndings across multiple stud-
ies on psychological distress refl ect a signifi cant cause for concern when addressing 
the needs of orphans affected by HIV/AIDS.  

    8.4.3.2   Externalizing Disorders 

 Externalizing reactions have also been documented among orphans, such as stealing, 
truancy, aggression, and running away, but these are not as common as internalizing 
behavior problems (Forsyth et al.  1996  ) . Rates of conduct problems and delinquency 
were higher among the children orphaned due to HIV/AIDS when compared to 
those orphaned for other reasons and a group of nonorphans (Cluver et al.  2008  ) .   

    8.4.4   HIV Risk Behaviors 

 Despite increasing access to HIV prevention education and programs in the region, 
levels of HIV knowledge remain low. Only 28% of 10–14 year olds were able to 
identify how to prevent the transmission of HIV (Arnab and Serumanga-Zake  2006  ) . 
Similar to fi ndings from developed countries, parental presence is associated with 
sexual health among adolescents in sub-Saharan Africa. When adolescents are living 
with both parents, they are less likely to have had sex (Ngom et al.  2003 ; Magnani 
et al.  2002 ; Karim et al.  2003  ) , but some studies have found that parental presence 
has a stronger effect on adolescent females (Karim et al.  2003  ) . For this population, 
HIV disease is inextricably associated with having discussions of risky sexual behav-
ior with adults. When adolescent orphans were asked about their preference for com-
munication within the family about HIV, youth reported wanting to have candid 
discussions with adults about parental illness and death. Adults, however, reported 
not feeling prepared to be able to have these discussions (Wood et al.  2006  ) . 

 Orphans have therefore been identifi ed as a population at high risk for HIV infec-
tion (Birdthistle et al.  2008 ; Kang et al.  2008 ; Thurman et al.  2006b  ) . Orphans are 
more likely to report sexual debut at a younger age (Thurman et al.  2006b  ) , to be 
sexually active (Kang et al.  2008  ) , and to have had multiple partners. Higher rates 
of HIV and other STIs as well as pregnancies are also higher among orphans 
(Birdthistle et al.  2008 ; Kang et al.  2008 ; Operario et al.  2007  ) . 

 When the results have been evaluated by orphan type, maternal and double 
orphans appear to be at highest risk for HIV infection (Gregson et al.  2005  ) . Maternal 
orphans have been found to have the highest rates of HIV when compared to other 
adolescent girls (Kang et al.  2008  )  as they are more likely to initiate sex early and 
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to have had multiple partners. Paternal loss has not been found to be related to HIV 
infection or behavioral risk factors (Gregson et al.  2005  ) . 

 Marital status has also been shown to modify the relationship between orphan 
status and HIV risk. Girls who were or had been married were more likely to test 
positive for HIV and HSV-2, but married orphans were not at higher risk for HIV or 
HSV-2 than married nonorphans (Birdthistle et al.  2008  ) . Heightened risk is related 
to reduced educational opportunities and living with an HIV seropositive parent that 
is associated with poorer household circumstances which could result in earlier ini-
tiation of sex and marriage to a man who is much older (Gregson et al.  2005  ) .   

    8.5   Impact on Caregivers 

 The impact of HIV/AIDS issues on caregivers is important to understand because 
they can have a direct impact on the family by the way they cope with the situation. 
The care of orphans is associated with both benefi ts and challenges for the caregiv-
ers. Elder HIV seropositive caregivers have economic, emotional, physical, and 
stresses that unduly impact their well-being (Sssengonzi  2007 ; de Wagt and 
Connolly  2005  ) . In a study of grandparents providing foster care or assisting in the 
care of their grandchildren in Kenya, there were higher rates of stress among older, 
full-time grandparents (Oburu and Palmerus  2003  ) . Many adults are caring for addi-
tional children from multiple families which can involve a signifi cant amount of 
physical, mental, and emotional stress (Howard et al.  2006  ) . 

 Ankrah  (  1993  )  and Sarker et al.  (  2005  )  failed to fi nd any signifi cant diffi culties 
among families caring for orphans. Other studies, however, have documented chal-
lenges of caring for additional children: fi nancial burden (Howard et al.  2006 ; 
Heymann et al.  2007  )  and problems meeting their own children’s needs (Heymann 
et al.  2007  ) . However, Kuo and Operario  (  2009  )  report that there were many inter-
generational families living together to manage the children when the parents 
worked as migrants in other communities. The major impact from parental death on 
these households was the signifi cant reduction in income to support an extended 
family. 

 A number of studies have documented the fi nancial challenges associated with 
providing care to additional children (Miller et al.  2006 ; Freeman and Nkomo 
 2006a,   b ; Jones  2006  ) . Caregivers have also raised concerns about the educational 
needs of the children in their care (Freeman and Nkomo  2006a,   b  ) ; food security 
(Schroeder and Nichola  2005  ) ; diffi culties managing confl icts between work and 
home responsibilities (Heymann et al.  2007  ) ; and less time caring for their own 
children (Heymann et al.  2007  ) . 

 More research is needed to understand how caregivers cope effectively with the 
challenges of caring for orphans and other vulnerable children and enlist commu-
nity support, especially around the issue of food insecurity. Zachariah et al.  (  2006  )  
examined how caregivers utilized sources of community support in Malawi to train 
1,694 orphans in vocational skills and help 900 orphans organize 12 vegetable 
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gardens and three maize farms. This met a twofold need of integrating the orphans 
into the community and providing food to sustain them. A multiple country, com-
munity-based study of 2,205 orphans and vulnerable children (7–17 years old) cor-
roborated the benefi ts of agricultural training and home and community gardens in 
providing suffi cient food for these families (Senefeld et al.  2008  ) . Communities 
have not always provided positive support to families affected by HIV/AIDS; 
stigma has been found to weaken social ties between families and their communi-
ties, leading to marginalization at the exact time when more support is needed 
(International HIV/AIDS Alliance and HelpAge International  2003  ) .  

    8.6   Strategies for Intervening to Support Vulnerable Children 
and Families 

    8.6.1   Targeting the Most Vulnerable Children and Their Families 

 Policy makers and service providers struggle with which children and families will 
receive scarce services. Targeting effective prevention and treatment programs will 
result in benefi cial effects on children and families. In one study, access to antiret-
roviral therapy among adults led to an 81% reduction in mortality in their under 
10-year-old uninfected children and orphanhood was estimated to be reduced by 
93% (Mermin et al.  2008  ) . 

 While orphans and their families are faced with multiple challenges, they are not 
the only children who are at risk for poor developmental outcomes. Programs that only 
target children that have been orphaned are missing large numbers of children who are 
vulnerable, either due to their parent’s illness or other social or economic reasons. 
Resources may then be distributed inappropriately and inequitably (Foster  2006  ) . 

 Targeting vulnerability based on need refl ects a paradigm shift from individual 
orphans to highly vulnerable children within highly vulnerable families in the con-
text of widespread, chronic poverty (Irwin et al. 2009). This is based on fi ndings 
that vulnerability is inextricably tied to poverty. Local community input can help to 
develop context-specifi c criteria for resource distribution (Schenk et al.  2008  ) . 
Characteristics which are associated with children most in need of external support 
are (1) children living with someone chronically ill, (2) children taken in from 
another household, (3) children living with other children who have been taken in 
from another household, and (4) children living in a household headed by someone 
who is female, elderly, or widowed. 

 Having identifi ed the children and families most in need of support, the report 
entitled  Children on the Brink  (UNICEF  2006  )  proposes fi ve core strategies to 
guide the response to those children and families most in need of external support: 
(1) strengthen and support the capacity of families and communities to cope and 
care for their children; (2) mobilize and strengthen community-based responses; 
(3) strengthen the economic capacity of children and adolescents to realize their 
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rights and fulfi ll their basic needs; (4) build on the ability of government to protect 
the most vulnerable children and provide essential services; and (5) raise awareness 
within societies to create a supportive environment for affected children and fami-
lies. Additional reports issued by UNICEF since the Children on the Brink report 
have continued to lay out concrete goals for those working to help children and 
families affected by HIV/AIDS (UNICEF  2010 ).  

    8.6.2   Economic Strengthening 

 Considerable attention has been focused on strategies to improve the economic cir-
cumstances of families. Economic strengthening has been defi ned as “approaches to 
strengthen the capacity of caregivers and communities to address the fi nancial issues 
to ensure vulnerable children are able to access essential services, including safety, 
healthcare, education, and other basic needs” (USAID  2008  p.11). A range of pro-
grams have been developed: (1) cash transfer programs, (2) child support grants, 
and (3) youth savings accounts. 

    8.6.2.1   Cash Transfer Programs 

 Cash transfer programs or income transfers provide support to poor families for a 
range of needs, including food, transportation, education, and health care (Adato 
and Bassett  2008  ) . Transfers can be tied to requirements that the recipients must 
follow such as attending health care appointments and attending school (conditional 
cash transfers, CCT) or they can be provided without any requirements (uncondi-
tional cash transfers, UCT). CCT programs have proven to be effective in reducing 
poverty in the short term and health outcomes by increasing household incomes 
among poor families (Lagarde et al.  2009  ) . They have also increased school enroll-
ment and attendance, especially in middle school. Substantial improvements in 
health and nutrition have been observed in the children enrolled in these programs. 
While most cash transfer programs have been developed in Latin America, there is 
increasing interest in adopting this strategy in sub-Saharan Africa. Because the 
economy in South Africa is the most similar to Latin America, an experiment called 
Scaling Up is currently underway. There are also pilot programs in Malawi (Baird 
et al.  2009 ; Schubert et al.  2007  )  and Zambia (Schubert et al.  2007  )  which are both 
areas with high HIV prevalence. Most of these cash transfer programs have focused 
on health outcomes and the use of health services (Adato and Bassett  2008 ; Lagarde 
et al.  2009  ) , and school enrollment and attendance (de Janvry and Sadoulet  2004 ; 
Schultz  2004  ) . A cash transfer study by The World Bank (Baird et al.  2009  )  found 
that there were strong effects on schooling after 1 year among students who had 
already dropped out of school at baseline as well as for those who were still in 
school. The baseline dropouts tended to be older, more sexually active, and from 
poorer households that are more likely to be female headed. Researchers are 
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 beginning to document more distal outcomes such as sexual  behavior (Baird et al. 
 2009  ) , whereby youth receiving cash transfers reported less sexual activity. 

 A report on children, AIDS, and poverty reviewed over 50 studies and suggested 
that “income transfers as ‘a leading edge’ intervention to rapidly improve outcomes 
for extremely vulnerable children and families” (Irwin et al. 2009). This report 
suggests that cash transfers to women in households improve children’s outcomes. 
A review of cash transfer programs found that even though families were targeted 
on the basis of poverty, 70% of cash transfer programs ended up targeting HIV/
AIDS affected families (Adato and Bassett  2008 ).  

    8.6.2.2   Child Support Grants 

 In order to address the needs of children living in poverty, a number of sub-Saharan 
countries provide child support grants to families in need. One of the largest pro-
grams is in South Africa which is a nonconditional means-tested cash transfer tar-
geted at poor children. The program initially targeted children under 7 years old, but 
this has been periodically raised and now includes all children under the age of 
18 years old (Kibel et al.,  2010 ). Child support grant systems identify a child’s pri-
mary caregiver as the person who has the primary responsibility for the child on a 
daily basis and that person receives the support. In an evaluation of the program, 
36% of all children under the age of seven have had some contact with the child 
support grant system, with no difference in the contact for girls and boys (Case et al. 
 2005  ) . Children for whom the grant is being obtained have parents who are less well 
educated and who are less likely to be employed. Children whose fathers have died 
are signifi cantly more likely to be receiving a grant. While there has not been a 
controlled study, an evaluation did fi nd that school enrollment among 6 and 7 years 
old children was higher for those who had received a grant. An added benefi t of 
these programs is the likelihood that more adults are willing to take in an orphan if 
there is assistance to the family and nondirect fi nancial assistance, such as paying 
for the child’s education and providing for a trained person to assist in care, were 
included (   Freeman and Nkomo  2006a,   b  ) . However, 28% of best friends, 29% of 
strangers, 15% of fathers, and 17% of grandparents said they would decline to take 
children if they were HIV positive.  

    8.6.2.3   Children Savings Accounts 

 Asset theory predicts that an orphaned adolescent who does not believe that there 
will be family funds to support postprimary education is more likely to experience 
high levels of depression, academic diffi culties, drop out of school, and experience 
negative health consequences (Zhan and Sherraden  2003 ; Sherraden  1990  ) . If fami-
lies and children can be provided with the economic means, children’s expectations 
for the future and their well-being lead to continued schooling, and positive health 
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behaviors. Ssewamala et al.  (  2008a,   b  )  implemented a family  centered child savings 
program in rural Uganda for children orphaned by HIV/AIDS. A study of 268 ado-
lescent orphans who were on average 13.7 years old; were paternal (41%), maternal 
(19%), and double orphans (40%) (Ssewamala et al.  2009  ) ; and were in their last 
year of primary school in Uganda. The intervention consisted of three components: 
(1) workshops that focused on asset building and future planning, (2) a mentor that 
the child met with monthly who provide guidance on life choices and avoiding risk 
situations, and (3) a child savings account to pay for postprimary schooling or a 
small family business (Ssewamala and Ismayilova  2009  ) . Children saved an average 
of $8.85 per month and when compared to a matched control group, the children 
with the savings account had higher rates of educational plans and improved HIV 
prevention attitudes. 

 Adolescents who had participated in the economic empowerment program had 
signifi cantly better self-esteem and health measures than the control group. Girls 
reported greater increases in self-esteem than boys and self-esteem was positively 
related to better health functioning. Of note is the fact that adolescents with increased 
self-esteem were more likely to report that they intended to practice safer sexual 
behaviors. 

 Benefi ts from savings programs generalize to other areas of family well-being. 
A study conducted in Kenya (Taoka et al.  2008  )  of 228 orphans and vulnerable 
children demonstrated that those with a head of household (95% of whom were 
women) involved in saving and loans associations (SLAs) had more diverse diets, 
ate more regularly, and had better nutritional status than those from a household 
with a head not involved in SLAs. These households had signifi cantly higher 
 agricultural productivity and income generating activities after 2 years.   

    8.6.3   Mental Health Services/Psychosocial Support Services 

 Access to mental health services was found to benefi t orphans (Atwine et al. 
 2005 ). A study conducted in Benin (Odjo et al.  2008  )  from 2005 to 2007 with 91 
children (51% female, aged 5 months to 15 years) found that psychological disor-
ders were successfully treated after 2 months of ongoing psychological care pro-
vided to the children and their parents or caregivers. Children with diagnosed 
psychological problems were treated weekly until the child was stable. This 
 psychological care was integrated into an overall program for HIV exposed or 
infected children that provided clinical, social, nutritional, education, and pediat-
ric community-based care. 

 However, there are not enough trained individuals to deliver mental health ser-
vices to all the vulnerable families that could benefi t from them. Other strategies 
for delivering mental health services need to be explored. Some health care provid-
ers have argued that a good strategy would be to integrate mental health care into 
the primary care structure and this might enhance the delivery of mental health 
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services (Pillay and Lockhat  1997  ) . Kayombo et al.  (  2005  )  have suggested another 
way is to collaborate with traditional healers in Tanzania, many of whom they 
found were already providing psychosocial support to orphans in their 
communities. 

 Another potential strategy is to provide psychosocial support through support 
groups (Kumakech et al.  2009  ) . A study of 6,127 children ages 8–14 in four orphan 
and vulnerable children programs in Kenya and Tanzania found that kids’ clubs had 
mixed results in improving children’s psychosocial outcomes (Nyangara et al. 
 2009 ). One successful kids’ club, which met once a month and had a standardized 
curriculum and a supervisor on staff, was associated with the children’s feeling that 
they had adult support, improved pro-social behavior, and experiencing fewer emo-
tional problems. Another study of a school-based peer-group support intervention 
was conducted with 326 AIDS orphans (aged 10–15 years old, 42.6% of whom 
were double orphans) in Uganda (Kumakech et al.  2009  ) . The investigators found 
that when peer-group interventions were supported by teachers and by healthcare 
checkups. The intervention provided twice-weekly peer-group support meetings 
conducted by a trained teacher over the course of 10 weeks and supplemented these 
sessions with monthly healthcare examinations and treatment. At the end of the 
study period, the children in the intervention group had lower scores for anxiety, 
depression, and anger when compared to the control group.  

    8.6.4   Community-Based Interventions 

 Community-based interventions offer broad programs that can impact multiple out-
comes (Foster  2002b  ) . A community development project that incorporated income-
generating activities for women’s cooperatives in Côte d’Ivoire identifi ed 409 
orphans and vulnerable children and their families (Bossou et al.  2008  ) . They 
received school kits and fees, medical care, psychosocial support, and monthly food 
supplements. HIV testing was offered to members of the community. Because mem-
bers of the community perceived this effort as community development rather than 
an HIV/AIDS program, it served to reduce the stigma for HIV-affected families. 
Linking HIV prevention, testing and care with income generation for women may 
increase care and support for orphans and vulnerable children. 

 Another community-oriented program conducted in Kenya (Thurman et al.  2008  )  
with 2,472 orphans and vulnerable children and their caretakers (92% female) 
showed that caretakers who attended antistigma community meetings had more 
positive attitudes towards orphans and vulnerable children than caretakers who did 
not. The caretakers who participated in the community meetings were twice as 
likely (51%) as nonattendees (27%) to have ever been tested for HIV. 

 Unfortunately, a study of 6,127 children ages 8–14 and 4,591 caregivers in 
four programs in Kenya and Tanzania found that services targeting orphans and 
vulnerable children and families affected by HIV/AIDS may also elicit stigma 
(Nyangara  2009 ). Between 22 and 57% of the children experienced jealousy 
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from others in the community because of all the services they received, while 
27–67% of the caregivers experienced even higher stigma. This suggests that 
involving the community in making decisions about allocation of health and wel-
fare services and broadening eligibility based on need might alleviate this nega-
tive backlash. 

 The Young citizens’ Program was initiated in 2003 to evaluate the effectiveness 
of training children and adolescents ages 10–14 to strengthen community approaches 
toward reducing the risks and stigma of HIV/AIDS (Earls et al.  2007  ) . The goal of 
the Young Citizens Program is to promote a range of HIV community mobilizing 
skills and behaviors in adolescents, their families, and their community. In the con-
text of the HIV/AIDS epidemic, children and adolescents have the most to gain in 
achieving HIV-competent communities by taking action to prevent their own 
orphanhood because of AIDS and to promote their own sexual health. 

 A program that trains youth to provide care and support to people living with 
HIV/AIDS in rural Zambia was conducted but no outcome data are available (Esu-
Williams et al.  2006  ) . Youth were trained to provide help with household chores and 
personal care tasks as well as spend time with the individuals’ children to decrease 
their sense of isolation, encourage them to stay in school, and access other needed 
services when necessary. Both the youth and people living with HIV/AIDS expressed 
frustration at not being able to meet the material needs of the families coping with 
HIV/AIDS.  

    8.6.5   Institutions and Orphanages 

 Long-term institutionalization is associated with high costs and separates children 
from their families and communities. Many believe that institutionalized care for 
children is not economically, psychologically, or socially desirable (Drew et al. 
 1998 ; MacLean  2003  ) . However, there have been concerns raised that care provided 
by extended families or in-home foster care will not be suffi cient to care for all of 
the children who are orphaned or are made vulnerable by HIV/AIDS (Foster  2002a, 
  b ; Miller et al.  2006  ) . These concerns have led to the development of other forms of 
care for orphans, such as residential community centers (Jackson and Kerkhoven 
 1995  )  and orphanages (Matshalaga and Powell  2002  ) . In a recent report on residen-
tial care settings, Meintjes et al.  (  2007  )  found that the majority of children living in 
an orphanage had at least one living parent (53%) and over 30% of the children were 
in the orphanage because of parental abuse and neglect. Of the children whose sta-
tus was known, 34% were HIV seropositive. While more data exists on orphanages 
in other parts of the world (Sheridan et al.  2010  ) , there are only a few studies report-
ing on institutional care in sub-Saharan Africa. 

 In an evaluation of the Godfrey’s Children’s Center in Tanzania which is a com-
munity run orphanage, Center orphans were compared with orphans in the 
community and village children living with both parents (Wallis et al.  2010  ) . 
Orphans at the center reported lower rates of depression when compared to orphans 
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in the community and children living with both parents. There were no differences 
between the three groups on other measures of emotional or behavioral functioning. 
Orphans at the center also reported as many social supports as the village children 
and did not report feeling stigmatized or isolated. School attendance was higher 
among the children at the orphanage than orphans in the community. In qualitative 
interviews, center orphans expressed greater optimism and hopefulness. 
Unfortunately, because of a disagreement between the funding NGO and the local 
NGO, the center was closed. 

 Another example is an orphan day care center in Botswana which provides cen-
tralized care to over 355 orphans of ages 2–18 in a safe, supervised environment 
during the workday, relieving the caregiving burden and facilitating their ability to 
work or care for relatives with HIV (Kidman et al.  2007  ) . Older children come to 
the center after school to receive meals, participate in activities, and receive coun-
seling. The family outreach program delivers counseling to children’s caretakers 
during home visits.   

    8.7   Conclusions 

 A number of methodological weaknesses exist in the studies reviewed within this 
chapter. Only a subset of studies used an appropriate comparison or control group. 
Without an appropriate comparison group, it is not prudent to draw conclusions 
about how the risks of highly vulnerable children and their families compare to 
other children within their community. Many of the studies are based on small, 
convenience samples and therefore are not as likely to be representative of the larger 
population of interest. Additionally, there are concerns about generalizing from one 
area within sub-Saharan Africa to another due to the variations in social, cultural, 
and economic circumstances. Lastly, the majority of studies are cross-sectional 
which does not take into account the dynamic nature of development as well as the 
changing impact of the epidemic. 

 Despite the shortcomings in the design and conduct of studies of children and 
their families confronting HIV and the mixed results, there is some convergence of 
the fi ndings in the studies that suggest positive directions. Programs that offer 
microenterprise programs or other economic assistance can be effective in raising 
the goals of orphans and vulnerable children and improving their health and eco-
nomic situation. Providing good medical treatment and therapy for adults can reduce 
the number of orphans and improve the health and education outcomes for orphans 
and vulnerable children. Program that strengthen the fabric of the family and sup-
port family centered economic, mental and physical health, and social support pro-
grams contribute to improved outcomes for these families and their children. 
Community-based programs can improve the status of orphans and vulnerable chil-
dren and their families confronting AIDS and reduce stigma. Given the great need, 
it is vital that effi cacious programs for vulnerable children, some of which were 
discussed in this chapter, be scaled up as quickly as possible.      
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  Abstract   Decades into the HIV epidemic, those impacted by this stigmatizing 
 disease disproportionately reside in urban communities of color. Early HIV preven-
tion efforts experienced a myriad of challenges reaching large numbers of African 
American and Latino youth residing in the most deeply affected communities. Over 
time, it has become increasingly clear that in order to decrease barriers to 
 implementation and increase access and service use, preventative efforts must shift 
focus to include collaboration with families, social networks and communities. 
There have been calls to maximize collaboration between prevention scientists and 
key HIV prevention stakeholders, particularly parents and family members, in order 
to design relevant risk reduction programs for youth living within high risk urban 
contexts. This chapter describes models of collaboration with families in connection 
with their communities which can create sustainable HIV prevention and overall 
health promotion platforms within inner-city community contexts.      

    9.1   Introduction 

    Decades into the HIV epidemic, those impacted by this still life threatening, stigma-
tizing disease disproportionately reside in urban communities of color. HIV is affect-
ing vulnerable inner-city populations, particularly those impacted by high rates of 
poverty, substance abuse, exposure to community and familial violence and stressors 
associated with urban living (Annunziata et al.  2006 ; Beautrais  2001 ; Kotchick et al. 
 2006 ; Samuolis et al.  2005 ; Wild et al.  2004  ) . The African American and Latino 
communities have been disproportionately impacted by these health risks and stres-
sors. For example, although African Americans account for approximately 12% of 
the total US population, they are likely to live in poverty-impacted communities 
within large urban centers, such as New York City, Chicago, Los Angeles, and 
Miami, all with high rates of HIV infection. Thus, it is not surprising that African 
Americans comprise nearly 50% of all newly reported HIV infections (Centers for 
Disease Control and Prevention (CDC)  2009  ) . An additional 18% of new infections 
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are accounted for by Latinos (Centers for Disease Control and Prevention (CDC) 
 2009  ) . Almost one-half of the over 40,000 yearly new HIV infections in the United 
States are among people aged 25 years and younger. Thus, African American and 
Latino youth appear to be most at risk for HIV infection (Centers for Disease Control 
and Prevention (CDC)  2009  ) . 

 Early HIV prevention efforts consisted of largely individual-level interventions. 
Beginning in the late 1990s, the Centers for Disease Control and Prevention (CDC) 
created a compendium of the “fi rst generation” of empirically supported interventions, 
referred to as “Programs that Work” (Centers for Disease Control and Prevention 
(CDC)  2008  ) . Several of these interventions focused on reducing minority youth 
risk taking behaviors. However, even programs with empirical support experienced 
d iffi culty reaching large numbers of youth within urban communities or sustaining 
HIV prevention efforts after research or demonstration funding ended. Barriers to 
implementation of evidence-informed HIV prevention programming focused on 
sexual and drug risk behaviors of youth included the perception by family and com-
munity members that these programs were created by “outsiders” (Dalton  1989 ; 
Stevenson and White  1994  ) . Further, there were insuffi cient community-level 
 supports and resources (Galbraith et al. in press; Kirby et al.  1991  )  necessary for 
widespread dissemination of the program or ongoing sustainability. 

 Thus, it became clear that if youth risks were to be diminished, then preventative 
efforts needed to shift focus away from targeting the individual youth at risk and 
towards their families and social networks, nested within surrounding neighbor-
hoods and communities (Baptiste et al.  2005 ; DeVoe et al.  2005 ; Madison et al. 
 2000  ) . Marshaling family, social network and community-level resources around 
vulnerable urban youth was thought to be a critical, HIV prevention and health 
 promotion strategy as the epidemic progressed into the second decade. Therefore, 
this chapter focuses on models of collaboration with families in connection with 
their communities which can create sustainable HIV prevention and overall health 
promotion platforms within inner-city community contexts.  

    9.2   Collaborative Approaches to Family-Based 
HIV Prevention Research 

 Increasingly, there have been calls to maximize collaboration between prevention 
scientists and key HIV prevention stakeholders, in this case parents and family 
members, in order to design relevant risk reduction programs for youth living within 
high risk urban contexts (Trickett  1998 ; McKay and Paikoff  2007  ) . A range of 
descriptions and defi nitions of participatory or collaborative research have been 
offered (Altman  1995 ; Arnstein  1969 ; Chavis et al.  1983 ; Singer  1993  ) . There is 
agreement on some central themes and core foundational principles of such collab-
orative efforts. For example, on the most basic level, collaborative research has been 
described as “providing direct benefi t to participants either through direct interven-
tion or by using the results to inform action for change” (Israel et al.  1998 ; p. 175). 
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Further, what distinguishes collaborative research efforts is the emphasis on the 
intensive and ongoing participation and infl uence of key stakeholders, in this case 
family members, in creating knowledge (Israel et al.  1998  ) . 

 Collaborative research activities are defi ned by: (1) a recognition that investment 
and development of individuals set within their contexts are important foci of 
research activities; (2) a commitment to build upon existing strengths and resources; 
(3) ongoing attention to involvement of collaborators across all phases of a research 
study; (4) an integration of knowledge and action for mutual benefi t of all; (5) 
a process that actively addresses social inequalities; (6) opportunities for feedback; 
(7) addressing health from both strength and ecological perspectives; and (8) 
 disseminating fi ndings and knowledge gained to a range of audiences, including 
partners, service providers, community-based organizations, as well as to academic 
audiences (Israel et al.  1998 ; pp. 178–179). 

 Although one of the core tenants of collaborative research is the involvement of 
key stakeholders in every aspect of the research process, there have been few 
 systematic attempts to operationalize the choices available to family-centered 
 partnerships throughout a given research study. McKay and colleagues  (  2007  )  have 
identifi ed a range of concrete opportunities to collaborate and conceptualized 
 possible levels of intensity during each research phase of co-creating, co- 
implementing and co-examining family-based HIV prevention approaches based 
upon prior work of Hatch and colleagues  (  1993  ) . 

 For example, collaborative partnerships meant to increase recruitment and reten-
tion in family-focused prevention research projects might develop strategies, such 
as incorporating parents as paid staff or as interviewers or recruiters. Parent HIV 
educators drawn from the target community can fulfi ll liaison roles between youth 
and families in need and prevention programs (Elliott et al.  1998 ; Koroloff et al. 
 1994 ; McCormick et al.  2000  ) . In some cases, community parents can be the fi rst 
contact that a youth or adult caregiver has with a specifi c family-based prevention 
project. The involvement of parent collaborators in these roles has been associated 
with signifi cant increases in involvement by potential families in prior research 
efforts (McCormick et al.  2000 ; 2010; Elliott et al.  1998 ; Koroloff et al.  1994  ) . 
Collaborative partnerships can also focus on facilitating the implementation of 
 family-based prevention approaches. For example, preventative interventions can 
be delivered by “naturally existing community resources,” specifi cally parents 
(Alicea et al. in press; McKay et al.  2000,   2010  ) . 

 In relation to collaborative intensity, Hatch and colleagues  (  1993  )  indicate that 
although additional input is sought as collaborative efforts intensify, key decisions 
regarding who has ultimate control over research questions and decisions regarding 
research methods, procedures and interpretation of study results are critical. At the 
highest level of collaboration, the research partners, representing university and 
families in the community, work together to develop the focus of the research and 
an action agenda. Then, both university and family partners are responsible for 
 pursuing these shared goals. At the most intense level of collaboration, there is true 
partnership between parent collaborators and researchers in shared decision-making 
and recognition of the  specifi c talents of both researchers and parents .  
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    9.3   Vehicles to Achieve High Levels of Collaboration 
with Families 

 One model of achieving high levels of partnership with families around urban youth 
HIV prevention efforts has been the formation of a Collaborative Board (CB), con-
sisting of key stakeholders within a specifi c neighborhood or community. McKay 
and colleagues have previously described the workings of a CB in overseeing a 
number of youth-focused, family-based HIV prevention programs and related 
research activities (see McKay and Paikoff  2007  for complete description). A CB is 
a formalized partnership between key stakeholders in urban communities and child/
family focused researchers. Beginning with initial funding by the National Institute 
of Mental Health (NIMH) in 1995 as part of the CHAMP (Chicago HIV prevention 
and Adolescent Mental health Project) Family Program study (McKay and Paikoff 
 2007  ) , CBs have expanded and been replicated to oversee a number of federally and 
locally funded family-based HIV prevention research studies across the US and 
internationally (Mckay and Paikoff  2007  ) . Typically, a CB consists of 30 members, 
including urban youth, adult caregivers, school staff, representatives from youth-
serving agencies, and researchers. 

 Board members are involved in every aspect of the research study from develop-
ment to dissemination. Specifi c issues are addressed by the full board and within its’ 
subcommittees, which can include Implementation, Finance, Grant Writing and 
Curriculum committees. For example, the Curriculum committee oversees the 
development of the intervention protocol and is largely comprised of parents and 
youth, the potential consumers of any family-based HIV prevention program. Thus, 
academic and family partners work together to develop the focus of the research, an 
action agenda, and are responsible for designing, delivering and testing preventative 
interventions based upon both stakeholder input and existing evidence (McKay 
et al.  2010  ) .  

    9.4   Infl uence of the CB on the Design, Delivery and Testing 
of Family-Based HIV Prevention Programs 

 The collaborative development and implementation of multiple family-based HIV 
prevention programs has been facilitated by CB curriculum committees, the working 
groups of urban parents, school staff members, and research staff for more than a 
decade (see McKay et al.  2010  for additional details). More specifi cally, this group 
reviews: (1) existing knowledge regarding the prevention needs of families in the 
 target urban communities; (2) expressed perspectives of families and staff regarding 
priorities and preferences related to focus and process of implementation; and 
(3) existing evidence-based, family-focused approaches and related articles summa-
rizing associated evidence for each. Following intensive study and discussion, 
choices are made regarding specifi c focus of intervention sessions, as well as related 
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content for presentation, discussion questions and in-session activities for any new 
family-based preventative intervention being introduced to the community. As members 
of the  curriculum committee, research staffs are charged with noting all decisions 
made in committee meetings and drafting portions of intervention protocol for review 
at  subsequent meetings until consensus is reached regarding fi nal intervention guide 
for each of the study conditions.  

    9.5   CB Review of Existing Knowledge: Parent 
and Family-Level Infl uences on Youth HIV Risk 

 As mentioned above, CB members review fi ndings from prior studies regarding how 
parents and family members can reduce youth HIV risk taking and thus, decrease 
probability of HIV exposure. HIV risk taking and substance use among vulnerable 
youth appear to be explained by a range of contextual factors, importantly family 
infl uences. Parental support and family connectedness have been associated with 
lower risk taking among adolescents generally. For youth with any additional vulner-
ability, such as mental health needs, high levels of family confl ict and low levels of 
protective family processes can lead to early sexual debut and heightened HIV risk 
and substance use. 

 The effects of poverty on parenting skills and qualities of family life have been 
linked with poor outcomes for youth. Stressors associated with subsistence living 
can disrupt all aspects of family life. For example, experiences of housing transi-
tion, displacement and homelessness have been found to disrupt  parenting practices 
and are often  compounded by adult caregivers attempt to cope with high levels of 
stress and the fact that they are not completely in control of their child’s environ-
ment (e.g., sharing space with other adult caregivers with confl icting expectations 
when living in a homeless shelter).  

    9.6   Family-Strengthening Approaches to Youth HIV 
Prevention Efforts 

 HIV prevention programs for adolescents have led to greater AIDS knowledge, 
more realistic beliefs about susceptibility and self-effi cacy and positive percep-
tions concerning the benefi ts of risk reduction (Centers for Disease Control and 
Prevention (CDC)  2008 ). In addition, several programs have been associated with 
signifi cant reductions in adolescent sexual risk taking. However, these outcomes 
have proven diffi cult to achieve and sustain, thus, there is now widespread recog-
nition that multi-level, contextually oriented HIV prevention approaches ,  particu-
larly family-based interventions are needed (McKay et al.  2000 ; McKay and 
Paikoff  2007  ) . 
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 The use of family-based interventions for youth exhibiting behavioral risk taking 
behaviors and their families has also gained substantial empirical support McKay 
et al.  2000 ; McKay and Paikoff  2007 ). Many  evidence-based family interventions 
focus on parent management training or parenting skills, as well as on goal setting, 
family communication, action plans and building on family strengths.  

    9.7   Underpinnings of the Collaborative Process 

 The work of the CB curriculum committee is guided by a set of collaborative 
 principles: (1) agreement on shared research goals; (2) equitable distribution of 
power, including opportunities for all to modify the research process; (3) recogni-
tion of skills and expertise associated with both university training and consumer 
experience; (4) ongoing opportunities for communication based upon commit-
ment to honest exchanges and willingness to raise concerns without blame; and 
(5) continual development of trust. 

    9.7.1   Shared Goals 

 First, the development of shared goals that are acceptable to both researchers and 
family members is necessary to ensure productive collaborative efforts (Israel et al. 
 1998  ) . Clearly, a goal shared by researchers and consumers, families, and providers 
is to support the health and mental health of youth. However, specifying the goals 
that will guide specifi c partnerships and focus research efforts can require a melding 
of perspectives and priorities that often appear divergent initially.  

    9.7.2   Distribution of Power 

 Many authors have voiced concern that unless power is shared among partners, 
rather than being largely held by university-based researchers, then the collabora-
tion is essentially a facade (Hatch et al.  1993  ) . We expect researchers and parent 
collaborators to exercise their power in unique ways. The power of researchers takes 
the form of specialized expertise (e.g., research and proposal writing skills) and 
access to research funding. Family members in communities, on the other hand, 
exercise their power by both supporting research efforts and opening access to 
 participants or by blocking opportunities to conduct research within their settings or 
communities. Collaborative partnerships bring their collective power to bear in 
order to achieve the agreed upon goals.  
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    9.7.3   Recognition of Skills and Competencies 

 An important activity early in the partnership is to concretely identify what skills and 
competencies each partner brings to the collaboration (McKay and Paikoff  2007  ) . 
For example, in collaborations with family members, there could be recognition that 
they have knowledge regarding acceptable recruitment strategies or cultural practices 
that could be incorporated into innovative service delivery approaches.  

    9.7.4   Communication 

 All the processes described above require ongoing communication between mem-
bers of the partnership and a willingness to engage in productive confl ict resolution. 
A “researcher needs skills and competencies in addition to those required in research 
design and methods, for example, listening, communication (e.g., use of language 
that is understandable and respectful), group process, team development, negotia-
tion, confl ict resolution, understanding and competency to operate in multicultural 
contexts, ability to be self-refl ective and admit mistakes, capacity to operate within 
different power structures, and humility” (Israel et al.  1998 , p. 187).  

    9.7.5   Trust 

 Unfortunately, many families, and communities can recount prior negative experiences 
with university-based research projects (Stevenson and White  1994  ) . There is often 
substantial concern regarding researchers’ motivation to conduct children’s research 
projects and questions regarding whether the researchers are committed to the setting 
or  community once research funding is expended  (McKay and Paikoff  2007  ) .  

    9.7.6   Theoretical Models Guiding Collaborative 
Partnership with Families 

 Creating, nurturing, and sustaining such collaborative HIV prevention focused 
 partnerships requires a theoretical approach to organize the infl uences necessary to 
support enhanced family-level involvement in HIV prevention efforts, and to 
 maximize supports necessary for individual adult caregivers to play more active 
roles than are typical. McKay and colleagues relied on the Unifi ed Theory of 
Behavior (Jaccard et al.  1999  )  to form the basis for understanding processes critical 
to galvanizing parents in the community to become HIV educators for youth. The 
Unifi ed Theory of Behavior also guided collaborative training and mentoring 
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 programs meant to prepare parents to become involved in the design, delivery and 
testing of youth-focused HIV prevention programs within their neighborhoods. 

 As part of a NIMH sponsored study, CHAMPions (CHAMP In Our Neighborhoods 
collaborative training and mentoring intervention for parents in the community was 
developed. CHAMPions focused on maximizing a potential parents’ attitude toward 
learning about sexual risk reduction strategies and the content of the evidence-based 
programs. Further, the training attempted to increase a parents’ perception about the 
importance or salience of becoming involved in community-based STD and HIV pre-
vention activities. Parents also received the training within a supportive context 
intended to increase the normative pressure to provide leadership within their com-
munity. Further, the training and ongoing mentorship was meant to bolster parents’ 
self-effi cacy and alter self-concept so that members of the community would view 
themselves as being able to contribute to helping youth reduce their sexual health risk. 
Further, the training was meant to enhance parents’ knowledge regarding STD and 
HIV prevention, while ongoing mentoring from more experienced community HIV 
prevention experts helped to create problem solving skills necessary to address envi-
ronmental obstacles to program delivery. 

 Prior publications support the impact of this collaborative training and mentoring 
approach (e.g., Alicea et al. in press; Chowdhury et al. in press). Briefl y, community 
parent HIV educators who received collaborative training and mentoring evidenced 
signifi cant increases in HIV knowledge following the training. They also reported 
signifi cantly fewer environmental constraints, higher endorsement of habitual 
behaviors related to participation in HIV prevention activities, enhancements in 
social network support for HIV prevention leadership in the community and an 
enhanced self-concept relative to those community members who received standard 
exposure to evidence-based HIV prevention program materials. Further, when com-
munity parent HIV educators attempted to deliver the program to youth in their 
communities, collaboratively trained adults were able to help three times as many 
youth complete an HIV prevention program relative to those adults trained in more 
standard ways.  

    9.7.7   Maintaining HIV Prevention Collaborative Partnerships 

 Recently, a number of factors have been identifi ed as infl uential to maintaining 
 family-level HIV prevention momentum. For example, concepts such as self- 
effi cacy, egalitarianism, and personal empowerment have been identifi ed as prime 
motivators to remaining actively engaged in a Community CB or as a community 
HIV educator over time (Savard et al. in press). 

 More specifi cally, self-effi cacy was described in these ways by parent 
collaborators:

  “I have also learned how to validate myself as a person,” 

 “I can do this without having letter, I say letter like, you know Ph.D., all of those letters 
behind my name.”   
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 Further, parent partners described a strong appreciation for the ability to express 
their views and opinions within a forum, where they would be respected. This sense 
of egalitarianism was described in the following ways:

  “It was when we all sat down and now the whole board has a voice in saying something 
about what we do, how we do it, and when we do it, whether we approve of it or disapprove, 
and majority rules,” 

 “It felt good to be heard. Freedom of speech to say how you feel, about any area, and have 
someone actually listen without being judgmental,” and, 

 “We’re all working together making decisions and we have equal power and say-so on the 
Board. That’s how the program is run.”   

 Parents also identifi ed a sense of personal empowerment as a reason for their 
continued involvement with community HIV prevention efforts. For instance, com-
munity members noted:

  “I am a human being and I need to get things done for myself,” and 

 “I think everyone feels empowered and that’s basically what it is. I saw a lot of people talk-
ing about college and empowering their children.” 

 “And now I’m more independent, I do things on my own and it’s like if you don’t like it 
that’s fi ne! It’s been very good.”   

 Another main theme that emerged regarding why parent partners remained 
actively involved in community HIV prevention efforts over time related to the 
process of giving back to their community, as refl ected in the following comments:

  “I was straight into it because of the condition of the community. And I did want to help,” 

 “I believe in giving back to your community. Because if you don’t help your community, 
who is going to help?” “I see a lot of people there involved and they care about the com-
munity and so they’re excited, and it’s something I can give back,” 

 “I live in this community and I’m planting here. I’m not going to move from here, so I want 
the community to change. I want this community to grow in the right way.”     

    9.8   Future of Collaborative Family-Focused HIV 
Prevention Research 

 In the last decade, HIV prevention efforts have been intensifi ed (Dworkin et al. 
 2008  )  with the Centers for Disease Control and Prevention (CDC) taking a leader-
ship role in this process. Diffusion of Effective Behavioral Interventions (DEBI) is 
the largest centralized effort to diffuse evidence-based behavioral interventions to 
prevent HIV in the U.S. As with other centralized health prevention efforts, empiri-
cally supported HIV prevention programs are meant to be replicated, disseminated 
and implemented in communities across the U.S. 

 Dworkin and colleagues  (  2008  )  reviewed these efforts with the aim of identify-
ing, whether collaborative principles were integrated into this effort. The authors 
highlighted important missed opportunities where collaborative processes could 
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facilitate DEBI efforts. Particularly noteworthy in this review is the lack of empha-
sis on the use of family-based approaches and the possibility of family collaboration 
as being key to implementation efforts for youth. For example, family and commu-
nity choice regarding, which evidence-based intervention to implement appears to 
be limited. In contrast, Dworkin and colleagues recommend that implementation 
and adaptation should honor and be guided by local knowledge, as it is essential to 
bolstering evidence-based interventions and to adapting them to real world settings. 
Not paying attention to local preferences and expertise, particularly those of parents 
and family members in relation to their children, may result in a missed opportunity 
to galvanize community-level support. Further, relying on local knowledge may 
serve to erode existing prevention efforts that may already be working. 

 The continued threat of HIV to young people calls for new models of HIV 
 prevention research that can increase health protective behaviors and reduce risk 
taking. Collaborative models hold promise for addressing these serious issues as 
they bring together researchers who have substantial expertise, knowledge of the 
literature, and access to resources with family stakeholders who bring strong 
 commitment to the health of youth and expertise related the needs of youth and their 
families, and an understanding of the practical realities of agency settings and 
communities. 

 There are multiple ways to consider collaboration within the fi eld of HIV 
 prevention. In this chapter, there has been a focus on core collaborative principles 
that could serve to guide family-based HIV prevention researchers. In addition, 
opportunities for increasing collaboration across the research process at varying 
degrees of depth are presented for those invested in HIV prevention to consider. 

 Although, opportunities to collaborate more intensely are available to research-
ers, these collaborative efforts are not without a specifi c set of challenges. 
Collaborative research efforts are labor intensive for both the researcher and family 
members. Further, they require a level of communication and sharing of power that 
has not necessarily been a part of the majority of research projects previously. 
However, there is a great need to develop new ways to serve our nation’s youth 
given that innovative prevention services are likely to fail in community-based 
 settings, if they attempt to integrate new services and involve service providers in a 
non-collaborative manner (Aponte et al.  1991 ; Boyd-Franklin  1993 ; Fullilove and 
Fullilove  1993  ) . 

 We know from prior research that the potential effectiveness of HIV prevention 
services are limited, when those services have been designed and implemented in 
ways that do not appreciate stressors, scarce contextual resources, target groups’ 
core values, or the skills and capabilities of “real world” providers (Boyd-Franklin 
 1993 ;    Jensen et al.  1999a,   b ; McLoyd  1990  ) . Prevention researchers encounter 
 signifi cant obstacles, such as poor participation or tensions and suspicions between 
community residents and outside researchers. Therefore, the establishment of strong 
partnerships with families is critical to ensuring that effective HIV prevention 
 programs are well received within community-based settings and that innovative 
programs can be sustained once research funding has ended (Gustafson et al.  1992 ; 
Galbraith et al. in press). Ongoing research attention to the impact of collaborative 
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partnerships on family-based HIV prevention outcomes is clearly needed to further 
refi ne the science of collaborative research efforts, and might be considered one of 
the major agenda items for the fi eld of HIV prevention research for at least the next 
decade.      
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  Abstract   The arrival of highly active antiretroviral therapy (ART) has heralded 
an era in which AIDS, once a specter of imminent death, has become a serious 
but survivable illness to those with access to ART. However, optimal adherence 
to ART regimes is critical to their effi cacy. Growing literature on interventions to 
promote adherence points to numerous effective strategies, yet few have capital-
ized on the potentially powerful role of family members and the infl uence of 
family context on adherence. In this chapter, we consider the literature on ART 
adherence among children and then adults from a family-based perspective. We 
examine the factors implicated in a successful adherence to treatment and the 
research on interventions to promote adherence. We consider the importance of 
including culturally relevant factors in family-based treatment and conclude with 
a case example exemplifying the potency of clinical care that embraces patients 
within their family context.      

    10.1   Introduction 

 The arrival of highly active antiretroviral therapy (ART) has heralded an era in 
which AIDS, once a specter of imminent death, has become a serious but survivable 
illness to those with access to ART (Hogg et al.  1997 ; Palella et al.  1998 ;    Gallant 
 2000  ) . There are currently 28 federally approved antiretroviral medications, with 
new ones continuing to appear on the market; pediatric formulations are available 
for about half (FDA  2010  ) . 

 Unlike earlier medication regimens, many of which were complex, required 
dietary restrictions, led to severe and sometimes disfi guring side effects, and 
were unforgiving of less-than-perfect adherence (Paterson et al.  2000  ) , the 
new medications are more tolerable and less prone to resistance (Weiser et al. 
 2004  ) . For instance, Bangsberg and colleagues  (  2001  )  reported that the viral 
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suppression was common with a 54–100% mean adherence level to nonnucleoside 
reverse-transcriptase-inhibitor regimens, suggesting that with potent regimens 
even moderate adherence can lead to good clinical outcomes (Weiser et al. 
 2004  ) . Nevertheless, adherence remains the primary driver of medication effi -
cacy (Bangsberg et al.  2001  )  and has been called the Achilles’ heel of these 
otherwise potent drugs. 

 The promise of renewed health on ART given optimal adherence, coupled with 
the dire consequences for less than optimal adherence, led to an explosion of 
research on medication adherence fueled with funding from the National Institutes 
of Health (Simoni et al.  2003  ) . A review of the literature on “compliance” interven-
tions across diseases in 1996 revealed only 13 that were methodologically sound, 
none of which led to substantial improvements in adherence (Haynes et al.  1996  ) . 
By 2007, there were 19 published reports of sophisticated randomized controlled 
trials evaluating adherence interventions in the fi eld of HIV alone (Simoni et al. 
 2006  ) . A meta-analysis demonstrated that overall they led to improvements in 
adherence and viral load outcomes. Successful behavioral strategies include peer 
support and pager text messaging (Simoni et al.  2009  ) ; modifi ed directly observed 
therapy (Pearson et al.  2007  ) ; and cognitive-behavioral, problem-solving, and 
 motivational interviewing techniques (Safren et al.  2001  ) . 

 One glaring shortcoming in the adherence literature is the dearth of interven-
tions that capitalize on or even consider the powerful family context of the indi-
vidual living with HIV. This is a major omission, as families may be integral to the 
success of HIV treatment, especially in the developing world, where the majority 
of new AIDS cases are occurring and non-familial caregivers and healthcare pro-
fessionals are scarce. 

 Family factors may be particularly infl uential in pediatric HIV, as children are 
largely dependent and infants completely dependent upon their families for care and 
support. Although the role of family involvement is gaining increasing attention in 
the fi eld of medical family therapy (McDaniel et al.  2004  )  and in preventing high-
risk behavior in their children (   Pequegnat and Szapocznik  2000 ), researchers in the 
area of adherence, especially among adults with HIV, have only recently begun to 
acknowledge the potential of familial support and to investigate ways to target, 
enhance, and evaluate it (Davey et al.  2009 ; Peterson et al.  2003 ; Lyon et al.  2010  ) . 

 In this chapter, we consider the literature on ART adherence among children and 
then adults from a family-based perspective. We examine factors implicated in success-
ful adherence to treatment and the research on interventions to promote adherence. We 
conclude with a discussion of a case example that exemplifi es the potency of interven-
tions that truly consider the individual living with HIV within the family context.  

    10.2   Framework for Understanding Family Role in Adherence 

 The Adherence Pyramid, which is analogous to Maslow’s Hierarchy of Needs 
(Maslow  1943  ) , provides a framework to address the complexity of adherence and 
the need for long-term sustainability (Fig.  10.1 ). According to the Pyramid, the 
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 clinician must assure the basic foundation for adherence before addressing issues 
higher on up that will increase the likelihood of sustainable adherence. The family 
is infl uential at every stage.   

    10.3   Antiretroviral Treatment Among Children 

 Across the globe, from 2 to 2.5 million children are living with HIV (UNAIDS 
 2006,   2008  ) . Of the 2.7 million new HIV infections worldwide in 2007, youth from 
the ages of 15 to 24 years accounted for half the cases (UNAIDS  2008  ) . Also in that 
year, 1,000 children were born with HIV every day because of the limited access to 
prevention of mother-to-child transmission programs (WHO  2009  ) . Less than half 
of the children born with HIV in Africa are expected to survive until their second 
birthday (Newell et al.  2004  ) . 

 With early diagnosis and access to ART, however, chances for survival 
improve signifi cantly (Leeper et al.  2010  ) . For example, one program demon-
strated a 76% reduction in mortality for children born with HIV when ART was 
initiated within the fi rst 3 months of birth (Violari et al.  2008  ) . In sub-Saharan 
Africa, ART has been shown to decrease hospital admissions, pneumonia, and 
diarrhea as well as increase probability of 1-year survival to 84–97% (Akileswaran 
et al.  2005  ) . 
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  Fig. 10.1    Adherence pyramid       
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 Adherence to life-saving ART is critical in these cases. In a review of pediatric 
adherence in high-income countries, Simoni, Montgomery et al.  (  2007    )     reported 
adherence estimates of 20–100%, with 56% of studies reporting ART adherence 
greater than 75%. Vreeman and colleagues  (  2008  )     found that estimates of ART 
adherence levels in low- and middle-income countries ranged from 49 to 100%, 
with 76% of articles reporting greater than 75% adherence. Although initial reports 
of high levels of pediatric adherence in developing countries are promising, experi-
ence in the West suggests that long-term adherence may be diffi cult (Haberer and 
Mellins  2009  ) .  

    10.4   Factors Associated with Adherence Among Children 
Living with HIV 

 Successful adherence among children living with HIV is determined by a constellation 
of inter-related factors. Initial reviews focused on factors related to the medications, the 
child, and the family or caregiver (Pontali  2005 ; Simoni, Montgomery et al.  2007  ) . 
Steele and colleagues  (  2007  )  proposed a more comprehensive social ecological 
framework for understanding the individual, family, and societal factors contributing 
to adherence in children, which Haberer and Mellins  (  2009  )  extended by including 
cultural factors such as stigma and preferences for traditional versus Western medicine. 
As summarized in these comprehensive reviews, the literature on pediatric HIV adher-
ence has identifi ed salient factors within each of these categories. 

    10.4.1   Medication Regimen-Related Factors 

 Medication regimen-related factors that infl uence adherence have been addressed 
with new medications, although low palatability, large-volume doses, side effects, 
liquid formulations, as well as limited availability (i.e., stock outs), and changing 
doses as the children age are barriers to optimal adherence.  

    10.4.2   Child-Related Factors in Adherence 

 Child-related factors that affect adherence include psychosocial functioning and mental 
health, cognitive defi cits, treatment fatigue, and expectations about treatment effi cacy. 
However, much of the work in pediatric HIV adherence has been done with young 
children, and factors vary by the developmental stage of the child (Davey et al.  2009  ) . 
Adolescence, in particular, is a developmental period characterized by marked 
 physical, emotional, and social changes. As children age, they assume greater 
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 responsibility for making decisions about their medication regimen and adhering to 
it, which often leads to worse adherence (Marhefka et al.  2008  ) . Older children are 
more aware of their HIV disease, which is encouraged, although awareness can lead 
to behavioral problems and denial. Davey and colleagues  (  2009  )  have pointed out 
that, in contrast to the research on individual and interpersonal factors affecting ART 
adherence in young children and adults, only a few studies have examined factors 
associated with adherence among youth with HIV – particularly the role of family 
support (Hosek et al.  2005 ; Lyon et al.  2003 ; Rotheram-Borus et al.  2001  ) . One study 
of 231 older adolescents (aged 15–22 years) who had been infected as teens 
primarily through sexual behavior indicated that decreased adherence to ART 
 regimens was related to more alcohol use, dropping out of high school, and worse 
outcomes (i.e., later HIV disease stage and lower CD4 count) (Murphy et al.  2005  ) . 
Most of the research on pediatric HIV adherence has involved smaller sample sizes 
and restricted age ranges. One exception involved a US study of 2,088 perinatally 
infected children aged 3–18 years, conducted by the Pediatric AIDS Clinical Trials 
Group (Williams et al.  2006  ) . Factors found to be associated with nonadherence in a 
multivariate model included older age, female gender, diagnosis of depression or 
anxiety,  occurrence of recent stressful life events, and repeating a grade in school. 
Having a primary caregiver other than a biological parent, higher caregiver educa-
tion, and using a buddy system for dose reminding were each associated with 
improved adherence. In analyses accounting for these factors, race and awareness of 
HIV status, medication burden, and current therapy were not related to adherence.  

    10.4.3   Factors Related to the Caregiver 

 Factors related to the caregiver are critical to pediatric adherence, especially among 
infants and younger children who must depend on caregivers for their medications. 
Their adherence to treatment, therefore, is determined by their caregiver’s social, 
psychological, and material resources; treatment knowledge and beliefs; and 
 effi cacy. Factors associated with worse adherence in children include having care-
givers who come and go, are biologically related to the child, are HIV-positive 
themselves, use drugs and alcohol, have a poor relationship with the child, or limit 
disclosure of the child’s diagnosis to others.   

    10.5   Familial Context and ART Adherence in Children 

 The specifi c ways in which families are involved in their children’s adherence to 
HIV medication and how they affect adherence levels have received limited attention 
(Williams et al.  2006  ) . Marhefka and colleagues  (  2008  )  argued that the studies on 
individual characteristics of the child or caregiver, which constitute the bulk of the 
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literature in this area, are defi cient because they fail to investigate the more important 
infl uences of family processes and family member roles. They underscored the need 
to understand who in the family is responsible for regimen-related tasks and what 
are the barriers and facilitators of performing those tasks. 

 Relationships in organized and structured families are linked to good health 
outcomes in persons living with HIV, perhaps due to the routines that maintain 
order in families, which would otherwise be disrupted by the introduction of HIV 
(Rotheram-Borus et al.  2010  ) . These factors are important across cultures. 
Among 409 persons living with HIV in Thailand, ART adherence was related to 
better family functioning, defi ned as cohesion, expressiveness of confl ictual feel-
ings, problem solving, and daily routines (Rotheram-Borus et al.  2010  ) . In a 
domestic study of 43 caregivers, family functioning (assessed with similar sub-
scales from a different measure than used in the aforementioned study) was not 
associated with adherence, although the small sample size and low reliability of 
the measures may have reduced the statistical power to demonstrate an effect 
(Naar-King et al.  2006  ) .  

    10.6   Adults Living with HIV on Antiretroviral Treatment 

 There are approximately 30.8 million adults living with HIV worldwide; in 2009, 
2.2 million adults were newly infected with HIV and 1.6 million died of AIDS 
(WHO  2009  ) . Although ART is readily accessible in high-income countries (Marks 
et al.  2010  ) , in low- and middle-income countries, only 5.3 million people are 
receiving ART of the estimated 14.6 million who need it; the gap is largest in 
 sub-Saharan Africa and South-East Asia (WHO  2010  ) . The benefi ts of ART have 
been astounding in the developing world, as illustrated by García de Olalla et al. 
 (  2002  )  with reports of the “Lazarus effect” of persons brought into clinics in wheel-
barrows who were soon living lives with renewed hope and vigor. 

 As in the case of pediatric HIV infection, adherence to ART has been crucial to 
achieving optimal outcomes in adults (Bangsberg et al.  2000  ) . One meta-analysis of 
data from almost 30,000 adults on ART based on self-report indicated that 77% of 
persons in Africa and 55% of persons in North America are achieving adequate 
levels of adherence (Mills et al.  2006  ) . Maintenance of these levels in the develop-
ing world, which may be diffi cult to achieve (Bangsberg et al.  2006  ) , will be crucial 
to continued successful treatment and prevention of new infection.  

    10.7   Factors Associated with ART Adherence Among Adults 

 Although most adults with HIV are not dependent on their caregivers to the extent 
that children and adolescents are, they often lead lives embedded in a family con-
text, particularly those living in rural areas and most of the developing world. 
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Unfortunately, most of the early research on adults living with HIV has been based 
on Western samples of adults isolated from their families. 

 Ickovics and Meisler  (  1997  )  categorized factors associated with adherence to 
prescribed medication regimens across illnesses into fi ve groups: (1) patient 
 variables, (2) treatment regimen, (3) disease characteristics, (4) patient–provider 
relationship, and (5) clinical setting. 

    10.7.1   Patient Variables 

 Patient variables include socio-demographic factors (which are generally not 
strongly related to nonadherence) and psychosocial factors such as active alcohol 
or other drug use, depression or psychiatric illness, degree of social support, 
 concerns regarding body image, and self-effi cacy, which are more strongly associ-
ated with adherence.  

    10.7.2   Variables Related to the Treatment Regimen 

 Variables related to the treatment regimen include the regimen’s complexity (i.e., 
large number of medications, frequent doses, dietary restrictions, long-term dura-
tion, and various forms of administration) as well as the number and severity of side 
effects. Also included in treatment regimen are patients’ own perceptions of the 
effi cacy of treatment, which may have important infl uences on adherence.  

    10.7.3   Disease Characteristics 

 Disease characteristics include severity of symptomatology, illness chronicity, 
asymptomatic periods, and lack of immediate effects of treatment on health.  

    10.7.4   Patient–Provider Relationship 

 Aspects of the patient–provider relationship include the patient’s beliefs in the 
 provider’s competence; the provider’s ability, knowledge, and time to implement 
interventions to help his or her patients; and the extent to which the patient–provider 
relationship is characterized by consistency, openness, friendliness, genuine interest, 
empathy, mutual trust, and respect.  
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    10.7.5   Aspects of the Clinical Setting 

 Aspects of the clinical setting that may infl uence adherence include access to 
 ongoing primary care, involvement in a dedicated adherence program, availability 
of transportation and child care, appeal of the clinical environment, convenience in 
scheduling appointments, perceived confi dentiality, and satisfaction with past 
 experiences in the health care system. 

 Later research has indicated that factors often associated with nonadherence to 
ART include the presence of adverse drug effects, neuropsychological dysfunction, 
psychological distress, substance use, lack of social support, low patient self-effi cacy, 
inconvenience of treatment, and low literacy (Ammassari et al.  2002  ) .The majority of 
studies examining family or social support demonstrated an association with adher-
ence, even in multivariate analyses controlling for other factors. Although the authors 
were not referring specifi cally to family support, they reasoned that tangible and 
 emotional support likely reduces barriers to adherence and enhances motivation. 

 In a review of 84 studies across the globe and almost 2,000 adults living with 
HIV, Mills and colleagues  (  2006  )  identifi ed barriers and facilitators related to ART 
adherence grouped (according to fi ndings in the qualitative studies they reviewed) 
as patient-related factors, beliefs about medication, daily schedules, and interper-
sonal factors/relationships. They found that in both developed and developing 
 countries, the common barriers were fears around disclosure, substance abuse, for-
getting, negative beliefs about treatment, complex regimens with high pill burden, 
decreased quality of life, occupational and family responsibilities, fatigue, and 
access to medication. In resource-poor countries, the most frequently cited barriers 
included restricted access to medication, often due to limited fi nances; interestingly, 
no facilitators of adherence were discussed in any study conducted in a developing 
country. Important facilitators noted in studies from developed countries included 
high self-worth, accepting one’s HIV-positive status, seeing the benefi cial effects of 
treatment, understanding the need for strict adherence, making use of reminder 
tools, and having a simple regimen.   

    10.8   Familial Context and ART Adherence in Adults 

 Although the studies on correlates of adherence are ignored in the literature, the 
specifi c situation and familial context of the individual adult living with HIV bear 
on the ability to adhere to medications. Specifi cally, those who are parents have 
unique challenges (Chaps.   4    –  6    ). Parents often have caregiving responsibilities that 
trump their own when it comes to taking their medication (Ickovics et al.  2002  ) . In 
one study of 97 inner-city women with HIV, psychiatric problems, substance abuse, 
stressful life events, more household members, and parenting stress were signifi -
cantly associated with both missed pills and missed medical appointments at follow-
ups (Mellins et al.  2003  ) . Disclosure, which often facilitates adherence, can involve 
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wrenching decisions for a parent living with HIV (Müller et al.  2011  ) . In one 
study of 188 HIV-positive mothers and their 267 children of minor age in New York 
City, only half the mothers had disclosed their HIV diagnosis to at least one of their 
children (Simoni et al.  2000  ) , with usually older children being more informed than 
younger children. In this study, maternal disclosure was not related to ethnicity, 
advanced illness, improved psychological well-being, or greater or more satisfying 
social support resources. Moreover, when parents have children who were perina-
tally infected with HIV, treatment can become a reminder of the parents’ guilt about 
their role in their child’s acquisition of infection, which is another challenge to both 
their own and their child’s adherence (Wrubel et al.  2005  ) . 

 The relationship context of adults living with HIV is also critical to consider 
when addressing adherence (see also Chap.   7    ). Many individuals are living with 
long-term life partners who are also infected, meaning their attention may be shared 
between their own and their partner’s treatment needs. Many adults living with HIV 
are in caregiving dyads, either as the recipient of or provider of care. Unfortunately, 
much of the caregiving research had focused on the caregiver, and most of the adher-
ence research has focused on the experiences of the person living with HIV, ignor-
ing the dyadic and reciprocal natures of the caregiving relationship. 

 In one exception, Beals et al.  (  2006  )  examined the role that middle-life and older 
wives and mothers play in promoting medication adherence among their husbands or 
adult sons living with HIV. Their conceptual model posits that caregiver characteristics 
can infl uence medication adherence, either directly or indirectly through behaviors and 
attitudes. Caregiver behaviors such as refi lling prescription and providing reminders at 
dosing times may infl uence adherence, as well as their attitudes about adherence 
 (concerns about treatment failure and perceptions of daily hassles). Data from their 
survey of 112 care-giving dyads in the U.S. indicated that the female caregivers reported 
strong attitudes about medication hassles as well as concerns over treatment failure and 
adherence. Although they often reminded the person living with HIV to take medica-
tions, these behaviors were not signifi cantly associated with adherence. As evidence of 
the shared infl uence within the caregiving dyad, the authors report that caregivers’ 
perceptions of adherence hassles were associated with poor adherence. Similarly, in a 
qualitative study of 144 adults with advanced HIV disease and their informal/familial 
caregivers in the Bronx, concordance of patient and caregiver  perceptions of treatment 
was related to positive feelings about the patient’s healthcare experience, supporting 
the importance of providers including both patients and their caregivers in treatment 
discussions about HAART (Sacajiu et al.  2009  ) .  

    10.9   Interventions to Promote ART Adherence: 
Where is the Family? 

 The observational research on ART adherence has identifi ed multiple potential 
 targets for intervention, and there is a growing literature of studies that systemati-
cally evaluate intervention programs in this area. However, few consider the need to 



218 J.M. Simoni et al.

address adherence within the family context. Mary Jane Rotheram-Borus has duly 
noted that, “As the epidemic has unfolded, the early focus on individuals has become 
inadequate: families live with HIV, not just individuals…yet intervention models 
consistently focus on medical and psychosocial interventions for individuals” 
(p. 978; Rotheram-Borus et al. 2005 as cited in Davey et al.  2009  ) . This is particu-
larly apt with respect to fi eld of adherence intervention research. 

 Several reviews of intervention research in HIV have been published, yet none 
has specifi cally examined family-focused interventions to promote ART in either 
pediatric or adult HIV infection. Rather, they have reviewed ART adherence inter-
ventions of any type for any target (Simoni et al.  2006 ; Amico et al.  2006 ; Sandelowski 
et al.  2009  ) ; home-based care interventions for individuals, adults, or children living 
with HIV (Young and Busgeeth  2010  ) ; family-centered HIV care programs for 
children living with HIV (Leeper et al.  2010  ) ; and interventions of any type to 
promote adherence in pediatric HIV infection (Simoni, Montgomery et al.  2007  ) . 
Although the methodological rigor of the individual studies varies, with many of the 
pediatric studies in particular suffering from small sample sizes and lack of compari-
son groups, overall they indicate that a variety of intervention modalities can have a 
benefi cial impact on ART adherence, biomarkers such as HIV-1 RNA viral load and 
CD4 count, and well-being among persons living with HIV. 

 Earlier adherence-promotion strategies targeting adults involved the provision of 
didactic information on HAART; discussions addressing cognitions, motivations, 
and expectations about taking HAART (e.g., motivational interviewing, group 
 therapy); behavioral strategies such as cue dosing and cognitive-behavior therapy; 
and reminder systems such as diaries and electronic pagers (Simoni et al.  2006 ; 
Chadoir et al.  2011  ) . Increasingly, attention has focused on directly observed ther-
apy, contingency management, and computer-supported technologies to support 
individually tailored education and support (Simoni et al.  2008a,   b  ) . Although HIV-
positive peers have been introduced to patients as a way of promoting adherence 
(Simoni, Pantalone et al.  2007 ; Simoni et al.  2009  ) , only one of the studies in the 
recent meta-analysis involved a family component. Specifi cally, in an intervention 
study targeting serodiscordant couples, Remien et al.  (  2005  )  reported that treatment 
focused on improving communication, enhancing problem solving, and educating 
participants about the importance of adherence led to improvements in medication 
adherence and reductions in VL. 

 A more recent ART adherence study targeting adults with HIV did attempt to 
capitalize on family and caregiver support. Feaster and colleagues  (  2010  )  evaluated 
the effect of a systemic family therapy intervention called Structural Ecosystems 
Therapy (SET) on HIV medication adherence relative to a person-centered condi-
tion and a community control condition. Adherence data for this secondary analysis 
from 156 women in Miami indicated SET was signifi cantly more likely to move 
women to high levels of adherence (defi ned as at least 95% adherence) than a per-
son-centered therapy. Although SET also reduced family hassles, the effect of SET 
on adherence did not appear related to diminished family hassles. 

 One review examined the extent to which 88 studies evaluating antiretroviral 
promotion interventions incorporated targets shown in the observational  literature 
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to be linked to adherence (Sandelowski et al.  2009  ) . The authors reported 
 consistency between the frequent identifi cation of family and provider support as 
a facilitator of adherence in the descriptive studies and social support as an inter-
vention component or outcome variable in the trials. They noted social support 
was an explicit intervention component in 12 of the intervention studies and an 
outcome variable in 13; however, they used a very broad defi nition of social 
 support, at one point suggesting that social support was an implicit component in 
all interventions using cognitive-behavioral or psycho-educational strategies. In 
fact, an examination of the components of the intervention studies they cite 
reveals none involved a family member. 

 Interventions to promote ART adherence among children are more likely to 
prioritize family involvement. Simoni, Montgomery et al.  (  2007  )  identifi ed nine 
ART adherence interventions in pediatric populations, although most were small 
feasibility or pilot investigations. Four interventions involved comprehensive 
family components: Lyon et al.  (  2003  ) , Ellis et al.  (  2006  ) , Berrien et al.  (  2004  ) , 
and New et al.  (  2005  ) . Specifi cally, Lyon et al.  (  2003  )  had 23 HIV-positive black 
youths aged 15–23 years and 23 family members or other “treatment buddies” 
participate in a 12-week educational program. Six meetings included family 
 members, and six meetings were with the youths only; all meetings were 2 h and 
included a meal. Devices such as watches, pill boxes, and calendars were intro-
duced. Three months post-intervention, 91% self-reported improved adherence 
and four demonstrated immune improvement, but none showed improvements in 
VL. Ellis and colleagues  (  2006  )  evaluated a clinical program that used home-
based multi-systemic family therapy delivered by mental health specialists, aver-
aging 46 therapy sessions over 7 months. Among the 19 children, aged 1–16 years, 
who participated, caregiver-reported adherence did not change (possible due to 
very high reports of adherence at baseline), but chart-abstracted VLs were found 
to decrease signifi cantly from referral to the end of treatment and persisted through 
the 3-month follow-up. In the only study employing a randomized controlled trial, 
Berrien and colleagues  (  2004  )  evaluated home nursing visits as a means of 
 increasing adherence with 67 families. The home visits were designed to identify 
and resolve barriers to medication adherence, but the specifi c barrier addressed by 
the intervention that was reported in the paper was diffi culty with pill swallowing. 
In the treatment group, knowledge scores signifi cantly improved, and self-reported 
adherence marginally improved. Finally, Pediatric Impact was a large multisite 
randomized, controlled trial of an intervention to improve adherence to ART. 
It involved children aged 5–13 years and their primary caregivers in New York 
City and Washington, DC (New et al.  2005  ) . The intervention included a dedi-
cated adherence coordinator, an initial needs assessment, and tailored modular 
interventions, including home-based services. Enrolled children and their caregivers 
were randomly assigned to either a “minimal” or “enhanced” arm and offered an 
individualized combination of the following six modules: HIV education, HIV 
diagnosis-disclosure education to children, behavior modifi cation, medication 
swallowing, medication management, and referrals to social and mental health 
services. Results of the intervention have not yet been published. 
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 In a systematic review of explicitly family-centered models of care for the 
 treatment of children living with HIV (not specifi cally focused on ART adherence), 
Leeper and colleagues  (  2010  )  identifi ed 22 cohorts of between 43 and 657 children. 
Limited outcome data were available, yet excellent adherence and retention and low 
mortality were reported. They cited the need to target diffi cult-to-reach populations, 
identify high-risk patients at treatment initiation, and use evidence-based interven-
tion that promote individualized care. In a Cochrane review of home-based care for 
children and adults living with HIV (also not specifi cally focusing on ART adher-
ence), Young and Busgeeth  (  2010  )  identifi ed 13 studies that evaluated home-based 
care provided by family, lay persons, or professionals and that included all forms of 
care as long as it was offered in the home. The home-based care evaluated included 
nursing, comprehensive case management by trans-professional teams, total paren-
teral nutrition, exercise programs, and safe water systems, with varying results. 
Sample sizes were small, with few studies conducted in developing countries.  

    10.10   Incorporating Culture into Family-Based ART 
Adherence Interventions 

 The worldwide impact of HIV suggests ART adherence interventions targeting 
families may need to attend to a vast array of diverse cultural infl uences. Specifi cally, 
within the U.S., the majority of persons living with HIV (about 65%) as well as over 
85% of the 56,000 new HIV infections per year are among racial/ethnic minority 
populations (Centers for  Disease Control and Prevention (CDC)  2008  ) . Globally, of 
the 2.7 million adults and children newly infected with HIV in 2008, 70% were in 
sub-Saharan Africa and 10% in South and South-East Asia; in fact, only 3% of new 
cases occurred in the Western cultural regions of North America, Oceania, and 
Western and Central Europe (UNAIDS  2009  ) . 

 We know from the mental health treatment literature that the inclusion of 
culturally competent practices in treatment, such as the incorporation of cultural 
values of clients or of ethnic matching between treatment providers and con-
sumers, is associated with higher accessibility, increased likelihood of clients 
reporting satisfaction with interventions, and lower rates of premature termina-
tion (Sue  1998  ) . A recent meta-analysis of mental health treatment studies com-
paring a culturally adapted intervention to a traditional intervention found 
moderate benefi ts of the culturally adapted treatments (average effect size  d  = .45 
across 76 studies; Griner and Smith  2006  ) . 

 Clinicians working with clients of color have long recognized the need to look 
beyond individual-focused treatment and to incorporate collectivist cultural sche-
mas valuing relationship, interdependence, family hierarchy, obedience, resource 
sharing, and an overall emphasis on the role of family (Triandis  1995  ) . Given the 
importance of family in the lives of ethnic minority individuals in the U.S. and most 
non-Western cultures, it is not surprising that family has become an important com-
ponent of much therapeutic intervention and research with these populations. 
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 There is growing research evidence to bolster clinicians’ contentions that culturally 
informed family-based interventions are more effi cacious than traditional family-
based treatments. For example, a study of schizophrenic patients in Malaysia found 
that Culturally Modifi ed Family Therapy was superior to Behavioral Family Therapy 
with respect to 1-year outcomes of medication adherence as well as family burden and 
overall psychosocial functioning (Razali et al.  2000  ) . Similarly, Robbins et al.  (  2008  )  
found that structural ecosystems therapy (SET) was more effective than a family pro-
cess-only (FAM) intervention on drug-involved African American and Hispanic ado-
lescents. While both approaches were based on brief strategic family therapy, SET 
involved intervening at ecological and culturally specifi c environmental levels. This 
line of research suggests more integrative and comprehensive family-based treatment 
that incorporate considerations of the family’s cultural environment may be fruitful in 
future work on ART adherence.  

    10.11   Case Example of Family Issues in Adherence 

 Issues of disclosure, stigma, and medication adherence permeate all HIV care. These 
factors are also inter-related and must be considered at every encounter with a patient. 
Each family member’s interaction with these factors must also be considered. 

 Adherence is not static but dynamic. Many factors affect the patient’s adherence 
level. Some factors cause mild fl uctuations and others cause a complete disruption. 
With new medications and once-daily regimens that may be more forgiving with 
regard to resistance, clinicians tend to focus on the major disruptions. Major disrup-
tions are often stressors, which can be termed “interruptions.” Examples include 
loss of a loved one, change in living arrangements, or acute illness. The family 
described above was able to overcome or minimize the interruptions and maximize 
their individual as well as family health. 

 Clinicians caring for children and adults with HIV work with limited evidence 
and often encounter a need for more research. As the HIV epidemic matures and the 
disease becomes more chronic, clinicians are gaining experience and coming to 
observe that greater family involvement is warranted. Traditionally, adult care is 
provided in the context of an individual with an acute illness – not a chronically ill 
person within a family context. On the other hand, pediatric health care providers 
automatically embed family into the care. Programs for children with special needs 
have paved the way for chronic illness care that incorporates family as partners 
(Jackson and Vessey  2000  ) . The case example below demonstrates the success of 
family involvement related to adherence and illustrates the stages encountered in the 
Pyramid of Adherence. 

 The case is a 49-year-old woman with blood transfusion-related HIV infection. She 
lives with her HIV-negative husband and their 15-year-old daughter who has perina-
tally acquired HIV disease. She also has a 30-year-old daughter who is not HIV exposed 
or infected, with two young children, who live nearby. Her husband, and father of both 
children, runs the household, holding two jobs as a mechanic and janitor. 
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 Both mother and child have good adherence rates (90%). However, the mother 
had refused the diffi cult-to-take protease inhibitors both for herself and her daughter 
until the latter was 13 years of age. On the basis of the available evidence, the mother 
was not convinced that the benefi ts outweighed the risks. The mother and child were 
on the same regimen for over 5 years. 

 Refusal of protease inhibitors changed when the mother was diagnosed with 
uterine cancer and her child’s viral load was increasing and immune system was 
failing. Then the mother determined the benefi ts of protease inhibitors outweighed 
the risks. The mother also decided her child was ready for diagnosis disclosure. She 
disclosed her own HIV status to both daughters. 

 The health care provider collaborated with the family to select the best regimen. 
The mother and child had little resistance to medications and therefore had many 
choices. They rearranged the medication delivery, changed the storage location 
(which no longer needed to be hidden), and asked for help from the father and the 
daughter living nearby. In a short period of time, the adherence rates were in the 
90% range again, despite unpleasant side effects. 

 Then a crisis hit. The next year during the holidays, the father was diagnosed 
with HIV infection. The strain was similar to the mother’s as they had had unpro-
tected intercourse for over 10 years and thought they were safe. The father was 
coached by his daughter and wife on the medications, teaching him the “tricks of the 
trade.” He was a fast learner and despite a 2-week adjustment period that was com-
plicated by fatigue and nausea. The mother also asked the provider for help in dis-
cussing safe sex and relationships with her HIV-positive teenager. Once again the 
family achieved adherence rates in the 90%.  

    10.12   Conclusion 

 There are growing numbers of adults and children living with HIV worldwide. As their 
access to life-enhancing HIV medications increases, so will their need for support in 
optimizing adherence to their HIV medication regimens. Cross-sectional and other 
observational data point to multiple potential targets for interventions to promote adher-
ence. Although seldom explicitly investigated, family factors often are shown to be 
infl uential in achieving optimal ART adherence. 

 In the case of pediatric HIV infection, family factors include caregiver psycho-
social and material resources, knowledge and beliefs about the medications, and 
self-effi cacy to support the child’s adherence. The problematic use of alcohol and 
other drugs, non-disclosure of HIV infection, and poor relationship quality can 
impede adherence. There appears to be some appreciation on the part of researchers 
designing and evaluating interventions that family members and context must be 
considered, although specifi c research on exactly which process and attributes of 
family involvement matter most is lacking, as are methodologically sophisticated 
trials of effi cacy. There is some evidence and consensus that effective support from 
family members should be practical and constant (Naar-King et al.  2006  )  and 
 emanate from a family base that is organized and structured, with consistent 
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routines that provide order and balance in the face of the disruptive infl uence of a 
chronic illness (Rotheram-Borus et al.  2010  ) . 

 In contrast, research on ART adherence among adults mainly considers the 
 individual living with HIV in isolation, decontextualized from family and partner. 
Research on barriers and facilitators of adherence largely ignores the potential 
impact of family structure and processes and signifi cant others. Social support is 
consistently identifi ed as being linked to adherence, but little work focuses on the 
persons most capable of providing ongoing, intensive, and comprehensive support, 
which are typically family members and partners. With the exception of one 
 couples-based intervention (Remien et al.  2005  )  and one employing multisystemic 
family therapy (Feaster et al.  2010  ) , there are practically no interventions for adults 
that capitalize on family relationship to promote adherence. Studies of home- and 
family-based interventions for HIV care overall may provide some direction for 
interventionists in this area. Future research in this area will be facilitated by the 
development of psychometrically sound instruments to assess and monitor family 
processes (Sacajiu et al.  2009 ; Davey et al.  2009  ) , informational materials for 
family education, and clinical methods for intervention. 

 In sum, the fi eld of adherence has viewed the individual living with HIV in isola-
tion. Most persons infected with HIV are embedded in social and familial networks 
that must be navigated in terms of disclosure but that are important potential sources 
of social, emotional, and instrumental support for adherence. Only future work that 
considers these factors will have an impact on HIV treatment worldwide.      
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  Abstract   This chapter provides an overview of the HIV literature on African 
American and Hispanic adolescents in three areas: prevalence, etiology, and family-
based preventive interventions. An extant research indicates that African American 
and Hispanic adolescents are at particularly high risk of engaging in HIV risky 
sexual behaviors. Culture and family processes play a salient role in the prevention 
of HIV risky sexual behaviors among both African Americans and Hispanics. 
Despite the elevated rates of HIV risky sexual behaviors and the importance of cul-
ture and family, there is a dearth of culturally specifi c family interventions designed 
to prevent HIV among these populations. The chapter also provides an overview of 
effi cacious culturally specifi c family-based HIV preventive intervention for these 
populations and highlights some considerations for those interested in conducting 
family-based HIV prevention work with African American and Hispanic 
adolescents.      

    11.1   Prevalence of HIV Among African Americans 
and Hispanics 

 HIV infection is a serious public health concern in the United States (U.S.) and 
worldwide. It is estimated that there are over 1 million people living with HIV/
AIDS in the U.S. alone (Centers for Disease Control and Prevention (CDC)  2006 ). 
Moreover, it is estimated that each year in the U.S. half of new sexually transmitted 
infections, including HIV, occur among people between the ages 15 and 24 
(Weinstock et al.  2004 ). African Americans and Hispanics are particularly at risk, 
experiencing disproportionately high rates of HIV. For example, although African 
Americans represented 15% of the American adolescent population in 2007, they 
accounted for 63% of new HIV cases reported among persons aged 13–24 (Centers 
for Disease Control and Prevention (CDC)  2003  ) . Similarly, although Hispanics 
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represent 15% of the U.S.  population, they account for 19% of people living with 
HIV in the U.S. Moreover, as the fourth and sixth leading cause of death among 
African Americans and Hispanics aged 25–34, respectively, HIV has become one of 
the most critical issues confronting African American and Hispanic youth today 
(National Center for Health Statistics  2006 ). 

 Among the most proximal risk factors for HIV infection is unprotected sexual 
behavior. In turn, the HIV risk from unprotected sex is potentiated by multiple part-
ners and the use of drugs and alcohol (Santelli et al.  2000  ) . African American and 
Hispanic youth have traditionally reported high rates of these risk behaviors (Centers 
for Disease Control and Prevention (CDC)  2007 ). Among adolescents surveyed in 
2007, only 67.3% of African Americans and 61.5% of Hispanics reported using 
condoms during the last time they had sexual intercourse. Additionally, greater per-
centages of African American (27.6%) and Hispanic (17.3%) youth have had four 
or more partners than had the non-Hispanic Whites (11.5%). Finally, both Hispanic 
and African American youth report higher rates of lifetime drug use than do non-
Hispanic White youth (Johnston et al.  2008 ). For example, 25.0% of Hispanic, 
19.4% of Black, and 17.9% of non-Hispanic White eighth graders report using 
drugs in their lifetime (Johnston et al. 2002). These data underscore the importance 
of preventing these HIV risk behaviors among African American and Hispanic 
youth. To prevent these risk behaviors, it is important to identify the etiological and 
developmental processes that place African American and Hispanic youth at risk for 
engaging in HIV-related risk behaviors in adolescence and young adulthood.  

    11.2   Etiology of Risk and Protective Processes for HIV Risk 
Behaviors Among African American and Hispanic Youth 

 The risk and protective factors paradigm (Hawkins et al.  1992 ) is one of the most 
accepted frameworks for conceptualizing the determinants of adolescents’ prob-
lematic behaviors, including HIV-related risk behaviors. Adolescents’ interac-
tions with their social contexts are important in determining whether they will 
engage in HIV risky sexual behaviors, including unprotected sexual behavior (see 
Buhi and Goodson  2007  for a review) and substance use (see Galae et al.  2004  for 
a review). Contemporary views of risk, such as Ecodevelopmental Theory 
(Szapocznik and Coatsworth  1999 ), take the multiple contexts infl uencing adoles-
cent behavior, the interactions among these contexts, and the developmental tra-
jectory of these contexts over time into consideration, as they infl uence each other 
and behaviors among youth. Our review of family-based HIV preventive interven-
tion programs draws on theories explaining both risk and protective factors asso-
ciated with adolescent behavior, as well as tenets of Bronfenbrenner and Morris’s 
( 1998 ) and Szapocznik and Coatsworth’s ( 1999 ) conceptions of the ecology of 
development, and theories about the mechanism through which parents, identity 
formation, and social interactions forecast adolescent health behavior. We begin 
with a brief overview of the Ecodevelopmental Theory. 
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    11.2.1   Ecodevelopmental Theory 

    11.2.1.1   Contexts 

 Ecodevelopmental Theory incorporates three integrated elements: (1) social 
ecological theory, (2) developmental theory, and (3) an emphasis on social interac-
tions. The fi rst element of ecodevelopmental theory, social ecological theory, draws 
from Bronfenbrenner’s work on human development (Bronfenbrenner  1979,   1986  ) . 
Bronfenbrenner organized the developmental factors infl uencing adolescents into 
multiple contexts according to their level of direct infl uence on individuals (i.e., 
macro-, exo-, meso-, and microsystems). Macrosystems are the broad societal factors 
and philosophical ideals that defi ne a particular culture (e.g., cultural values and 
norms). Exosystems are the contexts that adolescents do not participate in directly, but 
this ecological level impacts important members of the adolescents’ lives (e.g., 
 parents’ support systems). Mesosystems are comprised of interactions between impor-
tant members of the different contexts in which the adolescents participate directly 
(e.g., parental monitoring of peer activities). Finally, microsystems are the contexts in 
which the adolescent participates directly (e.g., the family, peers, and school).  

    11.2.1.2   Developmental Theory 

 The second element of ecodevelopmental theory is derived from developmental 
theory and emphasizes systematic changes that occur among individuals across 
time as a function, both of their current social contexts, and the changes in social 
contexts that occur during individuals’ entire lives. In other words, individuals and 
their social contexts are continually evolving and changing throughout the lifespan. 
For example, adolescent substance use is a risk factor of unsafe sexual behavior 
(Bailey et al.  1999 ; Boyer et al.  1999 ) that is infl uenced not only by the individuals’ 
present social contexts, such as the amount of parental support during adolescence 
(Barrera and Li  1996 ; Oxford et al.  2001 ), but also by the family functioning 
throughout the individuals’ childhood (Barnes et al.  1994 ).  

    11.2.1.3   Social Interactions 

 The third element of ecodevelopmental theory is social interactions such that 
encompass the relational patterns and direct interactions between individuals 
within and across the different contextual levels can increase risk and protective 
processes for substance use and unsafe sexual behavior (Garbarino and Abramowitz 
 1992 ; Szapocznik and Coatsworth  1999 ). For instance, parental support of their 
children can be predicted by the extent to which parents experience support from 
their own social contexts (Swick and Broadway  1997 ). Parental support of adoles-
cents in turn affects the adolescent substance use and unsafe sexual behavior 
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(Miller et al.  1998 ; Perkins et al.  1998 ; Whitbeck et al.  1993 ). Especially important 
may be  mesosystemic confl icts, in which Latino and African American parents 
have socialized their children to a specifi c set of values and expectations, which 
may differ from those values and expectations they confront in White-dominated 
institutions such as schools (Gonzales et al.  2004a  ) .    

    11.3   Family-Based HIV Risk Reduction Programs 

 Family is among the most prominent contexts of ecodevelopmental theory (Perrino 
et al. 2002) and the most fundamental social system infl uencing human develop-
ment (Bronfenbrenner  1979,   1986 ; Szapocznik and Coatsworth  1999 ). A substan-
tive body of literature has demonstrated the critical role that families play in healthy 
development across all domains of adolescent adjustment (McAdoo  1997 ; Schwartz 
et al.  2007  ) . Parental infl uence is important in Latino and African American cul-
tures, whose traditional values emphasize the primacy of the family (Gonzales et al. 
 2008 ; Murry and Brody,  2004  ) , making family-based prevention a relevant modality 
with these two groups. Studies on African American and Hispanic families have 
shown that the family environment serves a powerful protective role in buffering 
youth from engaging in high-risk behavior (e.g., through parents’ caregiving prac-
tices) (Brody et al.  2001,   2002 ; Murry and Brody  1999  ) . Supportive, communica-
tive family environments reduce African American and Hispanic youths’ risk of 
engaging in HIV risk behaviors (Murry and Brody  2002  ) . A longitudinal study by 
Brody and colleagues  (  2000  )  found that African American youth who reported hav-
ing conversations with their parents about sexually related issues were less infl u-
enced by their peers’ actions and perceived peer norms for sexual behavior and less 
likely to engage in sexual risk behaviors. Among Hispanic youth, improvements in 
parent–adolescent communication have been found to be associated with subse-
quent decreases in HIV risk behaviors (Prado et al.  2007 ). Other family processes 
found to be negatively associated with HIV risk behaviors among African American 
and Hispanic youth include parental monitoring, family support, and racial/ethnic 
socialization (Murry and Brody  2002 ; Pantin et al.  2004 ; Prado et al.  2007 ; Murry 
et al.  2007  ) . In addition, studies have shown that attachment to parents, parental 
monitoring, and family communication are stronger protective factors in deterring 
high-risk sexual behavior among African American youth than their European 
American youth counterparts (DiClemente et al.  2001 ; Miller et al.  1999 ; Perrino 
et al.  2000  ) . 

 The etiological research on the role of family in the prevention of HIV risk 
behaviors has provided the impetus and basis for the development of family- 
centered preventive interventions (Pequenat and Szapocznik  2000 ). Family pro-
cesses, including parenting practices, parent–adolescent communication, and 
racial/ethnic socialization, appear to be malleable targets of intervention and cen-
tral in reducing adolescent sexual risk behaviors. 
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 In the next section, we provide a brief overview of some important considerations 
in doing family-based HIV prevention work with both African American and 
Hispanic adolescents and give examples of how challenges have been met in the 
extant literature. In keeping with our focus on reviewing family-based HIV risk 
reduction programs, we target processes primarily at the microsystem level, with 
consideration given to other aspects of youths’ environment that have implications 
for explaining youth’s vulnerability to HIV infection.  

    11.4   Review of Effi cacious Family-Based HIV Preventive 
Interventions for African American and Hispanic Youth 

 A search of the PsycInfo literature database using the terms “HIV or drug or alcohol 
or multiple partners or sex” and “prevention or preventive or intervention” and 
“family or parent” and “Hispanic, Latino, African American, or Black” from January 
1985 through October 2008 was conducted to identify effi cacious family-based 
HIV preventive interventions for Hispanic and African American youth. Included in 
this review are studies that met the following criteria: (1) randomized controlled 
trials (RCT), (2) adolescents aged 10–17, (3) primarily African American or 
Hispanic sample (i.e., 70% or greater) or reported separate results for either African 
Americans or Hispanics, and (4) intervention has an impact on one or more HIV 
risk behaviors (e.g., unprotected sex, substance use). 

    11.4.1   Programs for African American Adolescents 

    11.4.1.1   Strong African American Families 

 The only family-based HIV risk preventive intervention that has been effi cacious in 
preventing alcohol use and sexual risk behaviors among rural African American 
adolescents is the Strong African American Families (SAAF) program (Brody et al. 
 2006 ; Murry et al.  2005,   2007  ) . SAAF was developed via community involvement 
and over a decade of longitudinal research from within the same communities, thus, 
both the targeted outcomes and modifi able mediators originated from within the 
local context (Murry and Brody  2004  ) . The SAAF program consists of 2-hour sessions 
that take place for seven consecutive weeks. After a meal catered by local African 
American providers, caregivers and children attend concurrent breakout sessions 
and then join together for the last hour for a large discussion. Parent sessions focus 
on both general (e.g., monitoring and communication with children about sex) and 
racially specifi c (e.g., racial socialization) parenting practices via videotaped 
vignettes and group discussions designed to foster social support. Adolescent ses-
sions focus on topics such as dealing with diffi cult situations (e.g., racism), images 
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of risk behaviors, and peer pressure resisting strategies via games and activities. 
Family sessions reinforce the messages from parent and adolescent session and 
build mutual understanding and communication. 

 The SAAF program was evaluated by randomizing counties in the rural South 
to either the SAAF condition or a minimum-control condition in which parents 
were mailed information about early adolescent development, stress manage-
ment, and techniques to promote exercise among youth. The researchers followed 
up with families for 52 months and tested the mediating mechanisms of the pro-
gram with Structural Equation Modeling. Findings suggest that participating in 
SAAF evoked increases in regulated-communicative parenting and in youth 
intrapersonal protective processes (racial identity, self-esteem, self-regulation, 
and positive self-image). SAAF-induced effects on parenting behavior deterred 
not only precursors to risk behavior such as risk-related attitudes, future orien-
tation, self-regulatory capacity, and resistance efficacy, but also immediate 
HIV-related risk behavior, including early onset of substance use and sexual 
intercourse and alcohol use trajectories (Brody et al.  2004,   2005 ; Gerrard et al.  2007 ; 
Gibbons et al.  2007 ).  

    11.4.1.2   Parents Matter! 

 The Parents Matter! Program (PMP) was designed to reduce sexual risk behavior 
and its consequences, including HIV, other STDs, and pregnancy for African 
American youth by fostering communication and positive parenting skills with par-
ents (Dittus et al.  2004  ) . Surface structure of the program refl ected the importance 
of cultural relevance as it was infused with African proverbs, African American 
actors, and media reference (Murry et al.  2004  ) . Furthermore, because facilitators 
were also African American parents, they were able to adapt the program by incor-
porating specifi c examples from the community and using colloquial language. 
Finally, it was recognized that “Many African American parents are reluctant to 
participate in programs that they believe challenge their authority to raise their 
 children according to their own personal and cultural standards” (Murry et al.  2004 , 
p. 91). Thus, parents were encouraged to impart messages to children that refl ected 
their personal values for their family (Long et al.  2004  ) . 

 The evaluation of PMP consisted of an RCT with three conditions: enhanced 
intervention, single-session intervention, and a general health intervention as an 
attention-control condition (Ball et al.  2004  ) . The enhanced intervention version 
was the full program of fi ve 2.5-hour sessions with two annual boosters ( N  = 378). 
The brief version offered the same content, but was delivered in 2.5 hours using 
lecture format, with none of the social support building discussions ( N  = 379). The 
general health intervention was the same format as the brief version, but focused on 
how children could reduce their risk for preventable health problems such as obesity 
and cardiovascular disease ( N  = 366). Findings suggested that participating in the 
fi ve session enhanced intervention was associated with adolescent decreases in sex-
ual risk behavior (Forehand et al.  2007  ) . However, the single-session intervention 
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was not a substantial improvement over the control condition. Authors surmised 
that repeated exposure to interactive intervention activities is required for reducing 
African American adolescents’ sexual risk behavior.  

    11.4.1.3   CHAMP Family Program 

 The CHAMP Family Program was designed in close collaboration with community 
members, who played major roles in the program’s design, implementation, and 
evaluation to reduce HIV risk among urban African American adolescents (McKay 
et al.  2004  ) . As with other family-based interventions, CHAMP was designed as a 
multiple family group format. This delivery format was thought to be especially 
useful in increasing social support and mutual aid, creating strategies to deal with 
common problems, and reducing the stigma associated with talking about sensitive 
issues (McBride et al.  2007  ) . Families meet for 20 minutes to discuss the topic of 
that night’s meeting and then break out for 45-minutes concurrent parent and child 
sessions. In youth sessions, participants learn and role-play peer pressure scenarios 
and communication with parents. The parent sessions focus on monitoring, social 
support, problem solving, and communication with young people about sensitive 
topics. At the conclusion of each meeting, parents and children reconvene to make 
an action plan for their home practice activities. 

 CHAMP was evaluated with a pretest–posttest design which included a no-
treatment comparison group from the CHAMP longitudinal study (McKay et al. 
 2004  ) . Results from parents demonstrated a positive increase in family decision 
making relative to the comparison group, as did comfort in communicating about 
sensitive topics with their children. Among adolescents, children in the intervention 
group were less often exposed to mixed-gender settings without parental supervi-
sion (McBride et al.  2007  ) . Youth in the intervention condition reported higher 
family confl ict, perhaps because the intervention encouraged them to communicate 
more with their parents about sensitive topics. In addition, CHAMP has demon-
strated effects on externalizing behaviors. Moreover, the CHAMP Family Program 
has been adapted in several other contexts, including HIV + youth (McKay et al.  2007  ) , 
South Africa (Bell et al.  2008  ) , and Trinidad and Tobago (Baptiste et al.  2007  ) , with 
positive results.  

    11.4.1.4   Keepin’ It R.E.A.L.! 

 The Keepin’ It R.E.A.L.! Program targeted sexual risk reduction for African 
American adolescents (mostly sons) and their mothers (DiIorio et al.  2006  ) . The 
program had two conditions, one based on social cognitive theory (SCT) and the 
other was a life skills program (LSK) based on problem behavior theory, which pro-
motes the idea that the problem behaviors co-occur due to an underlying problem or 
condition. Both conditions met for seven sessions over 14 weeks for 2 hours each 
session. In the SCT condition, mothers and adolescents attended joint sessions 
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together for four of those sessions, and were separate for the remaining three. Sessions 
included information about reducing HIV transmission, general  communication 
skills, as well as specifi c communication about sex, values, decision making, and 
peer infl uence. In the LSK condition, mothers and adolescents attended separate 
sessions, except for portions of the fi rst and last sessions where they met together. 
Mothers participated in a stress reduction activity at the beginning of each session. 
They then discussed personal experiences related to the session’s topic and learned 
strategies based on a Freirean approach. Adolescents were given a stress reduction 
activity at the beginning of each meeting and then discussed a specifi c risk behavior. 
Community service activities were also part of the LSK condition, as was an over-
night trip to a Historically Black College or University. Both the SCT and LSK 
conditions were highly interactive and home practice exercises were assigned at each 
meeting. 

 Keepin’ It R.E.A.L.! was evaluated in an RCT with the two described interven-
tion conditions (SCT:  N  = 194; LSK:  N  = 187) and a control condition ( N  = 201) that 
received a 1-hour training on HIV prevention. Mothers in the SCT condition increase 
their HIV knowledge at a rate double that of the LSK and control conditions and 
were more likely to report recent conversations with their children about sex. 
Mothers in the SCT and LSK conditions reported a greater level of intent and com-
fort about discussing sex with their children than in the control group. Adolescents 
in all conditions demonstrated signifi cant increases in sexual behavior over time, as 
well as self-effi cacy and outcome expectations for abstinence. SCT and control con-
ditions increased HIV knowledge as twice the rate of LSK. Higher percentages of 
sexually active adolescents in the SCT and LSK conditions reported condom use 
and intentions to end their sexual activity until they were older. 

 In addition, a father and son program was developed based on the SCT approach, 
which was similar in format and content to the mothers’ program (DiIorio et al.  2007  ) . 
It was also evaluated with a randomized cluster design comparing effects of the SCT 
condition ( N  = 141) with a control condition focusing on nutrition and exercise 
( N  = 132). Fathers in the SCT condition reported more communication and greater 
intent to communicate. Adolescents in the SCT condition reported less sexual behav-
ior and more condom use for those who were sexually active. Increased condom use 
was a more robust fi nding than abstinence, despite being addressed in only one of the 
program sessions. Authors suggest that for African American male adolescents, con-
dom use may be a more acceptable HIV prevention strategy than abstinence.  

    11.4.1.5   Parents Who Care 

 Parents Who Care target reductions in substance use and delinquency and delays in 
sexual debut among White and African American adolescents (Haggerty et al. 
 2007  ) . The intervention lasts for seven 2-h sessions which include parent, child, 
and family components. It is based on the social development model and targets 
bonding to prosocial institutions, especially to the family. Parents Who Care was 
 evaluated based on an RCT (African American,  N  = 163; White,  N  = 168) with three 
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conditions, group-based, self-administered with telephone support (completed 
within 10 weeks), and a no-treatment control (Haggerty et al.  2007  ) . African 
American adolescents in either the self-administered or group-based version were 
roughly 70% less likely to initiate sexual behavior/substance use as compared to 
controls. In the group-based version, they were signifi cantly less likely to initiate 
sexual behavior than in either of the other two groups. Neither of these fi ndings held 
for White adolescents.  

    11.4.1.6   ImPACT 

 ImPACT was designed to increase monitoring and communication between African 
American parents and their adolescents to reduce the risk of HIV. The program is 
unique in structure in that rather than being group-based, program facilitators bring 
the program to families’ homes (Stanton et al.  2000  ) . The single-session curricu-
lum, guided by social-cognitive theory, consists of a 22-minute video shown to both 
parents and youth, followed by condom use skills practice and role playing. ImPACT 
has been evaluated in two RCTs. In the fi rst, results of the intervention group were 
compared to a control group who received the “Goal for IT!!” intervention, which 
promotes education and career training using the same format as the ImPACT inter-
vention (Stanton et al.  2000  ) . Assessments were collected at pretest, 2 months and 
6 months post-intervention ( N  = 237). Participation in ImPACT increased parents’ 
awareness of their children’s participation in substance use and having a dating 
partner. In addition, condom use skills were higher among intervention than in con-
trol participants. A second evaluation study examined the additive benefi ts of 
ImPACT on the adolescent only program,  Focus on Kids  (FOK) (Stanton et al. 
 2004  ) . Out of 817 families receiving FOK, 496 also participated in ImPACT. 
Signifi cant additive benefi ts were found for consistent condom use and reductions 
in substance use among adolescents participating in FOK.  

    11.4.1.7   Mother/Daughter HIV Risk Reduction Program 

  Mother/Daughter HIV Risk Reduction (MDRR)  program was designed to reduce 
HIV risk behavior among low income, urban African American adolescent females 
through mothers’ involvement by increasing daughters’ HIV knowledge and self-
effi cacy and intent to refuse sex (Dancy et al.  2006  ) . The program was developed in 
collaboration with mothers in the community and was based on social cognitive 
theory, theory of planned behavior, and “community-other-mothers,” a concept 
derived from Black Feminist Theory. After attending 12-week training, mothers 
teach the program curriculum to their daughters in groups over six weekly sessions. 
Mothers choose which sections of the program they are most comfortable for teaching. 
The program includes interactive games and skills practice approaches. 

 The program was evaluated using an RCT design ( N  = 262) with two control 
conditions: the Mother/Daughter Health Promotion (MDHP) curriculum ( N  = 62), 
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which promotes healthy eating and exercise, and the Health Expert HIV Risk 
Reduction (HERR) curriculum ( N  = 97), which is similar to MDRR, but health 
experts facilitate the program directly, rather than training mothers to implement it. 
Results from data collected 2 months post-intervention demonstrated that knowl-
edge, self-effi cacy, and reported sexual behavior in the two HIV conditions differed 
signifi cantly from the general health condition, indicating that mothers were just as 
effective as professional health educators in teaching HIV-related content to their 
daughters. Because of mothers’ continuing relationship with their daughters, long-
term follow-up data are required to determine if maternal delivery may have more 
lasting effects than those obtained from professional health educators.   

    11.4.2   Programs for Latino Adolescents 

    11.4.2.1   Familias Unidas 

 Familias Unidas is an effi cacious preventive intervention for Hispanic youth. Familias 
Unidas, which is based on Ecodevelopmental Theory (Pantin et al.  2004 ), promotes 
four major family processes: (1) positive parenting, (2) parent–adolescent commu-
nication, (3) parental involvement, and (4) family support (Pantin et al.  2003 ; Prado 
et al.  2007 ), all of which are protective against substance use and unsafe sexual 
behavior. Consistent with Hispanic cultural expectations, Familias Unidas places 
parents in positions of leadership and expertise in helping to prevent problematic 
outcomes in their adolescents. 

 Familias Unidas has been evaluated in two separate RCTs, and a third and a fourth 
are ongoing. In the fi rst RCT, Pantin and colleagues ( 2003 ) found that Familias Unidas 
was effi cacious (in a sample of 167 Hispanic youth), relative to a no-intervention con-
trol group, in (1) increasing parental involvement, parent–adolescent communication, 
and parental support for the adolescent; and in (2) reducing adolescent behavior prob-
lems, a risk factor for drug use and HIV risk behaviors. Results also indicated that 
increases in parental investment were related to decreases in behavior problems. In the 
second RCT, Prado and colleagues ( 2007 ) evaluated the effi cacy of Familias Unidas 
relative to a family-centered HIV preventive intervention and a family-centered adoles-
cent cardiovascular health intervention over a 3-year period of time. The results of the 
study found that over time Familias Unidas was effi cacious in reducing illicit drug use 
relative to the cardiovascular preventive intervention. Familias Unidas was also found 
to be effi cacious in reducing cigarette use over time, when compared with both the HIV 
preventive intervention and the cardiovascular preventive intervention. Finally, 
Familias Unidas was effi cacious in reducing unprotected sexual behavior and prevent-
ing the incidence of sexually transmitted diseases. The effects of Familias Unidas on 
smoking and illicit drug were mediated by improvements in family functioning. 
Improvements in positive parenting (reward contingencies offered by parents) and in 
parent–adolescent communication explained some of the effects of intervention 
 condition on cigarette and illicit drug use.  
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    11.4.2.2   ¡Cuídate! 

 ¡Cuídate! is a program to increase parent–child communication about sex in Mexican 
families (Villarruel et al.  2008  ) . The theory of planned behavior was combined with 
a focus on Mexican cultural values, including familism and religiosity, in the design 
of the program. Familism was utilized as a motivational impetus to frame the impor-
tance of talking with children about sex. The infl uence of religiosity on decision 
making about sexual behavior was considered (e.g., whether or not to teach condom 
use in addition to abstinence). The 6-hour program was conducted with separate 
sessions for parents and adolescents on two consecutive Saturdays. The intervention 
group ( n  = 404) was provided with information about the prevention of HIV and 
pregnancy as well as support for general and sexual communication with children. 
The control group ( n  = 317) received a 6-hour general health intervention, which 
also emphasized the principal role of parents in determining adolescents’ health, but 
did not discuss parent–child communication. Both groups were assigned homework 
to complete with their adolescents. Participants in the intervention group reported 
more communication, communication about sex, and comfort in communication 
than parents in the control group. Moreover, this effect was mediated by the per-
ceived utility of communication about sex, attitudes of the adolescent, family, and 
church related to communication about sex, and parents’ comfort in discussing sex 
with adolescents. Effects were not moderated by familism, religiosity of either 
gender of parents or children.  

    11.4.2.3   Bridges to High School/Puentes a la Secundária 

 Bridges to High School/Puentes a la Secundária is a family-based program intended 
to improve mental health and prevent dropout among Mexican American adoles-
cents (Gonzales et al.  2004b  ) ; however, it also appears to have reduced adolescents’ 
sexual risk taking (Germán  2009  ) . Content and structural elements of Bridges/
Puentes were based on: (1) qualitative interviews and focus groups with Mexican-
origin families including Spanish- and English-speaking parents who were born in 
the United States (U.S.) born or Mexico, (2) key informant interviews with school 
personnel and service providers and (3) longitudinal research on risk and protective 
processes within the same communities (Dumka et al.  1998 ; Gonzales et al.  2007  ) . 
The program’s nine weekly sessions and two home visits targeted parenting, child 
coping, family cohesion, and school involvement (Gonzales et al.  2007  ) . 

 Bridges/Puentes was evaluated via an RCT with 555 families from four middle 
schools in Phoenix (Gonzales et al.  2007  ) . A recent dissertation study found that the 
targeted mediators of mental health and school engagement also extended to sexual 
risk behavior, such that intervention-induced changes in appropriate discipline 
reduced the likelihood of early intercourse (Germán  2009  ) . The program’s success 
may be attributable to the incorporation of traditional Mexican cultural values such 
as familism at all levels of the program (Dillman Carpentier et al.  2007  ) . Familism 
values were promoted through both program content (cohesiveness, co-parenting, 
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adolescent family support-seeking) and structure (recruiting multiple caregivers, 
joint sessions with parents and children) (Gonzales et al.  2007  ) . Traditional values 
were used as a motivational tool to encourage parents and children to internalize and 
incorporate elements of the program into regular practice. For example, the program 
emphasized parents that families are an important source of strength to support the 
school success of their children. For children, it was emphasized that doing well in 
school helped their families in times of stress and refl ected well on their families. 
The incorporation of traditional values resulted in salience of the program for 
Spanish-speaking and less acculturated families, who reported higher satisfaction 
and who participated more than their English-speaking and more acculturated coun-
terparts (Dillman Carpentier et al.  2007  ) .    

    11.5   Considerations in Conducting Family-Based HIV 
Prevention Work with Both African American 
and Hispanic Adolescents 

 On the basis of the microsystem of the Ecodevelopmental Theory, our review pro-
vides support that parenting, family processes, cultural, and strength-based 
approaches are the most effi cacious preventive interventions for Hispanic and 
African American youth (Szapocznik  2006 ; Prado et al.  2008 ). Parental monitoring, 
parental involvement, communication self-effi cacy, general communication skills, 
and communication about sex are parenting processes that have been targeted by 
programs to modify child-level mechanisms, including HIV risk behaviors (DiIorio 
et al.  2006,   2007 ; Dittus et al.  2004 ; Forehand et al.  2007 ; Haggerty et al.  2007 ; 
Klein et al.  2005  ) . As is evident from this list of mechanisms, family-based preven-
tive interventions serving African Americans or Hispanics have, for the most part, 
targeted the same types of child and parent-level mediators as those targeting White 
families, perhaps because the theories guiding many programs are not racially spe-
cifi c and may be limited in their ability to consider cultural or structural factors 
(Gentry et al.  2005  ) . Although these universal parent- and child-level mediators do 
appear to have effects on behavior change (e.g., Forehand et al.  2007  ) , it is also 
benefi cial to consider program outcomes and mediators that may be specifi c to the 
populations of interest (Stanton et al.  2006  )  such as acculturation to the American 
culture for Hispanics (Gonzales et al.  2007  )  and racial socialization for African 
Americans (Murry et al.  2007  ) . Understanding the strengths and needs of a local 
context is the foundation of a culturally specifi c family intervention (Cross et al. 
 1989  ) . Consulting with community members in the early stages of program design 
has been advocated, as it may identify community needs and strengths that could 
otherwise be overlooked by researchers (Dumka et al.  1998  ) . Because cultural 
groups differ in their values, they also differ in terms of what they would consider a 
successful program (LaFrance  2004  ) . Preventive interventions that do not include 
cultural components often fail to gain community support and, as a result, the 
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 targeted populations are less likely to participate (Murry et al.  2004  ) . Targeting 
problems and supporting strengths identifi ed by the community as relevant will 
produce more relevant and meaningful outcomes. 

    11.5.1   Formative Research 

 Another key consideration when developing family preventive interventions is the 
use of focus groups to inform intervention design. For example, in preparation for 
the Strong African American Families (SAAF) program, an HIV family preventive 
intervention, and for Familias Unidas, a family preventive intervention, community 
representatives identifi ed sexual risk behavior and substance use as causes for con-
cern among local parents (Murry and Brody  2004  ) . In addition, for the SSAF pro-
gram, parents highlighted strengths that were relevant for both the “surface structure” 
and the “deep structure” of the program (Resnicow et al.  2000  ) . In terms of surface 
structure, an emphasis on the benefi ts of the Black church in protecting young peo-
ple resulted in a local pastor being featured as one of the narrators of the program 
video. The fact that teaching children to be proud of their heritage, while simultane-
ously acknowledging racism, was seen as another of the community’s most valuable 
assets resulted in racial socialization becoming ingrained in the deep structure of the 
program, by serving a primary role in the program’s theoretical model. Indeed, 
empirical evidence showed that racial socialization played a major role in reducing 
sexual risk behavior in the long-term follow-up (Murry et al.  2007  ) . During focus 
groups for the development of the Familias Unidas intervention, parents highlighted 
the role of acculturation to the American culture as an important reason why their 
youth were engaging in problem behaviors. Consequently, Familias Unidas was 
developed to address very well-defi ned cultural risk and protective processes such 
as parent–child acculturation gaps and other acculturation stressors.  

    11.5.2   Underserved Populations 

 A third consideration when developing family-based preventive interventions is that 
African Americans and Hispanics have been underrepresented in family preventive 
intervention programs (Beadnell et al.  2003 ; Brown et al.  2000  ) . The result is that not 
only are these populations not receiving the services afforded to others, but evaluation 
results do not incorporate their “lived” experiences. Programs validated based on 
White, middle class samples lack ecological validity and may not generalize to other 
groups (Rowland and Wampler  1983  ) . To be effective in reducing disparities, culturally 
competent program content must be paired with recruitment, and retention strategies 
that ensure the disproportionately affected populations have access to the program 
(Dumka et al.  1995 ; Murry and Brody  2004  ) . 
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 A review of the literature suggests that partnering with local communities is 
also the most effective way to engage participants (Anderson et al.  2002  ) . 
Community buy-in motivates and sustains program engagement (Castro et al. 
 2004 ; Ross and Williams  2002  ) . For groups that have been historically mistreated, 
approval from community leaders can foster a sense of trust (Brach and Fraser 
 2000  ) , a crucial part of engagement with disenfranchised groups. Some programs 
have employed community liaisons/facilitators extensively to serve as a bridge 
between researchers and participants for recruitment, maintaining up-to-date con-
tact information, adding credibility, and serving as safe outlet for participant con-
cerns (Armistead et al.  2004 ; Murry and Brody,  2004  ) . Murry and Brody  (  2004  )  
and Prado and colleagues ( 2006 ) attribute their retention rates of over 90% to sup-
port from their community liaisons and their abilities to join and engage with the 
participating families. At the implementation level, strategies have been developed 
which aim to increase participant engagement, including matching participants and 
facilitators on race and/or other important cultural characteristics (e.g., language), 
as well as fostering positive group process, and training experiences are designed 
to ensure that liaisons/facilitators are not only complete but culturally prepared for 
program delivery (Armistead et al.  2004 ; Forehand et al.  2007 ; Murry and Brody 
 2004  ) .   

    11.6   Conclusions 

 This chapter has reviewed the literature on the prevalence and etiology of HIV risk 
behaviors in African American and Hispanic youth and effi cacious family-based 
HIV preventive interventions for these youth. Family-based HIV prevention pro-
grams for African American and Hispanic adolescents should target both universal 
parent and child mediators, while simultaneously giving attention to the needs and 
strengths of the cultural and community contexts. Community representatives can 
provide vital information that should be incorporated into both the surface and 
deep structure of the program content. A culturally competent program, however, 
is necessary but not suffi cient to decrease disparities in the realm of HIV preven-
tion. For family-based interventions with demonstrated effi cacy such as those 
reviewed here, there is a need to move from tests of effi cacy to effectiveness to 
broad dissemination and implementation (Bell et al.  2007  ) . In addition, strategies 
that incorporate community involvement and create supportive relationships must 
be in place to support the continued attendance and engagement of program par-
ticipants, a critical precursor to achieving outcomes. Finally, although family-based 
interventions have potential, this approach is limited by the fact that behavior is 
confi ned and molded by context (Barrow et al.  2008 ; Bronfenbrenner  1979,   1986  ) . 
We must begin to consider more comprehensive intervention efforts that not only 
increase sources of resilience for adolescents, but also reduce the stressors to which 
African American and Hispanic adolescents and their families are exposed (Berkel 
et al.  2010  ) .      
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  Abstract   Young men who have sex with men (MSM) account for the majority of 
HIV infections among young people in the United States and young women who 
have sex with women and men can also become infected with HIV. While family-
based approaches have been established for other groups of youth, very few have 
been developed and tested with sexual minority youth. This chapter reviews evi-
dence for the feasibility of developing family-based programs for these youth as 
well some of the factors that should be incorporated into such an approach.      

    12.1   Introduction 

 In the early years of HIV/AIDS, prior to the current pandemic, little was known 
about how the HIV virus spread, nor could we have envisioned the many challenges 
HIV would present on gay, lesbian, and bisexual (GLB) people. This chapter focuses 
on the role of families in preventing HIV among GLB youth. 

 The term “GLB” is used to represent the population of youth that are same-sex 
attracted, engage in same-sex behavior, or use GLB identity labels, while acknowl-
edging that these are not entirely overlapping constructs in the same youth on a 
single occasion or across development (Savin-Williams and Ream  2007  ) . The 
GLB abbreviation is used except where the data suggest a fi ner distinction is 
 necessary. For example, difference between non-gay identifi ed men who have sex 
with men (MSM) and gay men. It should be noted that the state of the science on 
HIV prevention among GLB youth is largely based on epidemiological research 
among young MSM, as there has been less research on family factors, prevention 
approaches, and risk among young women. It is also critical to note that most 

    Chapter 12   
 Parents as Agents of HIV Prevention for Gay, 
Lesbian, and Bisexual Youth       

       Brian   Mustanski    and    Joyce   Hunter      



250 B. Mustanski and J. Hunter

GLB adolescents and young adults are healthy (Mustanski et al.  2007  ) , grow up 
to be resilient, and lead productive lives, with many having families of their own 
(Hunter and Baer  2007  ) . 

 While rates of HIV infections continue to rise fastest among young MSM of 
color (Centers for Disease Control and Prevention (CDC)  2008  ) , the virus has also 
spread to other segments of the population, including young women, whose sexual 
and drug behaviors put them at risk. While lesbians are thought to be the group least 
vulnerable to HIV infection, some have been infected since the early days of the 
epidemic. It is important to examine the risk and vulnerability of both lesbians and 
bisexual women, the reality of their HIV risk, and the contexts in which they are 
vulnerable (Hunter and Alexander  1996 ; Gomez  1995  ) .  

    12.2   Young Men and HIV 

 Recent data from the National HIV/AIDS Reporting System indicated that 
 male-to-male transmission accounts for almost 80% of HIV diagnoses among men 
ages 16–19 (Rangel et al.  2006  ) . Since 2001, young MSM account for more new 
infections than young women across all forms of exposure. However, unlike young 
women whose rates are declining, and older gay men where rates are level, increases 
of up to 14% annually have been reported among young MSM (Hall et al.  2007 ; 
Rangel et al.  2006  ) . The limited available prevalence data among urban, young 
MSM suggest an even more alarming picture. The Center for Disease Control and 
Prevention (CDC) 1994–1998 Young Men’s Survey of Urban Young MSM ages 
15–22 in seven US cities found an overall HIV prevalence of 7.2% (Valleroy et al. 
 2000  ) . As in other groups, HIV/AIDS disproportionately impacts racial and ethnic 
minority young MSM, especially Latino/Hispanic (Loue  2006 ; Warren et al.  2007  )  
and Black MSM. The data from the Young Men’s Survey revealed that White 
young MSM (ages 15–22) had an overall HIV prevalence of 3.3%, but Black and 
Latino/Hispanic young MSM had much higher rates, 14.1% and 7%, respectively 
(Valleroy et al.  2000  ) . There is a limited understanding of the factors that underlie 
racial  disparities in HIV among young MSM, although some differences in risk 
factors have been identifi ed (Celentano et al.  2005 ; Harawa et al.  2004 ; Mustanski 
et al.  2008 ; Sifakis et al.  2007 ; Warren et al.  2007  ) . 

 Despite the increasing rate of HIV infection among young MSM, there has not 
been commensurate increase in attention to the HIV prevention needs of these youth. 
The majority of adolescent HIV prevention programs in the published literature are 
focused on heterosexual youth (Harper  2007  ) . A recent meta-analysis of HIV behav-
ioral interventions targeting MSM did not report a single randomized control trial 
(RCT) where the mean age was less than 23 years (Herbst et al.  2005  ) , and the CDC’s 
HIV/AIDS Prevention Research Synthesis Team stated that there is a signifi cant gap 
in HIV prevention programs targeting young MSM (Lyles et al.  2007  ) . Scientifi cally 
sound preventive interventions are needed for high-risk young men. These programs 
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cannot be modifi cations of programs developed for older MSM or heterosexual 
 adolescents. Young MSM are impacted by different cultural and contextual factors 
(Garofalo and Harper  2003 ; Harper  2007 ; Rosario et al.  2006  ) .  

    12.3   Young Lesbian and Bisexual Women and HIV 

 HIV among lesbians and bisexual women is a hidden health issue. Sexual and 
other risk behaviors of young lesbian and bisexual women make them vulnerable, 
and it is important to consider prevention in the context of their families. In New 
York City (NYC), the Gay Men’s Health Crisis (GMHC) Women’s Institute serves 
an active client base, with 23% of GMHC’s HIV-positive clients being women 
(GMHC served 2,698 clients in 2008). Within the Women’s Institute, the Lesbian 
AIDS Project (LAP), founded in 1992, was created to address the HIV prevention 
and care needs of lesbians, bisexual women, and “women who have sex with 
women” (WSW), regardless of their self-identifi cation. Specifi c outreach has been 
to women of color in NYC who have sex with women. The program currently 
serves 85 active female clients per year through regular services and activities, 
and the majority are African American, Caribbean-American, or Latina living in 
high HIV-prevalence areas of NYC. Other large cities in the US have similar 
 populations (Hill  2006  ) . 

 Few studies report specifi cally on lesbians or bisexual women who have sexual 
relationships with both men and women. Researchers tend to combine them in their 
studies (Baernstein et al.  2006  ) . 

 While female-to-female sexual contact may be a less efficient route of HIV 
transmission when compared to male/male or male/female sexual contact, we 
know from experience with cases in this population that WSW do engage in 
high-risk HIV-related behaviors and do become infected with HIV. Some WSW 
use injection drugs and may share needles and some lesbians and bisexuals 
have had sexual  histories with HIV-positive men and/or injection drug users 
(Gomez  1995  ) . 

 There is an assumption that if a young woman is pregnant, she is heterosexual. 
Hunter and Alexander  (  1996  )  found that young lesbians have risk for becoming 
pregnant. In the US, large-scale population-based studies have been conducted in 
high schools, with similar fi ndings. Four of the 52 states have included questions 
about sexual orientation and sexual behavior in their Adolescent Health Surveys 
with high school students. Results of Minnesota’s Adolescent Health Survey  (  1987 , 
2005) found that lesbian and bisexual young women were twice as likely to be teen 
parents as their heterosexual counterparts. In Seattle high schools, results from the 
Teen Health Risk Behavioral Survey in 1995 found that GLB youth were two times 
more likely than their heterosexual peers to have been pregnant or impregnated 
someone (24% versus 12%). Similar results were documented in Massachusetts and 
Vermont (Blake et al.  2001 ; Saewyc  2006  ) .  
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    12.4   Family Infl uences on GLB Youth 

 In many ways, HIV is a family disease. Across racial/ethnic groups, the family is a 
key infl uence on youths’ sexual socialization, sexual values, sex roles, sexual 
 attitudes, and sexual behavior (Perrino et al.  2000  ) . Looking at the numerous 
 infl uences on the health and sexual risk behaviors of GLB youth, we examine the 
family dynamics and social contexts. Lack of family support will infl uence a youth’s 
sexual identity and behavior. Often parents do not have accurate knowledge or 
information to help their adolescent children through the confusing process of 
 maturation (Ryan and Hunter  2001  ) . There are many challenges as young people 
enter adolescence and become sexual beings. While becoming independent of their 
parents, adolescents develop their self-concept, personal identity, social skills, and 
social support networks based on their gender, family, and cultural, racial, and 
 ethnic reference points (Hunter et al.  2006  ) . During this period, youth are 
 susceptible to peer infl uences, putting them at risk for drug use that can lead to 
unsafe sexual behaviors. Parents are not always able to understand or support young 
people who come out as gay, lesbian, or bisexual or behave in ways that deviate 
from “traditional” behavioral norms (e.g., dating, dress). 

 Youth of color face additional stresses and challenges in integrating their sexual, 
cultural, racial, and ethnic identities (Tremble et al.  1989  ) . Cultural, racial, and 
 ethnic identities are being formed at early ages, prior to a person becoming aware of 
sexual feelings, including same-sex feelings. This is especially true for girls, who 
often appear to be more willing than boys to adapt to adult’s expectations (Santrock 
 2008  ) . Thus, young people who may be GLB have little support for developing their 
identity in healthy ways. Lesbian, gay, and bisexual youth of color interact with 
their family’s cultural, racial, and ethnic context, mainstream society’s expectations, 
and, if they are aware of them, GLB community norms (Hunter and Schaecher 
 1995  ) . Gomez (1995) noted that this need to manage more than one stigmatized 
identity increases the adolescent’s level of vulnerability and stress. Thus, openly 
identifying themselves as gay, lesbian, or bisexual may jeopardize acceptance by 
their family and their cultural, racial, and ethnic community. Cultural, racial, and 
ethnic groups may experience a social cultural dissonance (Chan  1989 ; Hunter and 
Schaecher  1995  ) , resulting in stress generated from belonging to two different 
 cultures. Various cultural, ethnic, and racial values and norms may confl ict with 
European-American values and norms, and this may inhibit a person from disclos-
ing or coming out to family members. These confl icting values can have a negative 
effective on one’s personal potential. Thus, lesbian, gay, and bisexual youth of color 
confront a tricultural experience – membership in their cultural, racial, and ethnic 
community, the GLB communities, and the larger society (Hunter and Schaecher 
 1995  ) . Further, the manner in which they manage issues of acculturation could 
 isolate them and put them at risk for alienation from support systems. 

 The proper focus should not be youth’s culture, race, or ethnic identity or their 
sexual orientation, but rather their risk behaviors (Rosario et al.  1999  ) . Observations 
from the LAP Program suggest that WSW of color in NYC experience a number of 
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environmental adversities that may drive risk and confound expectations that 
 infl uence their lives. For example, in the US, many young women of color live in 
low socioeconomic areas of cities.  

    12.5   Disclosure of Sexual Orientation to Parents 

 Family-based HIV prevention strategies have not been extensively developed for 
gay and bisexual youth. This lack may be due to an assumption that parents are 
unaware or rejecting of their children’s homosexual or bisexual orientation and, 
therefore, uninterested in intervention efforts (Garofalo et al.  2008  ) . Personal 
 narratives and small studies of gay and bisexual youth and their parents conducted 
in the 1980s emphasized poor communication about and parental rejection of sexual 
orientation, as well as verbal and physical abuse upon disclosure (D’Augelli and 
Hershberger  1993 ; Remafedi  1987 ; Savin-Williams  1989b  ) . 

 Recent studies of GLB youth fi nd greater openness about sexual orientation 
(Floyd and Bakeman  2006  ) , more frequent and earlier disclosure of sexual orienta-
tion to parents (D’Augelli et al.  2005 ; Garofalo et al.  2008 ; Savin-Williams  2005  ) , 
and more positive parental reactions (D’Augelli et al.  2005 ; Garofalo et al.  2008  ) . 
These changes may refl ect a historical trend toward increased social acceptance of 
non-heterosexual orientations. In a recent study of 15–19-year-old GLB youth, 66% 
reported that their parents were aware of their sexual orientation. Among male 
youth, 55% of mothers and 48% of fathers reacted positively or very positively to 
disclosure (D’Augelli et al.  2005  ) . In a study of urban ethnically diverse GLB youth 
ages 16–24, male participants connected to both parents reported that 83% of moth-
ers and 70% of fathers knew their sexual orientation and of those, 84% and 74% of 
mothers and fathers, respectively, were accepting or tolerant (Garofalo et al.  2008  ) . 
Caucasian youth were more likely to have disclosed to their mother or father, and to 
be accepted by their father, than either African American or Latino youth. Mother’s 
acceptance did not differ signifi cantly by racial or ethnic group. These results 
 confi rm previous fi ndings of differences in disclosure and parental acceptance by 
race and ethnicity (Dube and Savin-Williams  1999 ; Rosario et al.  2004  )  and further 
indicate that despite these differences, rates of disclosure/acceptance are relatively 
high across all groups. 

 Among GLB youth, disclosure to parents and parental reactions must be 
 considered both in terms of their status and timing. Status refers to the extent to 
which a youth has or has not disclosed their sexual orientation. “Coming out” to 
others is an ongoing process that includes dropping hints, disclosing attractions, 
disclosing a GLB identity, and introducing parents to a same-sex signifi cant other. 
Timing refers to the age at which these disclosures occur. Considering the interac-
tion between timing and status is critical, as the effects of disclosure may vary with 
age. For example, coming out to parents may be more diffi cult at younger ages 
when children are fi nancially dependent on their parents and rejection could result 
in being kicked out of the home. Disclosure to parents may also be more diffi cult 
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during later adulthood when parents have become accustomed to considering their 
adult child to be heterosexual or to not discussing the subject. In fact, there may not 
be any “right time” to come out to parents; instead, it depends on a mixture of 
 developmental, logistical, and relational concerns. 

 Most parents eventually accept their child’s homosexual or bisexual orientation, 
but initial reactions are often negative, including disbelief, denial, silence, grief, or 
guilt (D’Augelli et al.  2005 ; Savin-Williams  2001  ) . Initial negative parental reactions 
to disclosure are common and coincide with a period of increased vulnerability for 
risk behavior among GLB youth. These reactions refl ect a predominant view of 
homosexuality/bisexuality as a “problem,” and thus, disrupt parents’ “idealized” 
view of their child and his/her future. Negative reactions are common among parents 
without access to information to counteract misconceptions of homosexuality and/or 
gay or bisexual individuals. When a child identifi es as GLB, parents face multiple 
challenges: (1) adapting to their child’s sexual orientation; (2) adapting their own 
identity as a parent of a gay or bisexual child; and (3) adapting parenting roles and 
expectations for a child with psychological, social, and developmental challenges. 
Gay and bisexual youth are vulnerable to psychological distress and increased 
 victimization following disclosure (D’Augelli et al.  2005  ) . In addition, parents’ 
 initial emotional turmoil may persist and result in emotional detachment and/or abdi-
cation of active parenting (Saltzburg  2004  ) . Because youth are disclosing at earlier 
ages (Floyd and Bakeman  2006  ) , many still live in the parental home and are likely 
to be directly impacted by parental reactions for sustained periods of time. 

 Among young MSM, there is evidence that parental infl uences are signifi cantly 
related to HIV risk. In our Project Q study, 14% of the young MSM reported an 
HIV-positive serostatus. Controlling for age, race, and ethnicity, a composite 
 measure of family connectedness reduced the odds of an HIV infection by 30% 
(Garofalo et al.  2008  ) . LaSala  (  2007  )  found, in a sample of 35 parents of 30 gay 
male youth (ages 16–25), that parents of 83% of the youth regularly discuss safer 
sex with their sons in order to infl uence their behavior. Of these youth, 57% reported 
that their relationship with their parents infl uenced their decision to practice safer 
sex. Thus, recent trends refl ecting greater disclosure of sexual orientation to parents, 
greater acceptance by parents, and parental infl uence on gay youth’s sexual behav-
ior support the feasibility and signifi cance of family-based interventions to prevent 
risky sexual behavior among GLB youth. 

 In addition to infl uencing risk for HIV, there is reason to believe that family-based 
approaches are promising for addressing other health issues linked to HIV risk among 
GLB youth, such as substance use and mental health (Mustanski et al.  2011  ) . Parental 
attitudes and acceptance of sexual orientation infl uence youth psychological well-
being, which is associated with both substance abuse and sexual risk across ethnic/
racial groups. Research has demonstrated that parental acceptance or rejection shapes 
an adolescent’s views of self. 

 Negative attitudes toward homosexuality are related to higher religiosity, social 
conservatism, and lower socioeconomic status (Herek and Gonzalkez-Rivera 
 2006 ; Herek and Society for the Psychological Study of Lesbian and Gay Issues 
 1998  ) . Less frequent disclosure and more frequent parental rejection of ethnic 
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minority GLB youth may refl ect more negative views of homosexuality among 
African Americans and Latinos (Pew Hispanic Center and Pew Forum on Religion 
and Public Life  2007  ) . 

 Among GLB youth, positive parental attitudes and parent–child relationship 
 satisfaction are associated with higher self-esteem and fewer depressive symptoms 
(Mustanski et al.  2011 ; Savin-Williams  1989b  ) . One study found that GLB young 
adults who reported higher levels of family rejection during adolescence were 8.4 times 
more likely to report having attempted suicide, 5.9 times more likely to report high 
levels of depression, 3.4 times more likely to use illegal drugs, and 3.4 times more 
likely to report having engaged in unprotected sexual intercourse compared with peers 
from families that reported no or low levels of family rejection (Ryan et al.  2009  ) . 

 The effect of parental attitudes on youth psychological well-being may be 
 mediated by self-acceptance. Parental acceptance of sexual orientation is related to 
self-acceptance of one’s own sexual orientation, particularly for youth who value 
parents as integral to their own self-worth (Savin-Williams  1989a  ) . An affi rmative 
sexual minority identity is related to self-esteem and psychological adjustment 
(Hershberger and D’Augelli  1995  ) , regardless of ethnicity (Rosario et al.  2004  ) . 
Effects of parental support may also change across development. For example, 
Mustanski and colleagues  (  2011  )  found an interaction between age and parental 
support in predicting psychological distress; the positive effects of parental support 
signifi cantly decreased from age 16 to 24 (Mustanski et al.  2011  ) . This fi nding 
 suggests that late adolescence may be a critical developmental period for delivering 
a family-based program in order to maximize effectiveness.  

    12.6   Interventions for GLB Youth and Their Families 

    12.6.1   Feasibility of a Family-Based HIV Prevention 
Program for GLB Youth 

 Conducting family-based HIV prevention programs necessitates that parents 
 participate in the program. Little research exists to demonstrate the feasibility of 
such an approach with GLB youth. LaSala  (  2007  )  was able to recruit a small sample 
of parents and their gay sons ( N  = 30 families) to participate in qualitative interviews 
about family relationships and HIV risk. In a longitudinal study of 246 GLB youth 
ages 16–20 at baseline (e.g., Mustanski et al.  2010 ; Mustanski  2011  )    , participants 
were asked if they would be willing to allow investigators to contact their parents 
(either or both) for research-related purposes (i.e., “Do you think that you would 
consent for us to contact your mother/father?”). Among participants under age 18, 
81% were living with parents, 83% were in contact with their mothers, and 64% 
with their fathers (Mustanski  2011  ) . Of the youth in contact with each parent, 53% 
felt neutral to positive about the researchers contacting mothers, 41% felt neutral to 
positive about contacting fathers, and 66% said they would likely consent to the 
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researchers contacting at least one parent. Frequency of unprotected vaginal or anal 
sex in the last 6 months did not differ signifi cantly by willingness to involve parents 
in research. While these data do not indicate actual success with involving parents 
in a family-based prevention program, they do suggest that the many GLB youth 
would be willing to have their parents contacted to participate in research. These 
fi ndings help dispel the concern that only those youth who are low risk would be 
willing to participate in such a program. 

 Experience also suggests that a family-based HIV prevention program would be 
of interest to many parents of gay and bisexual children. The authors of this chapter 
have given numerous presentations to groups of Parents and Friends of Lesbians 
and Gays (PFLAG), and parents often talk about being concerned about the HIV 
status of their GLBT children. Few if any of the parents report having specifi c HIV 
risk prevention training and many expressed feeling ill-equipped to address risk 
with their children. Parents desired an intervention to provide them with skills to 
address risk with their children and felt that many parents would attend such an 
educational program. Many parents express a sentiment along the lines of, “I am not 
sure all parents would want to come to a PLAG meeting, but many of the parents 
who told me they would not attend [a PLAG meeting] have expressed worry about 
HIV. These parents care about the health of their sons and would come to something 
like this if they thought it would help keep their sons from becoming infected.” This 
sentiment suggests that a desire to keep their children healthy may trump some 
parents’ negative attitudes toward homosexuality. 

 Because of the complexities, many community-based organizations (CBOs) that 
serve GLB youth reach out to parents with caution. Professionals cannot assume 
that young people have come out to their parents or that it would be safe to do so. 
In Dr. Hunter’s experience as a clinician and clinical supervisor at a youth-serving 
CBO, it is important to fi rst gain the trust of the young person and know enough 
about the youth’s relationship with their family members before suggesting bring-
ing families in. When youth want their family members involved in their process of 
coming out, parents are brought in on a case-by-case basis. In these situations, a 
family therapy approach with a strong psycho-educational emphasis is indicated to 
address and resolve relationship issues within the family.  

    12.6.2   Challenges to Delivering a Family-Based HIV 
Prevention Program 

 The lack of formative research is a barrier to developing and delivering family-based 
HIV prevention programs targeting the needs of GLB youth and their families. There 
have been few research efforts to engage these families in a systemic way and little 
is known about the issues that might arise in recruiting them. Research suggests that 
the current generation of GLB youth is coming out to their parents in their teens 
and that most parents are accepting. However, there are still many youth who are 
not out or parents who are not accepting and these parents may be most in need of 
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the  program. The second barrier to delivering an intervention is the ability to 
engage parents from racial and ethnic groups that tend to have more negative 
attitudes toward homosexuality. Young men from these groups (e.g., African 
Americans, Latinos) also show the highest prevalence of HIV. Research on how to 
most effectively engage such families in prevention programs should be made a 
 priority. Fortunately, CBOs have been operating for decades and have developed 
grass-roots approaches to  reaching parents and other relatives of GLB people. 
These CBOs could serve as key collaborators in the development and dissemination 
of family-based HIV prevention programs (Hunter and Baer  2007  ) .   

    12.7   Conclusions and Implications 

 In summary, insuffi cient attention has been applied to develop and validate prevention 
programs targeting the unique needs of GLB youth and their families. As with other 
youth, research suggests that parents of GLB youth can serve as a strong positive 
infl uence on health risks, including HIV. Yet, family-based approaches to preventing 
HIV and substance use and promoting mental health have not been developed and 
tested. Efforts to develop such programs should be supported given their potential to 
address many of the health disparities experienced by young GLB youth. 

 In order to improve community health outcomes for this population, community 
norms and attitudes related to GLB youths’ sexual behaviors must change. Because 
of the increased complexity of their lives and where the epidemic is thriving, special 
attention needs to be focused on young gay and bisexual men of color. To combat 
dynamics of racism, sexism, poverty, and fears of female sexuality, developing and 
implementing culturally compelling large-scale community interventions aimed at 
cultivating resiliency is a critical HIV prevention strategy. 

 Basic research on GLB youth and families is needed to inform the development 
of needed family-based HIV prevention programs. Our review of the literature sug-
gests such programs are likely feasible and have great potential to address not only 
HIV prevention, but other related health issues that disproportionately affect these 
young people (i.e., mental illness, substance use). Working with families, schools 
(including school-based clinics that also outreach to out-of-school youth), and social 
services agencies would be conducive to an integrated response to preventing HIV 
in young people. Parents of GLB youth can be agents of change.      
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  Abstract   Family factors are infl uential in both HIV/AIDS-risk behavior and mental 
illness, and thus, families can be a critical resource in HIV/AIDS prevention efforts, 
especially for young people with psychiatric problems. Surprisingly few HIV-risk 
reduction programs capitalize on the strengths of families to prevent risk behavior 
while simultaneously addressing mental health. This chapter reviews current 
research on the association of mental health, HIV/AIDS-risk behavior, and behav-
ioral interventions with special emphasis on the role of families in improving health 
outcomes for young people. Given the paucity of available empirically validated 
family-based interventions, we describe an innovative and highly promising pro-
gram for teens with in mental health treatment based on the Social-Personal 
Framework of HIV/AIDS-risking mental health issues.      

    13.1   Linkages Between Mental Health and HIV/AIDS 

 Mental health has many important linkages with HIV/AIDS (Brown et al.  1997a, 
  2010 ; Donenberg et al.  2001 ; Donenberg and Pao  2005 ; Treisman and Angelino 
 2004 ; Tubman et al.  2003  ) . Mental illness is related to high rates of risky sexual 
behavior and drug use (Donenberg and Pao  2005  ) , poor health promotion, inconsis-
tent and untimely medication adherence, and limited and less-sustained effects of 
behavioral interventions (Cournos et al.  2005 ; Mehta et al.  1997 ; Wagner et al. 
 2004  ) .    Untreated mental health problems diminish safe sex decision making and are 
barriers to HIV prevention (Brooks-Gunn and Paikoff  1997 ; Donenberg and Pao 
 2005  ) . Although improved mental health augments physical health, HIV/AIDS 
behavioral interventions have been inconsistent and lagged behind when it comes to 
addressing mental health issues. 

    Chapter 13   
 Family-Based HIV-Prevention for Adolescents 
with Psychiatric Disorders       

       Geri   R.   Donenberg   ,    Larry   Brown   ,    Wendy   Hadley   ,    Chisina   Kapungu   , 
   Celia   Lescano   , and    Ralph   DiClemente      
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 Family factors are infl uential in both HIV/AIDS-risk behavior and mental 
illness, and thus, families can be a critical resource in HIV/AIDS prevention efforts 
(Donenberg et al.  2006  ) , especially for young people with psychiatric problems. 
Surprisingly few HIV-risk reduction programs capitalize on the strengths of fami-
lies to prevent risk behavior while simultaneously addressing mental health. This 
chapter reviews current research on the association of mental health, HIV/AIDS-
risk behavior, and behavioral interventions with special emphasis on the role of 
families in improving health outcomes for young people. Given the paucity of avail-
able empirically validated family-based interventions, we describe an innovative 
and highly promising program for teens with in mental health treatment based on 
the Social-Personal Framework of HIV/AIDS-risk (Donenberg and Pao  2005  ) . 

 The mechanisms linking mental health and HIV/AIDS are diverse and multi-
level, and they refl ect a complex mix of social, psychological, economic, structural, 
and interpersonal relationship infl uences. Still, most health behavior change theo-
ries (e.g., Theory of Reasoned Action, Health-Belief Model; Fishbein  1980  )  impli-
cate individual factors (Donenberg and Pao  2005  )  and emphasize person-level 
behavior change. These models often require a level of intellectual maturity and 
stability that are undeveloped in many youth, especially teens with mental health 
problems. For example, teen sexual behavior is frequently unplanned, spontaneous, 
and not the result of careful decision making (Fantasia  2008 ; Kirby et al.  1994  ) , 
particularly for troubled youth who tend to be impulsive and self-destructive (Brown 
et al.  1997b ; Frances et al.  1985  ) . Many youth in psychiatric care do not understand 
how to avoid risky situations and lack important skills to promote healthy behavior 
(e.g., sexual communication skills, assertiveness, refusal skills) (Donenberg and 
Pao  2005 ; Henggeler et al.  1992 ;    Kipke et al.  1998  ) . Teens in psychiatric care engage 
in the same risky behaviors as their peers, but they do so at higher rates (Donenberg 
and Pao  2005  ) ; they use condoms less consistently, have more sexual partners, and 
report more frequent sexual activity.  

    13.2   Framework for Developing Preventions for Troubled 
Adolescents and Their Families 

 The Social-Personal Framework (Donenberg and Pao  2005  )  provides an alternative 
approach to understanding risk taking that underscores the importance of individual, 
psychosocial, and contextual risk mechanisms, while also addressing the role of 
cognitive factors typically included in health behavior theories (e.g., HIV/AIDS 
knowledge, attitudes, beliefs). The Social-Personal Framework has been used to 
guide multiple HIV-prevention studies as well as the development of several innova-
tive HIV/AIDS prevention interventions for youth in mental health care (see below). 
The framework emphasizes personal attributes, family context, and peer and partner 
relationships as predictors of adolescent risk taking (see Fig.  13.1 ). For a full 
description of the framework, please see Donenberg and Pao  (  2005  ) .  
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    13.2.1   Personal Attributes 

 Increasing accurate information about HIV/AIDS transmission and prevention, 
enhancing perceptions of personal vulnerability, and improving self-effi cacy for 
safer sex behavior are important HIV/AIDS prevention goals. Unfortunately, 
improving HIV/AIDS knowledge is necessary but insuffi cient to stem high-risk 
behavior (Aruffo et al.  1994 ; DiClemente et al.  1993 ;    DiClemente et al.  1996  b ; 
Donenberg et al.  2005 ;    Hingson et al.  1990  a ; Keller et al.  1988 ; Mustanski et al. 
 2006 ; Rolf et al.  1991 ; Sikand et al.  1996  ) . Greater perception of vulnerability, 
motivation to prevent transmission, intention to practice safe sex, and condom use 
self-effi cacy are needed to increase safer sex among youth and adults (Donenberg 
and Pao  2005 ; Fisher and Fisher  1995 ; Santelli et al.  2004 ; Sterk et al.  2004 ; 
   St. Lawrence et al.  1998  ) . 

 Impulsivity, impaired problem solving, poor negotiation skills, and limited 
social and self-effi cacy skills are factors common in troubled teens that hamper 
their  ability to use accurate knowledge and good intentions to implement safe sex 
behavior (Brown et al.  1997b ; Carey et al.  1997 ; Di Scipio  1994 ; Donenberg and 
Pao  2005 ; Mustanski et al.  2006  ) . Many teens with psychiatric problems lack the 
self- confi dence and interpersonal and social skills (assertiveness, effective com-
munication) necessary to negotiate safe sex practices (Brown et al.  1997a ; Carey 
et al.  1997  ) . Similarly, good emotion regulation in the face of distress (e.g., manag-
ing one’s fear of potential rejection by a partner because of asking to use a con-
dom) (Lescano et al.  2007  )  may help reduce risk behaviors    (DiClemente et al. 
 2001  a  ) , but many youths in psychiatric care exhibit poor affect regulation. Emotion 
dysregulation has been tied to multiple problem behaviors, e.g., suicide attempts, 
depression, substance use, negative family interactions, and HIV/AIDS risk 
(DiClemente et al.  2001a,   b ; Fritsch et al.  2000 ; MacLean et al.  2000 ; Sheeber 
et al.  2000,   2001  ) . Fortunately, HIV attitudes, beliefs, and skills are amenable to 

  Fig. 13.1    Social-personal theoretical framework (adapted from Donenberg and Pao  2005  )        
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intervention, and emotion regulation can be infl uenced through learning and 
 modeling, especially in a therapeutic context (Cicchetti et al.  1995  ) .  

    13.2.2   Family Context 

 Parents and families play a major role in adolescents’ sexual values, attitudes, and 
behavior (Crosby and Miller  2002 ; Perrino et al.  2000  ) . The family is the primary 
source of sexual socialization for children (Fisher and Feldman  1998 ; Perrino 
et al.  2000  ) . Parental infl uence may be indirect, facilitating or hindering teens’ 
acquisition of HIV/AIDS knowledge, attitudes, and prevention skills, or direct 
through communication and modeling about risk, sex, and prevention (Donenberg 
et al.  2011 ; Kotchick et al.  2001 ; Miller et al.  2000 ; Repetti et al.  2002 ; Somers 
and Paulson  2000  ) . Four areas of family functioning are consistently related to 
youths’ sexual risk taking and attitudes: affective characteristics (warmth, sup-
port, hostility), instrumental characteristics (monitoring, supervision, control), 
parent–adolescent communication, and parental attitudes and behavior. 

    13.2.2.1   Affective Characteristics of Families 

 Affective characteristics (warmth, support, hostility) play a critical role in youths’ 
intimate relationships (Chodorow  1974,   1978 ; Stevens  2002 ; Surrey  1983  )  and 
 sexual experience (Miller and Fox  1987 ; Miller et al.  2001  ; Donenberg et al.  2003 ) . 
Close family relationships, parental involvement, positive parenting, and parental 
support predict more consistent condom use, less exposure to risky situations, and 
later sexual debut among teens (Aronowitz et al.  2005 ; Chewning and Van 
Koningsveld  1998 ; Danziger  1995 ; Donenberg et al.  2011 ; Hindelang et al.  2001 ; 
Jaccard et al.  1998 ; Jones and Philliber  1983 ; Longmore et al.  2001 ; Meschke et al. 
 2002 ; Moore and Chase-Lansdale  2001 ; O’Donnell et al.  2008 ; Resnick et al.  1997 ; 
Upchurch et al.  1999  ) . Family availability, support, connectedness, and cohesion 
are related to reduced sexual experience, less risky sexual behavior, and fewer 
health-risk behaviors among youth (Benda and DiBlasio  1994 ; Biglan et al.  1990 ; 
Crosby et al.  2001 ; DiBlasio and Benda  1990 ; Emerson et al.  under review ; Fisher 
and Feldman  1998  ) . Greater satisfaction with the mother–child relationship is asso-
ciated with later sexual debut, less frequent sexual activity, and more consistent teen 
contraceptive use. Thus, families can be powerful collaborators in the prevention of 
mental health problems and HIV/AIDS (Donenberg et al.  2006  ) .  

    13.2.2.2   Instrumental Characteristics of Families 

 Likewise, instrumental characteristics (monitoring, supervision, permissiveness) 
are related to teens’ sexual debut, intercourse frequency, risky sexual behavior, 
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number of partners, pregnancy, and condom use (Donenberg et al.  2011 ; Li et al. 
 2000 ; Metzler et al.  1994 ; Romer et al.  1994,   1999  ) . Parental monitoring limits 
opportunities for teen sexual activity (Paikoff  1995  )  and is linked to fewer behaviors 
that cooccur with risky sex, including drug and alcohol use (Bahr et al.  1998 ; 
Flannery et al.  1994 ; Thomas et al.  2000  )  and delinquency (Ary et al.  1999 ; Dishion 
and Patterson  1993 ; Gorman-Smith et al.  1996  ) . More parental permissiveness and 
less parental availability are implicated in more frequent sexual behavior, risky sex, 
and substance use among youth (Davis and Friel  2001 ; DiClemente et al.  2001  b ; 
Mounts  2001 ; Werner and Silbereisen  2003  ) . For troubled teens, more parental 
monitoring and supervision, and less permissiveness (Donenberg et al.  2002 ; Wilson 
et al.  2001  )  are related to reduced sexual risk, but the associations are stronger for 
girls than boys (Donenberg et al.  2002  ) . Recent evidence suggests that for these 
teens, parental monitoring moderates the relationship between the quality of family 
communication and sexual risk behavior among African American but not Caucasian 
and Hispanic families (Nappi et al.  2009  ) . Namely, African American parents who 
reported open family sexual communication and frequent monitoring had adoles-
cents who reported less sexual risk behavior.  

    13.2.2.3   Parental Communication with Youth 

 Parent–teen communication that is open, receptive, and comfortable is linked to 
reduced sexual experience and risky sexual behavior in teens (Donenberg et al. 
 2011 ; Dutra et al.  1999 ; East  1996 ; Fisher  1987 ; Handelsman et al.  1987 ; Kastner 
 1984 ;    Lock and Vincent  1995 ; Miller et al.  1998a,   b,   c,   2000 ; Moore et al.  1986 ; 
Whitaker et al.  1999  ) . Parent–teen sexual communication that precedes fi rst sex 
predicts condom use at debut (Miller and Whitaker  2001 ; O’Sullivan et al.  2001  ) .  
Parent–teen discussions about sexual behavior and AIDS, especially with parents 
who are knowledgeable, open, and comfortable, are associated with more consis-
tent condom use (Miller et al.  2007  ) . Closeness between the parent and teen pro-
vides the context needed for youth to adopt parental values and engage in productive 
conversations about sex. Closeness also predicts greater confi dence of the adoles-
cent in talking to parents about sexual issues. Greater parental confi dence in talk-
ing to teens about sex and the belief that talking will produce a positive outcome, 
are associated with parents and teens actually engaging in such conversations 
(DiIorio et al.  2000  ) . When teens perceive their parents as trustworthy and acces-
sible, they are more likely to have discussions about sex (Guilamo-Ramos et al. 
 2006  ) . Barriers to parent–child sexual discussions are parental discomfort, embar-
rassment, and a lack of confi dence in discussing these sexual topics (Aronowitz 
et al.  2007 ; Jaccard et al.  2000 ; Pluhar et al.  2006 ; Rosenthal et al.  1998  ) . Youth 
who discuss sex with parents feel more confi dent talking to their partners and do so 
more frequently. They also are less infl uenced by risky peers (Hutchinson and 
Cooney  1998 ; Shoop and Davidson  1994  ) . For youth in psychiatric care, both talking 
about condoms with parents and the quality of parent–teen communication about 
HIV/AIDS is related to more consistent condom use (Wilson & Donenberg,  2004 ; 
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Hadley et al.  2009  )  and less sexual risk-taking. Thus, increasing parental comfort 
and skills to discuss HIV/AIDS effectively with teens should promote safer sex.   

    13.2.3   Peer and Partner Relationships 

 Peers and romantic partners become increasingly important during adolescence and 
they infl uence youths’ sexual development and behavior (Brooks-Gunn and Paikoff 
 1993 ; Hofferth and Hayes  1987 ; Townsend  2002  ) . Three areas of peer and partner 
relationships that are especially salient for adolescent sexual risks are: (1) peer 
norms, (2) partner relationship concerns, and (3) partner communication. The desire 
for conformity peaks during adolescence (Costanzo and Shaw  1966  ) , and peers are 
an important source of sexual information (DiIorio et al.  1999 ; Handelsman et al. 
 1987  ) . Teens’ sexual behavior often refl ects perceptions of peer norms, including 
decisions to use birth control and condoms, and the timing of sexual initiation 
(Brown et al.  1992 ; Corsaro and Eder  1990 ; Cvetkovitch and Grote  1980 ; Doljanac 
and Zimmerman  1998 ; Fisher et al.  1992 ; Kinsman et al.  1998 ; Prinstein et al.  2003 ; 
Rodgers and Rowe  1993 ; Whitaker and Miller  2000  ) . In one study, positive peer 
norms about abstinence were the single best predictor of delayed sexual initiation 
among middle school students (Santelli et al.  2004  ) . Negative peer infl uence has 
been strongly associated with risky sex among youths in outpatient psychiatric care 
and appears to mediate links between psychopathology and risk (Donenberg et al. 
 2001  ) . Moreover, peer infl uence is highly correlated with alcohol and drug use 
(Donenberg et al.  2001  ) , which is associated with more risky sexual behavior. For 
youth in psychiatric care, whose interpersonal relationships are typically strained, 
the need for peer acceptance may supersede other concerns (e.g., risk of HIV/
AIDS). However, there is evidence that strong parent attachment may mitigate neg-
ative peer infl uence for troubled youth (Emerson et al.  under review  ) . 

 Romantic relationships are often accompanied by intense fears of rejection and 
abandonment (Welsh et al.  2003  ) . Responsible sexual behavior, such as abstinence 
or condom use, is a potential source of confl ict with and even rejection by romantic 
partners (Eyre et al.  1998  ) . Desire for intimacy, love, and affi liation has been linked 
to sexual behavior among both boys and girls (Ott et al.  2004 ; Sanderson and Cantor 
 1995  )  and is a primary reason for fi rst sexual intercourse (Rodgers  1996  ) . Eyre et al. 
 (  1998  )  found that adolescent girls believed that asking a partner to use a condom 
would endanger the feeling of trust between partners. Pressure to maintain relation-
ships in order to meet intimacy needs may be particularly powerful for youths in 
psychiatric care, because they tend to have strained, confl ictual, and unsupportive 
relationships with family, peers, and partners (Brown et al.  1997a ; Seefeldt et al. 
 2003  ) . These teens may respond less assertively to partner pressure in order to avoid 
disconnection (Donenberg et al.  2001 ; Welsh et al.  2003  )  and to maintain affi liation, 
closeness, and intimacy (Cochran and Mays  1989 ; Downey and Feldman  1996  ) . 
Practicing prevention may avoided if it risks partner rejection or disapproval by 
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peers, whereas engaging in risk behavior may enhance peer approval and/or secure 
a partner’s love and commitment. 

 Sexual communication between teenage partners is critical for safer sex behav-
ior, but teens often have diffi culty communicating assertively and negotiating safe 
sex practices (Crosby et al.  2003 ; Hutchinson and Cooney  1998 ; Whitaker et al. 
 1999  ) . In fact, 50% of youth do not discuss contraception or STIs with their part-
ners before initiating sex (Manlove et al.  2007  ) , because they feel uncomfortable 
discussing sex and contraception (Shoop and Davidson  1994 ; Widman et al.  2006  ) . 
Communication between teenage sexual partners is associated with less sexual 
risk-taking, more HIV prevention self-effi cacy, fewer partners, more consistent 
condom use (Hutchinson and Cooney  1998 ; Tschann and Adler  1997 ; Whitaker 
et al.  1999  ) , asking partners to use condoms (Dancy and Berbaum  2005  ) , more 
contraceptive use (Widman et al.  2006  ) , and more precautions against HIV (Biglan 
et al.  1990 ; Catania et al.  1989 ; DiClemente  1991 ; Rickman et al.  1994 ; Shoop and 
Davidson  1994 ; Whitaker et al.  1999  ) . Teens who express a desire to use condoms 
to their partner are more likely to use them, and youths who discuss their sexual 
history have fewer partners. Adolescents who feel confi dent about initiating safer 
sex discussions with a partner are also more likely to use a condom and/or resist 
pressures to engage in high-risk sex in real sexual encounters (St. Lawrence  1993  ) . 
Teens in psychiatric care may be less likely to talk to partners, because they are 
especially vulnerable to rejection, fear relationship loss (Donenberg and Pao  2005  ) , 
and lack self-assertion skills    (Brown et al.  1997a,   b  ) . Moreover, these youth often 
lack critical interpersonal and social skills (assertiveness, effective communica-
tion) to negotiate safe sex. 

 In summary, there is substantial research that supports a broad Social–Personal 
framework of HIV/AIDS risk among youths with mental health problems. This 
model offers several directions for HIV-prevention programs designed to reduce 
transmission behaviors, and it underscores the need for preventive interventions to 
address a multitude of factors that affect risk. Specifi cally, programs that incorpo-
rate families and address teens’ broader social context have the potential to produce 
more positive and sustained outcomes. Yet, few family-based adolescent HIV/AIDS 
prevention interventions address mental health. In the remainder of this chapter, we 
will use Project STYLE, an innovative and promising program designed for fami-
lies and youth with mental health issues, as an example of an effi cacious interven-
tion based on the Social–Personal Framework. Project STYLE is an example of 
how strengthening families can be a useful force to decrease HIV risk among youth 
in mental health treatment.   

    13.3   Strengthening Today’s Youth Life Experience 
(Project STYLE) 

 Project STYLE is the fi rst family-based HIV/AIDS prevention program designed 
specifi cally for families whose adolescents are in mental health treatment. Project 
STYLE was conducted with parents and their male and female 13–18-year-olds, 
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who were recruited from psychiatric hospitals and outpatient mental health centers 
in three cities of the United States: Providence, Rhode Island, Atlanta, Georgia, and 
Chicago, Illinois. Ethnic, racial, economic, and behavioral differences among youth 
across the three cities provided a unique opportunity to reach diverse youths with a 
range of psychiatric problems. 

 Consistent with earlier research, youths reported high rates of risky sexual behav-
ior; 56.3% reported ever having oral, anal, and/or vaginal sex. Sexually active teens 
reported condom use 40% of the time, with a mean number of 6.4 unprotected 
sexual acts in the last 90 days, and 12% reported ever having an STI. Urine screen-
ing for Chlamydia, Gonorrhea, and Trichomonas at randomization revealed a base-
line rate of 19% of sexually active teens with one or more of these STIs, a much 
higher than expected prevalence for youth not in Family Planning/STI treatment 
settings. Substance use was also high; 40% of teens reported using alcohol and/or 
marijuana fi ve out of the last 30 days. Retention rates were excellent for this mental 
health sample at 3 months (91%), 6 months (88%), and 12 months (85%). 

 For a full list of topics covered in the prevention program, see Table  13.1 . Each 
of three modules had specifi c goals. In module 1, the goals were to (1) establish 
group rules and norms, (2) build a sense of group membership to motivate participa-
tion, (3) increase parents’ and teens’ knowledge and awareness of HIV/AIDS, other 
STIs, risk behaviors, and modes of transmission, (4) underscore the dangers of 
high-risk behavior and the benefi ts of practicing safe sex, and (5) improve general 
communication skills between parents and adolescents. With parents, we presented 
information about typical adolescent development, and with teens, we emphasized 

   Table 13.1    Project STYLE intervention overview   

 Adolescent topics  Parent topics 

 Module 1 
 Learning about HIV/STDs; 

parent–teen communi-
cation 

 Introduction and ground rules  Introduction and ground rules 
 General HIV and STD 

information 
 General HIV and STD 

information 
 Personal vulnerability to HIV

 and STDs 
 Adolescent development 

 Parent, peer, and partner 
assertive communication 

 Parent–teen assertive 
communication 

 Module 2 
 Parent–teen communication; 

identify and manage risky 
situations and behaviors 

 Parent–teen communication 
about sex 

 Parent–teen communication 
about sex 

 Identify, personalize, and 
manage risky situations 
and behaviors 

 Parental monitoring 

 Affect management  Affect management 
 Healthy relationships  Being a more assertive parent 

 Module 3 
 Condom skills; parent–teen 

communication about 
sexual values 

 Condom use skills  Condom use skills 
 Parent, peer, and partner 

communication about HIV 
and STD risk behaviors 

 Increase comfort level when 
talking about sex 
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their sense of personal vulnerability to HIV/AIDS/STI infections and highlighted 
the utility and benefi ts of good parent–teen communication.  

 In module 2, we focused heavily on parent–adolescent communication. Parents 
and teens exchanged general feedback about good and bad communication styles, 
and they practiced talking to each other about sexual topics. With parents, we also 
discussed effective, consistent, and appropriate parental monitoring, the need to 
manage their own affective arousal in response to teens’ behavior, and the unique 
challenges associated with teenage mental illness (e.g., greater risk taking, HIV 
risks linked to mental health problems, need for increased monitoring). We taught 
assertive communication strategies and emphasized the importance of comfortable 
and effective discussions about sex, sexual relationships, and sexual partners with 
their teens. Each parent created a personalized monitoring plan and identifi ed how 
to use affect management strategies facilitate effective parenting. With the goal of 
improving communication patterns, rather than resolving long-standing confl icts, 
parents and teens discussed these plans in front of the entire group. After feedback 
on their communication styles, parents and teens again discussed the issues while 
focusing on improving their communication. 

 During module 2 with the teens, we also taught assertive communication skills 
with peers and families, particularly in high-risk situations where teens may worry 
about rejection or the desire to maintain relationships over safer sex behavior. We 
discussed strategies to manage their own affective arousal during stressful situations 
and ways to recognize and choose healthy peer and partner relationships. Youths 
were taught to identify risky people, places, and situations, and they developed per-
sonalized risk plans to increase safe behavior. 

 Module 3 was designed to build safer sex skills and reinforce effective parent–
teen communication about personal values. The goals for parents and teens were to 
(1) increase knowledge about and comfort using condoms through repeated prac-
tice, and (2) practice new communication strategies while confi dently expressing 
personal values about sexual behavior. 

    13.3.1   Family-Based HIV Prevention Intervention Content 

 The content and design of the family-based condition was derived from several 
important theoretical assumptions and empirical evidence and specifi cally tailored 
for youth in mental health treatment. While many of these adaptations and princi-
ples apply to all families in challenging circumstances, they are of particular rele-
vance for families with youth with mental health concerns. 

    13.3.1.1   Talking About Sex Is a Mastery Experience 

 Families in psychiatric care typically engage in ineffective communication during 
stressful discussions (Donenberg and Weisz  1997  ) . Learning and practicing how to 
talk about diffi cult topics, like sex, with guidance from professionals provides families 
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with a mastery experience. Parents reported anxiety about talking with their teens 
about sex, but these discussions were rarely the major focus of family confl ict. 
Although nervous and tentative about sexual discussions, the communication  patterns 
were less entrenched and emotionally charged than other issues (e.g., factors leading 
to recent suicide attempts) and, thus, more amenable to change. The opportunity 
offered in Project STYLE normalized family members’ anxiety about sexuality 
 discussions and helped them to regulate the negative affect that often accompanies 
these conversations. As families observed and critiqued one another during these 
discussions, there was a chance to build skills, provide, and receive emotional 
 support, and take in nonjudgmental feedback to improve communication styles.  

    13.3.1.2   Parent/Adolescent Mutual Understanding 

 Parent/adolescent mutual understanding fosters a more positive relationship, which 
is essential to develop in families with mental health issues .  The curriculum was 
designed, in part, to increase parents and adolescents’ mutual understanding and 
tolerance for one another. Families in psychiatric care often have coercive interac-
tions (Patterson  1982  )  and may lack empathy for each other’s perspective due to 
personal distress and traumas. In Project STYLE, parents and teens “stepped” into 
one another’s shoes and learned how it feels to be on the other side in a diffi cult 
parent/teen discussion. Parents learned recent scientifi c evidence on adolescent 
brain development and received feedback from other parents about their teen’s 
behavior. This feedback normalized the challenges of parenting a teenager, particu-
larly one with mental illness, and provided support for the confl icts and struggles 
they confront on a daily basis. Likewise, adolescents were challenged to consider 
how parents should respond to risky situations, the barriers parents experience in 
trying to assist and advise their teens, and the importance of parental monitoring 
and supervision to keep them safe. These activities helped to establish the empathy 
that is necessary to establish and maintain collaborative relationships.  

    13.3.1.3   Collaborative Communication 

 Collaborative communication enhances family relationships and reduces adolescent 
risk, especially for youth in mental health care. The intervention emphasized col-
laborative communication throughout the program, by fi rst having the facilitators 
model it with each other and with the participants and next by activities designed to 
increase collaboration between the participants. The use of vignettes and role plays, 
consistent feedback, and in-depth discussions provided an overall sense that “we are 
in this together.” This same sense of collaborative communication was extended to 
the parent–teen relationship. For example, at the beginning of the workshop, parents 
and teens were asked to discuss a confl ict in their relationship that was identifi ed by 
both of them as problematic. Many parents began the discussion by lecturing their 
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teens, and as is typical of youth, teens responded with silence and withdrawal. 
During the intervention, however, group leaders encouraged and fostered collaborative 
communication between family members and taught parents and adolescents strate-
gies for positive, respectful, and assertive communication with one another. The 
relevance of collaboration in achieving mutual goals (i.e., staying safe, maintaining 
calm within the family, getting what you want) was emphasized. By the end of the 
workshop, many family members reported a new understanding and appreciation of 
how to talk to each other.  

    13.3.1.4   Acquiring and Practicing New Skills 

 Acquiring and practicing new skills is essential to mastery and risk reduction. 
Project STYLE taught new skills, such as assertive communication, condom use, 
and affect regulation, and then engaged participants in numerous exercises to prac-
tice them, including role-plays, games, and other activities. We brought family 
members together to try out new behaviors with one another in a “real-life” situa-
tion. They discussed a confl ict in their relationship while attempting to use emotion 
regulation strategies and using collaborative verbal and nonverbal assertive com-
munication. Practice and application of new skills to a variety of circumstances was 
especially important for families with mental health issues because of long-standing 
ineffective behavioral patterns. We assigned homework to practice new skills, and 
we used the booster sessions to reinforce gains and to problem solve barriers to 
adherence.    

    13.4   Summary 

 HIV/AIDS is related to psychiatric disorders in complex and varied ways that 
require interventions that go beyond targeting individual-level factors of adoles-
cents. Families are critical in helping youth with mental disorders to navigate the 
HIV-risk environment. This chapter describes the issues that families and youth 
face, and uses Project STYLE, an innovative and tailored HIV prevention program 
for parents and youths with psychiatric disorders as an example. Current prevention 
efforts show not only positive short-term outcomes but also signifi cant decay over 
time. For youth, families can be important collaborators in risk reduction efforts by 
delivering prevention messages long after the formal program ends. Project STYLE 
is an example of a family-based program with strong theoretical underpinnings that 
illustrates a promising new intervention for parents and youths with psychiatric 
disorders. Preliminary outcome data reveal safer sex behavior among troubled teens 
as a result of the program. Future data analyses will examine the long-term effects 
of Project STYLE on adolescent risk taking, with special attention to the sustain-
ability of positive outcomes    over time.      
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  Abstract   HIV infection affects families, not only individuals.    HIV brings a set 
of predictable challenges that impact the family’s daily routines, social status, 
and resources. Persons living with HIV (PLH), their partners, children, and extended 
family must meet the challenges. This chapter demonstrates how we adapted 
an evidence-based intervention (EBI) for Families Affected by HIV (FAH) to 
 subgroups with different transmission risks, cultural heritages, and organizations of 
their health systems. Family interventions in the USA, Thailand, and South Africa 
are described. 

 A set of standardized functions are shared across each of the adapted EBI: It 
(1) provides a framework to assign the meaning of HIV family-based programs; 
(2) helps families apply key health information to one’s life; (3) builds cognitive, 
 affective, and behavioral self-management skills; (4) addresses environmental 
barriers to implementing health behaviors; and (5) provides tools to develop 
ongoing social and community support. Based on counseling models, individual, 
small group, multiple family group, and community activities have been the deliv-
ery formats for interventions for FAH. Each meeting has a similar sequence of 
activities: sharing compliments and successes, introducing new information, 
brainstorming and problem solving how to apply the information to one’s life, 
practicing the implementation, setting a goal, and sharing compliments among the 
attendees. To implement these intervention routines, the interactions are highly 
structured; the leaders must be able to elicit and manage effectively the attendees’ 
feelings, thoughts, and behaviors; and a strong bond must be formed among the 
attendees to sustain behavior change. Four levels of context are highlighted for 
adapting family-based interventions (country, local institutions, local communi-
ties, and families).      

    Chapter 14   
 Adaptation of Interventions for Families 
Affected by HIV       

       Mary   Jane   Rotheram-Borus   ,    Sung-Jae   Lee   ,    Bita   Amani   , 
and    Dallas   Swendeman      
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    14.1   Introduction 

 The global need for comprehensive family-based HIV interventions exceeds our 
current capacities to design, deliver, and diffuse programs that are both effective 
and relevant to local communities. Given the increase in global health funding, 
from 5.6 billion in 1990 to 21.8 billion in 2007 (Ravishankar et al.  2009  ) , new 
models of intervention design and adaptation are needed to quicken the adoption 
and adaptation processes. Increasing capacity and responsibility must be placed 
with service providers, community leaders, and families affected by HIV (FAH). 
Evidence-based interventions (EBI) share a set of common factors, processes, and 
principles that can be adapted locally in order to implement culturally sensitive 
programs. Family-based interventions provide opportunities to intervene early in 
the life course, build social support and skills that prevent HIV, promote health 
broadly throughout life, and overcome stigma that is a signifi cant barrier to 
 HIV-identifi ed service utilization. 

 HIV infection affects families, not only individuals. Families are the basic social 
unit of most societies. Surviving is contingent upon the family members internally 
banding together to support each other. HIV radiates among family members: 
 sexual partners infect each other and mothers infect their children. If illness causes 
unemployment to one family member, no one in the family eats. When a neighbor 
knows one family member has HIV, the stigma is assigned to all members. Isolation 
is familial, not personal. Interventions providing understanding, knowledge, skills, 
and support are needed for each family member, tailored to the challenges and 
developmental capacities of the person. 

 In countries with generalized epidemics and subgroups with generalized 
 epidemics (e.g., gay men and injecting drug users), the communities of families are 
needed to support each other. In South Africa, the country with the highest number 
of HIV-infected persons globally, 40% of a family’s monthly income comes from its 
neighbors (Bhana and Pattman  2009  ) . If one family fails to share resources with 
their peers, the non-sharing family’s survival will be threatened the next time their 
family is in need: their neighbors will not share with them. Therefore, when a 
 devastating and life-threatening infectious disease affects one member of a family, 
the entire network is impacted. 

 We will present in this chapter examples of countries facing epidemics only 
among persons at very high risk based on various factors, including occupation 
(i.e., sex workers), sexual orientation, and risk history. The USA, for instance, has 
subpopulations with a higher risk and prevalence of HIV than the overall population 
(El-Sadr et al.  2010  ) . In South Africa, the babies of pregnant HIV+ women are 
potentially the easiest to protect from transmission: perinatal HIV has been an area 
with huge and dramatic prevention breakthroughs. Yet, the infection rate of babies 
of HIV+ mothers is about 23% at 2 years and another 12% die by 5 years of age 
(Rollins et al.  2007  ) . Finally, villagers in rural Thailand, a Buddhist country, are 
affected across three and four generations when extended family members reside 
together in a household with an HIV+ individual (Knodel  2008  ) . 
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 We propose a set of concrete steps to enable adaptation and diffusion of EBI for 
FAH. The factors and processes that are universal across all EBI also apply to inter-
ventions for FAH. We will demonstrate the points with family-based programs in 
three countries and with subgroups that are at risk, then highlight the four levels of 
family-based interventions, and propose that successful adaptation and diffusion of 
interventions require addressing each of these levels. Drawing upon our experience 
in these three countries, we will describe our adaptation and diffusion of our inter-
ventions aimed at increasing families’ capacity to cope effectively with HIV in the 
USA, South Africa, and Thailand.  

    14.2   Common Challenges Facing Families Affected by HIV 

 There are common challenges for persons living with HIV, which consistently 
involve their families: (1) to reduce transmission acts, as about 33–50% continue 
sexual risk acts (Crepaz and Marks  2002 ; Rotheram-Borus et al.  2001 ; Kalichman 
 2000  ) , and substance abuse, as greater than 70% of substance abusers relapse over 
time (Abdul-Quader et al.  2002  ) ; (2) to increase health maintenance behaviors, 
since 70% utilize and 66% adhere to HAART, with inconsistent adherence to medi-
cal regimens and appointments, and assertiveness with providers; (3) to decrease 
mental health symptoms and disorders, as up to 70% of people affected by HIV 
attend mental health counseling (Rotheram-Borus et al.  2001,   2004,   2006 ; Benotsch 
and Kalichman  2001 ; Crepaz and Marks  2001  )  and mental health problems are 
associated with lower adherence and increased transmission risks (Remien and 
Rabkin  2001  ) ; and (4) to maintain positive social relationships, particularly within 
the family, and in the face of stigma, HIV-related challenges of disclosure, and to 
adapt to ever-changing profi le of risk and protective behaviors. The advances in 
treatment suggest that parents now face the long-term challenges of routinely fol-
lowing strict health care regimens that accompany chronic disease maintenance 
(Rotheram-Borus and Miller  1998  ) . 

    14.2.1   Adherence to Health Regimens 

 The health challenges facing persons living with HIV vary based on the stage of 
illness, the age and gender of the family members, and the organization of health 
care services that often precipitate iatrogenic effects. Since 1996, HIV has increas-
ingly become a chronic disease (Swendeman et al.  2009  ) . Antiretroviral therapies 
(ART) are available for persons living with HIV, and this has extended the length 
and the quality of life to be more than 20 years (  http://www.aids.org/atn    ). Yet, 
among the 1.2 million persons living with HIV in the USA, most African–Americans 
and Latinos do not get an HIV diagnosis until about 1 year before they are diag-
nosed with AIDS (Crepaz et al.  2007  ) . Among those who do know their status, half 
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do not seek treatment in the fi rst 3 years after an HIV diagnosis, and this rate has not 
changed signifi cantly since 1998 (Wolitski et al.  2008  ) . There is a strong need to 
identify HIV+ persons as soon as possible after infection, and to link persons living 
with HIV to care, once they are diagnosed. 

 Families’ health challenges vary substantially based on the organization of 
health care in the country. Similar to the USA, many of the health systems in the 
developing world are organized to deliver services to age- and gender-segregated 
subgroups. Approximately 26% of pregnant women in low- and middle-income 
countries are tested for HIV during pregnancy (  http://www.who.int/hiv/topics/
mtct/data/en/index1.html    ), even though vertical transmission can be lowered to 
less than 2% (European Collaborative Study  2005  ) . When pregnant women are 
identifi ed as HIV+ during pregnancy, they then face the challenge of informing 
their sexual  partner (or not) about their serostatus (Rotheram-Borus et al.  2011  ) . 
If couples or families are tested for HIV, this challenge does not emerge 
(Mubangizi et al.  2000  ) , yet, almost no HIV testing is provided to families or 
couples. The focus is on individual rights, rather than family adjustment to HIV. 
This characterizes HIV testing in the USA, South Africa, Thailand, and India. 
When family-based HIV testing was implemented, 80% of family members were 
tested for HIV and received their results (Kellerman and Essajee  2010  ) . 

 Inconsistent adherence to medical regimens and appointments, and assertiveness 
with care providers are consistent challenges for FAH (Benotsch and Kalichman 
 2001 ; Crepaz and Marks  2001  ) . There is substantial data    from the literature on 
adherence, that is, family involvement in planning for adherence to ART leads to 
signifi cantly higher adherence rates (Pearson et al.  2006  ) . Therefore, the greater the 
family involvement throughout the continuum of care, the easier implementation of 
services will be for FAH.  

    14.2.2   Maintaining Mental Health 

 Early in the epidemic, rates of clinical disorder were high. In our family program in 
New York City in the mid 1990s, 70% of parents with HIV attended mental health 
counseling (Rotheram-Borus et al.  1997 ,  2001 ,  2003  )  and 84% reported enough 
symptoms to be considered seriously disturbed. Among the children of FAH, 39% 
reported anxiety disorders, 20% depressive disorders, and 46% any disorder (Rice 
et al.  2009  ) . Parents and children’s mental health symptoms are highly correlated, 
as would be expected. Adolescents, in particular, may copy their parents’ styles of 
coping with stress (Lester et al.  2009  ) . Mothers were faced with balancing their ill-
ness and  managing various life stressors (i.e., medication adherence, health care 
providers, economic and housing pressures, fi nances, single parenthood, and part-
ner, child, and family relational problems). Teens were faced with the challenges of 
living with an ill parent (i.e., worry and questions about parental illness, focusing on 
individual lives despite parental illness, and parentifi cation). Even with a public 
social and health care safety net, families in the developed world required long-term 
emotional and informational support in coping with stressors. 
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 Yet, 10 years later in the USA in 2004, FAH did not have signifi cant mental health 
symptoms; when HIV is a chronic illness and families have access to health care, 
there are far fewer negative consequences from HIV (Rice et al.  2009  ) . FAH report 
few problem behaviors related to physical health, mental health, or sexual or drug 
transmission acts. In fact, FAH reported lower rates of alcohol use and family confl ict 
than did a matched sample of non-HIV-affected families. A randomized controlled 
trial of 339 mothers and 259 of their school-age children in FAH was randomly 
assigned to receive an intervention of 16 sessions in a cognitive-behavioral, small-
group format; or standard services as the control condition. Compared to mothers in 
   FAH in the control condition, mothers in the intervention FAH were signifi cantly 
more likely to monitor their own health, and their children were more likely to 
decrease drug use than children in FAH in the control condition. Interventions remain 
useful, but the much lower levels of distress and problems in the FAH in Los Angeles 
from 2002 to 2006 suggest the dramatic changes associated with HIV becoming a 
chronic disease with ready access to treatment in the USA.  

    14.2.3   Reducing Sexual and Drug Transmission Acts 

 After learning that one is seropositive, between half to two-thirds of HIV+ persons 
reduce their transmission acts (Rotheram-Borus and Miller  1998  ) . Parent’s sub-
stance abuse has an immediate impact on youth’s substance use, but the impact 
decreases when parents stop using. Active parental use of hard drugs was related to 
increased adolescent emotional distress, depression, anxiety, and diffi cult peer rela-
tionships. Higher rates of substance use were reported in children whose parents 
used marijuana. This suggested that the teens’ behaviors were infl uenced by paren-
tal modeling. The dysfunctional adolescent symptoms improved and were more 
similar to the experience of children of nonuser parents when parents refrained from 
actively using hard drugs (Rotheram-Borus et al.  2009a  ) .  

    14.2.4   Social Relationships 

 Custody planning was initially perceived as an important issue for FAH in the USA 
during the early to mid-1990s as AIDS was a terminal illness with none or few 
available treatments. Other sessions focused on parents telling their “story of HIV” 
and identifying the meaning of HIV in their life. A signifi cant number of the parent 
and teen sessions were focused on sadness, anger, and fear related to AIDS. Although 
one session addressed looking at the future, there was no emphasis on concrete 
long-term life goals. Instead, the sessions focused on looking at the future by exam-
ining “unfi nished business,” past pain, guilt, and forgiveness, and freeing them-
selves of their wants. Similarly, the individual teen sessions emphasized mother’s 
legacy, coping with new custody arrangements, stigma, loss, and grief. If parents 
died, 16 sessions were delivered to new caregivers and adolescents, which focused 
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on grief, bereavement, and setting new life goals. Since the advent of effective 
 treatments for HIV infection, the interventions for FAH shifted focus on social rela-
tionships toward building and maintaining social support for coping with HIV as a 
chronic illness.   

    14.3    Adaptation of HIV Family Interventions in Los Angeles, 
South Africa, and Thailand 

 The situational challenges facing HIV-affected families are universal. One possible 
strategy to address these challenges is through the common factors and processes that 
cut across all EBI. Based on our research analyzing manuals from EBI, we proposed 
fi ve factors that successful EBI for HIV prevention have in common: (1) establish a 
framework to understand behavior change; (2) convey issue-specifi c and population-
specifi c information necessary for healthy actions; (3) build cognitive, affective, and 
behavioral self-management skills; (4) address environmental barriers to implementing 
health behaviors; and (5) provide tools to develop ongoing social and community sup-
port for healthy actions (Rotheram-Borus et al.  2009b  ) .  

    14.4   Adaptation of HIV Family Interventions in the USA: 
New York City and Los Angeles 

 From 1993 to 1994, 307 eligible families (420 adolescent children and 307 parents 
living with HIV (PLH)) were recruited from the Division of AIDS Services in 
New York City, refl ecting 84% of all traceable referrals of persons with AIDS. Of 
these, 134 mothers living with HIV (MLH) died about 28 months after recruitment, 
leaving 169 MLH alive. Over 6 years, we retained more than 85% of the parents 
and youth with at least one annual assessment. Assessments were conducted every 
3 months for 2 years and then at 6-month intervals ( n  = 17 assessments), providing 
stable estimates of families’ changes over 8 years. Half were randomly assigned to 
an intervention condition and half received the standard New York City intensive 
services from the Division of AIDS. 

 Focus groups, pilot work, and previous research informed the intervention 
design. Based on social cognitive theories, we based the intervention on the prin-
ciple that people change slowly over time in relationships, taking small steps with 
opportunities and rewards (Bandura  1994  ) . An extensive, detailed manual contain-
ing the specifi c goals, activities, and scripts for each session is available at   http://
chipts.ucla.edu    . The intervention consisted of three modules totaling 24 sessions: 
(1) adapting to serostatus (including disclosure and custody issues); (2) stopping 
risk behaviors; and (3) bereavement. The sessions were delivered on 12 Saturdays 
in a centralized location in New York City that included two meals and childcare. 
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The parents were predominantly African–American and Latino  injecting drug 
users and partners of injecting drug users. Most parents had histories of polydrug 
use, many had been jailed and treated in inpatient drug rehabilitation facilities, and 
70% were diagnosed as HIV+ when presenting with an AIDS-defi ning illness and 
being hospitalized. The parents had many symptoms of depression: 84% reported 
enough symptoms to be concerned about a case of mental disorder (   Derogatis et al. 
 1974  ) . Only about half had a recent sexual partner, 3% had more than one sexual 
partner, and 50% had bartered sex at some point. About 75% of the parents and 
youth attended the intervention. 

 By 2 years after recruitment, the intervention adolescents and parents reported 
signifi cantly fewer problem behaviors and less emotional distress than those in the 
standard care condition. Coping skills were signifi cantly higher among intervention 
youth, and parents had signifi cantly more positive social support in the intervention 
condition, compared to standard care condition. Over 4 years following the delivery 
of a coping skills intervention, fewer adolescents became teenage parents and fewer 
parents were drug dependent in the intervention compared to those in the control 
condition (Rotheram-Borus et al.  2009a  ) . Intervention parents also tended to relapse 
less often into substance abuse and coped with a passive-withdrawal style less often. 
Adolescent conduct problems and parental problem behaviors tended to be lower in 
the intervention condition over 4 years compared to the standard care condition. At 
6 years, offspring of teenagers in the intervention condition tended to have 
 signifi cantly higher IQ and home environment scores than offspring in the stan-
dard care condition (Rotheram-Borus et al.  2006  ) . Adolescents also were more 
likely to be employed and to have better romantic relationships than the young 
people in the control condition. 

 HIV-affected populations, treatment options, and delivery systems have changed 
dramatically in the last 10 years, which has shifted the predictable, HIV-related 
challenges that impact MLH and their children. From 2002 to 2006, we randomized 
339 mostly Latino and African–American MLH and 159 of their school-age chil-
dren in Los Angeles, CA, to either (1) an effi cacious small-group, 16-session inter-
vention adapted to the new challenges or (2) a control condition. In addition, a 
neighborhood control of 159 non-HIV-affected mothers and children was also 
recruited, with 78% retention for follow-up assessments at 6, 12, and 18 months 
later. At recruitment, MLH reported few health and mental health problems, were 
adherent to medical regimens, did not engage in unprotected sex or drug use acts, 
and were highly similar to the non-HIV-affected families. MLH were signifi cantly 
less depressed and anxious, with signifi cant decreases in mental health symptoms 
over time, compared to the neighborhood controls. Among the MLH, mothers in the 
intervention condition were signifi cantly more likely to monitor their own health, 
but were similar on other outcomes compared to control MLH. Intervention chil-
dren signifi cantly decreased their hard drug use compared to those in the control 
condition, but were similar on other outcomes. There were signifi cant differences 
between the intervention and the control condition; yet, there were far fewer chal-
lenges for families in 2004 compared to 1994. 
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 HIV has become a chronic disease and the negative impact on families appears 
reduced in the USA, with families with HIV reporting fewer stressors and fewer 
problem behaviors than non-HIV-affected families in the same neighborhood. 
Family interventions in the USA should now be targeted to HIV-affected families 
who are experiencing problems or are at very high risk of problems.  

    14.5   Adaptation of HIV Family Interventions in South Africa 

    14.5.1   Status of HIV in South Africa 

 South Africa has the highest number of persons living with HIV of any country 
(UNAIDS  2009  ) . South Africa also has the highest documented rate of Fetal Alcohol 
Syndrome (FAS) globally (May et al.  2000  ) , and the rate has been increasing over 
the past 10 years (Viljoen et al.  2005  ) . Simultaneously, hazardous alcohol use is 
related to child malnutrition; 17% of children have birth weights under 2,500 g, and 
24% are stunted and/or malnourished under the age of 5 years, resulting in lifelong 
negative health outcomes (Le Roux et al.  2010  ) . Although clinics could address 
alcohol and nutrition problems, there are currently 30% of pregnant women who do 
not choose to access antenatal care (Rollins et al.  2007 ; South African Department 
of Health  2008  )  and clinics neither screen nor systematically provide care for 
 alcohol use or nutrition. Thus, HIV+ pregnant women in South Africa face 
 intersecting epidemics of alcohol and malnutrition, and continued risk for HIV. We 
are currently evaluating two projects in South Africa. One is a home-based testing 
program, and the other is a clinic-based intervention for pregnant HIV+ women that 
integrates HIV and alcohol prevention with maternal and child health services. 

 Because perinatal prevention programs are so successful for HIV+ pregnant 
mothers (Volmink and Marais  2008  ) , the South African government  (  2008  )  indi-
cates that 98% of pregnant women are tested for HIV and access to ARV at child-
birth is guaranteed. HIV+ mothers have challenges caring for their own compromised 
health, and the health of their at-risk baby. Specifi cally, mothers must engage in at 
least 15 different behaviors to keep their babies safe from HIV: getting HIV tested, 
getting HIV test results, taking AZT during the last weeks of pregnancy, taking 
NVP during labor, AZT adherence postnatally, administering AZT to the infant, 
breastfeeding only, getting the infant tested at 6 weeks, getting the PCR results for 
the infant, and going to a clinic for one’s own health. These behaviors need ongoing 
support, not easily addressed in a clinic visit. 

 In addition to concerns about HIV, 30% of pregnant mothers use alcohol at a haz-
ardous level. South Africa has the highest per capita alcohol consumption rate 
(Warren et al.  2001  ) . Children of mothers with hazardous, dependent, or harmful 
alcohol use have changes in body and brain morphology; demonstrate defi cits in 
cognitive functioning, verbal fl uency, executive functioning, motor development, and 
school achievement; and have emotional and behavioral problems (Kodituwakku 
et al.  2001 ; May et al.  2004 ; O’Connor and Kasari  2000 ; Paley et al.  2005 ; Riley and 
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McGee  2005 . Even low levels of alcohol consumption have been linked to negative 
developmental sequelae (Sood et al.  2001  ) . Among alcohol users, 75% also smoke 
cigarettes (May et al.  2005 ,  2008  ) , which is linked to having underweight babies. In 
townships, postpartum depression rates exceed 30% (Cooper et al.  1999 ; Rochat 
et al.  2006  )  and are signifi cantly related to alcohol as well. Comorbid alcohol use and 
depression negatively impact infant outcomes (Kelly et al.  2002  ) , particularly infant 
malnutrition and stunting in South Africa. Mothers with depressive symptoms dem-
onstrate decreased nurturing behaviors in interactions with their children (Petterson 
and Albers  2001 ; O’Connor  1996  ) , similar to that in the USA (Meschke et al.  2003  ) , 
and are most resistant to alcohol treatment (O’Connor and Whaley  2006  ) . 

 In South Africa, stunting is 24.5%, wasting rates are 8.9%, and low birth weights 
are present in 17% of newborns (Zere and McIntyre  2003  ) . Each of these conditions 
is associated with maternal depression as well as developmental delays, premature 
death in childhood, and children becoming diabetic and obese adults (45–75% of 
township adults) (Harvey et al.  2007  ) . About 12% of South African children die 
before their fi fth birthday (Barbarin  2003  ) . Child malnutrition is responsible for 2% 
of child deaths, 3% of childhood disabilities, and long-term reduction in quality of 
adjusted life years (Zere and McIntyre  2003  ) . In particular, low birth weights of less 
than 2,500 g are associated with substantial lifelong impairments in neurocognitive 
and socio-emotional development (Thompson et al.  1997  ) . In poor households, more 
than half the children lack suffi cient food daily (Myer et al.  2004  ) . Intervening to 
improve child nutrition is as critical as HIV treatment and alcohol-use prevention. 

 South Africa has recognized the importance of horizontally integrated services 
and has developed a funding stream for the management of childhood diseases (i.e., 
Integrated Management of Childhood Illness [IMCD]). Currently, community 
health workers are hired in each community, but receive little or no training. The 
programs we are running in South Africa are  EBI alternatives to the existing IMCD 
community health workers, one that makes IMCD accountable in new ways .  

    14.5.2   Mothers to Mothers HIV Prevention Program 

 Effi cacious HIV prevention programs utilize common components, common 
 processes, and common principles, based on social cognitive theories (Ingram et al. 
 2008 ; Rotheram-Borus et al.  2009b  ) . Rather than create a new South African HIV 
prevention program, this project has adapted existing content, processes, and mes-
sages of EBI into a new delivery format: paraprofessional Mentor Mothers in home 
visits. Paraprofessional counselors are often used by WHO to implement a broad 
variety of programs (King  1966 ; Colle  1980  ) , and home visits have been a very 
effective strategy for HIV testing (Were et al.  2003 ;    Mermin et al.  2004  )  and are 
now a strategy for diffusing attitudes toward circumcisions in sub-Saharan Africa, 
as well as for child adjustment over the life course (Olds et al.  1988,   2002,   2004  ) . 
Community level interventions that provide access to resources to all families 
are also important structural interventions (   Sumartojo  2000 ; Jana et al.  2004  ) . 
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By  integrating programs for HIV with alcohol and nutrition, primarily by improving 
parenting, we are mainstreaming HIV prevention into a framework of “family 
 well-being.” Framing the issues of HIV within the context of a non-stigmatizing, 
community level support program for parenting is aimed at being the next generation 
of HIV prevention program (Rotheram-Borus and Duan  2003  ) . Our collaborating 
agency, “Philani,” was chosen because it is a nutritional support organization operat-
ing in the community for almost 30 years, but not addressing HIV or alcohol. Given 
their history within the community and focus on nutrition, there is little stigma and 
neighbors would not know that alcohol use, tuberculosis, or HIV is addressed by the 
paraprofessional Mentor Mother visits. 

 In the developing world, home-based support services cannot feasibly be delivered 
by nurses, as is advocated in the USA by Olds and colleagues  (  1994,   2002,   2004  ) . To 
solve this dilemma, we are adopting the model of positive peer deviants, or mothers 
whose children are thriving as the selection criteria for the home-visiting Mentor 
Mothers (   Aruna et al.  2001 ;    Berggren and Wray  2002 ; Marsh et al.  2004 ; Sternin et al. 
 1998  ) . The theory of positive peer deviants (Berggren and Wray  2002  )  has guided the 
selection of Mentor Mothers as a feasible delivery strategy for the services. Mentor 
Mothers are neighborhood mothers who have been provided training, materials, and 
skills to address issues of HIV/TB, malnutrition, and alcohol use. Mentor Mothers 
become sources of social support, making home visits to monitor a baby’s progress 
and provide alcohol and HIV/TB information and skills to mothers to use the clinic-
based care and adhere to health care providers’ recommendations in daily life on an 
ongoing basis. Mothers whose children thrive typically have good social skills, an 
ability to develop caring social relationships, and a sense of pragmatism. Philani has 
used these criteria since its founding in 1979 to select Mentor Mothers. Mentor 
Mothers visit the at-risk family or mothers daily when the family is in a crisis and on 
an ongoing basis. Because the Mentor Mother resides in the community, she may also 
become a bridge for the mothers to network with her neighbors. Thus, similar to    Olds 
et al.  (  2002  ) , the Philani Intervention Program is based on the ecology of the African 
context, building attachment and self-effi cacy of mother with her baby. 

 In addition to providing educational materials, the Mentor Mothers monitor 
the children’s progress over time in all families (e.g., they carry a scale and 
development charts). The Philani program already has an active training process 
and assessment protocols that are easy to use by all Mentor Mothers for routinely 
assessing the mother and infant at each home visit. The written protocol forms 
show the expected height/weight for each baby, key aspects of the home environ-
ment (e.g., mother is dressed, has fed children, home is neat, and children’s 
 location is monitored). This chart is updated on each home visit by the Mentor 
Mother and kept over 18 months by all Mentor Mothers on each family.  

    14.5.3   Tools Used in Intervention 

 Several intervention tools were adapted from our US interventions for FAH to the 
South African context. To increase awareness and skills to regulate emotions, 
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women are taught to use Feeling Cups to calibrate their feelings, which is an 
 adaptation of the commonly used “feeling thermometer” in the USA. A clear glass 
is fi lled with different levels of water, depending on their degree of uncomfortable 
(full) feelings. Tokens are small chips that are not cashed in for any tangible reward; 
however, they are exchanged during intervention sessions between participants to 
indicate that the Mentor Mother has a positive feeling toward the mother and her 
participation. Mothers are provided with an empty jar to store their chips and are 
able to count the number of times they adhere to their goals. This technique is an 
adaptation of the self-monitoring diaries used in the USA. 

 Other activities we identifi ed are related to the intervention messages: (1) show-
ing how an egg poaches in alcohol that is at room temperature to demonstrate the 
effects of drinking alcohol on the brain of an unborn infant; (2) having a small jar 
with two different colors of jelly beans in a ratio that refl ects the percentage of 
persons with HIV in the community; (3) showing pictures of women with HIV 
prior to and following ARV (Lazarus effect); (4) a doll with brown skin that has 
fetal alcohol syndrome; (5) a normal size baby doll with brown skin (highly 
 realistic); (6) cards that show the HIV test results after their baby is tested; (7) 
cards to provide to the sister (nurse) at childbirth that says “I am HIV+, please 
make sure that I get NVP,” helping the woman communicate her HIV status 
 without disclosure; (8) pictures taken at each assessment of the mother or the 
mother and baby that are given immediately to take home; and (9) a workbook 
that summarizes the mother’s experience. 

 Although AVT is available in South Africa, access and utilization to treatment 
and prevention services are hindered by high levels of HIV stigma and instrumental 
barriers around patient-initiated travel from rural or semi-rural areas to centralized 
treatment clinics for follow-up services. Thus, managing HIV as a chronic disease 
in South Africa, and similar contexts with limited health care service systems, is not 
universally or easily achievable. The Mentor Mothers program is an example of an 
approach to scaling up HIV prevention and treatment services that bridges existing 
health care services and community health worker capacities to incorporate HIV 
and comorbid or co-occurring risks. The safety net services and provider training 
levels are signifi cantly different from those in the USA, yet the core intervention 
elements are universally applicable and adaptable across context and settings.   

    14.6   Adaptation of HIV Family Interventions in Thailand 

    14.6.1   Status of HIV Prevention in Thailand 

 Thailand once led the way as a model country to combat HIV, with a series of 
 successful campaigns that helped to reduce the national HIV prevalence. In the 
new millennium, however, there were signs of complacency. Prevention pro-
grams received just 8% of the national HIV budget in 2000, and by 2001, the 
level of domestic funding for HIV prevention was half of what it had been in 
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1997 (UNDP  2004  ) . By 2006, UNAIDS reported that Thailand government had 
reduced its HIV prevention budget by two-thirds (UNAIDS  2006  ) . 

 The declining focus on HIV prevention and treatment had direct impact on 
 putting the public at risk. Recent evidence suggested that condom use had decreased 
and the transmission rate of sexually transmitted diseases (STDs) had risen (The 
Nation  2006 ; Medical News Today  2006  ) . Without new prevention campaigns, 
there is a risk that safe sex messages would be forgotten and a new generation of 
young people would grow up complacent of the risks that they may face. 

 It is estimated that over 610,000 people in Thailand are living with HIV, where a 
majority of infected are adults older than 15 years of age (41% among women). An 
astounding 80% of Thailand’s HIV infections occur through heterosexual sex 
(USAID  2005  ) . Since 2000, the government has provided ART to PLH in Thailand 
through more than 914 public hospitals. An increase in the production of cheap 
generic drugs within Thailand has allowed the government to obtain medicines at 
much lower cost, leading to more than an eightfold expansion in treatment provision 
between 2001 and 2003, with only a 40% increase in budget (   Ford et al.  2004  ) . 

 Thailand has effectively demonstrated, in both prevention and treatment fronts, 
that it is possible for a developing country to form an effective response to HIV. For 
all its successes, however, there are still certain regions and groups badly affected 
by the epidemic. People living with HIV and the needs of their family members 
need to be addressed, and there is an urgent need for developing interventions that 
focus on family wellness to assist HIV-affected families in Thailand.  

    14.6.2   Healthy Families Program 

 Framing interventions in terms of “Family Wellness” as opposed to HIV  prevention 
helps overcome stigma and marginalization of PLH while supporting the family in 
addressing common developmental challenges and environmental barriers that 
drive risks for HIV infection as well as other diseases and life challenges. We 
describe common elements of EBI for HIV-affected families in Thailand which 
include the common factors, processes, and tools and activities and how we adapted 
these common elements. 

    14.6.2.1   Intervention Target Group 

 Building on the previous intervention trials in the USA, we aimed to culturally 
adapt and evaluate the effectiveness of a sustainable family intervention, Family-to-
Family (F2F), for families coping with HIV. In Thailand, the intervention target 
groups consisted of PLH and their family members. The intervention is provided to 
all adults living in the households of HIV+ parents in which there is a school-age 
child aged 6–17 years.  
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    14.6.2.2   Adaptation Process 

 In Thailand, we hypothesized that the social, behavioral, and mental health 
adjustment of school-age children will be improved when their parents and 
 family caregivers (i.e., HIV+ parents, partners, and family caregivers) participate 
in a psychoeducational intervention that frames the problem of HIV, provides 
information about the specifi c HIV-related stressors (e.g., disclosure, stigma, and 
transmission acts), builds skills, and provides ongoing social support mecha-
nisms. Drop-in groups in district hospital settings were proposed as the delivery 
vehicle that will provide routine access to families, as well as an ideal context for 
delivering ongoing supportive intervention boosters. As children age and present 
new developmental challenges and parent’s HIV disease progresses, the types of 
stressful situations experienced by families will shift and families will need 
booster sessions to maintain behavioral gains.  

    14.6.2.3   Frame the Problem 

 In Thailand, the F2F program was framed as a support program for persons with 
chronic illness. We framed the problem (living with HIV) by “normalizing” the 
types of challenges that all families coping with HIV experience. We designed 
the intervention to have PLH, partners, and caregivers to be allowed to drop into 
the same group or different groups to allow families to learn from other families 
experiencing similar problems.  

    14.6.2.4   Provide HIV-Specifi c Information and Encourage Positive Beliefs 
and Attitudes to Cope with HIV 

 Interventions need to provide specifi c information and promote beliefs and attitudes 
to cope with HIV-related challenges, physical and mental health, and family adjust-
ment. Four domains emerged from focus group discussions regarding the content of 
family-centered approach to HIV intervention in Thailand: (1) healthy body, (2) 
healthy mind, (3) healthy families, and (4) healthy community. The format of the 
intervention session was designed so that each session provided information in an 
engaging style. The information was tailored to each of the different roles of par-
ents, caregivers, and partners. After reviewing the successes and strengths of the 
week, the intervention facilitator presents topic information of the day for no more 
than 15 minutes, accompanied by support materials that can be taken home and 
reviewed. Given that the issues underlying the content session areas are large and 
will reemerge in different ways at different stages of illness, the intervention format 
was designed with highly interactive activities involving family members from dif-
ferent families helping each other.  
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    14.6.2.5   Provide Skills to Cope with the Four Domains 

 To keep the skills simple, families were asked to rehearse and practice identifying 
and self-regulating their feelings in HIV-related situations, their thinking patterns in 
diffi cult situations, and their social skills. A set of activities, designed so that the 
participants can learn from each other, was the primary strategy for increasing skills. 
By asking group attendees to break up into dyads with a participant similar to them-
selves (HIV+ parents with HIV+ parents, caregivers with caregivers) or comple-
mentary dyads (HIV+ parents with caregivers or partners), they were able to increase 
their skills through practice and role-play. 

 Children at various levels of development need different things and require dif-
ferent modes of instruction. By allowing only all adults in the families coping with 
HIV to participate, the power of the intervention was heightened, without the added 
complication of children of multiple ages attending the same intervention.  

    14.6.2.6   Address Environmental Barriers to Implementation 

 The primary environmental barrier for families with HIV was access to ongoing 
health care. The families were recruited from district hospitals and the Thai 
 government has guaranteed HIV+ persons access to health care. Thus, the inter-
vention consisted of information and skills about when and how to access health 
care. We also identifi ed other environmental challenges: decreased fi nancial 
resources associated with parent’s illness, access to condoms in order to stop 
transmission, and transportation costs. In response, we provided access to trans-
portation in the program. Having access to other families experiencing the same 
challenges also provided instrumental support, in addition to the social support 
that was included in the program.  

    14.6.2.7   Provide Support for Maintaining the Behaviors Over Time 

 Support is being created for all adults in HIV+ families by inviting all adult family 
members affected by HIV to attend the intervention (if the HIV+ parent provides 
permission). In addition, the intervention sessions were designed as drop-in sessions 
so that families can participate in the session on multiple occasions for as long as they 
desired. District hospitals in Thailand carry out monthly support groups for PLH, 
which constitutes the standard of care for families living with HIV in Thailand.   

    14.6.3   Adaptation of Intervention Tools and Activities 

 Buddhism, which is the religious affi liation claimed by 95% of the Thai population 
(Jenkins and Kim  2004  ) , played a key role in framing the intervention tools and 
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activities in Thailand. In particular, the pragmatic, empirical aspects of Buddhism 
proved useful in framing the intervention contents and activities; its emphasis on 
personal responsibility, its support of personal betterment in the present time, and 
its attention to impermanence and change all played a key role in framing the inter-
vention (Jenkins and Kim  2004  ) . Key intervention tools and activities, outlined in 
Table  14.1 , were framed in a culturally relevant and acceptable way to ensure inter-
vention acceptability. The tools and activities included relaxation, use of the Feeling 
Thermometer, Feel-Think-Do (FTD) framework, tokens, role-playing, and pair-
sharing. The tools and activities were examined among the workgroups involving 
the US research team, the Thai research team, and health care providers from Thai 
provincial and district levels. The workgroup focused on framing the tools and 
activities to fi t the Thai culture.  

    14.6.3.1   Relaxation 

 As a country deeply rooted in Buddhism, meditation emerged as a highly relevant 
and applicable relaxation activity in Thailand (Chuaprapaisilp  1997  ) . Therefore, 
meditation was employed throughout the pilot sessions as a relaxation activity. In 
addition, meditation was applied as a stress management tool in several of the inter-
vention sessions. Singing and dancing were incorporated as ice-breaking activities; 
these were relevant and appropriate in Thai culture, thus promoting group cohesive-
ness and a supportive environment.  

    14.6.3.2   Feeling Thermometer 

 Buddhism advocates self-awareness or being present. Incorporating this element of 
Buddhism into the intervention, the Feeling Thermometer was framed as an effec-
tive tool to help participants understand their current state (feelings).  The applica-
tion of the Feeling Thermometer made this concept more tangible and concrete .  

    14.6.3.3   Feel-Think-Do Model 

 The FTD model is a concept based on the cognitive behavioral therapy founded on 
the idea that our feelings, or physiological responses to events, infl uence our 
thoughts and behaviors. The benefi t of this model is that we can alter the way we 
think, thus enabling us to feel or act better even if the situation does not change. The 
FTD model allows us to manage our physiological responses (through awareness 
and relaxation), facilitating clearer thought and actions in accordance with our 
intentions. In Thailand, the FTD model was framed within the context of Buddhist 
belief in self-awareness and the positive cycle of cause and effect. The FTD model 
is also related and linked to the concept of positive thinking in dealing with HIV-
related challenges.  
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   Table 14.1    Common factors and toolkits in family-based interventions for HIV-affected families 
in Thailand   

 Common factors 
 Establish a framework to understand behavior 

change 
 “Normalize” challenges facing HIV-affected 

families 
 Convey issue-specifi c and population-specifi c 

information 
 Address four domains: 
 – Maintaining healthy mind 
 – Maintaining healthy body 
 – Maintaining healthy family relations 
 – Improving social and community 

integration 
 Build cognitive, affective, and behavioral 

self-management skills 
 – Rehearse and practice identifying and 

self-regulating their feelings in 
HIV-related situations, their thinking 
patterns in diffi cult situations, and their 
social skills 

 Address environmental barriers to 
implementing health behaviors 

 – Access to ongoing healthcare 
 – Access to transportation 

 Provide tools to develop ongoing social and 
community support 

 – Interventions designed as drop-in 
sessions 

 – District hospitals’ monthly support 
groups for HIV-affected families 

 Common toolkits 
 Relaxation and ice-breaking activities  – Meditation 

 – Singing 
 – Dancing 

 Feeling thermometer  – Tied to Buddhism advocating self-
awareness 

 – Effective tool to understand their current 
state (feelings) 

 Feel-think-do (FTD) model  – Promoting positive cycle of cause and 
effect 

 – Buddhist philosophy of linking feelings, 
thoughts, and actions 

 Tokens  – Yellow color represents loyalty and 
respect to the King 

 – Stars represent culturally accepted 
symbol for rewards 

 – Facilitate expression of kindness and joy 
 Role-playing  – Effective tool to reduce stress 

 – Practice challenging hypothetical 
scenarios 

 Pair-sharing  – Effective dyadic exercise to act out 
situational challenges 

 – Rehearse a variety of different problem-
solving scenarios with different 
participants 
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    14.6.3.4   Tokens 

 We used yellow tokens (small squares of construction paper) with a star, color and 
symbol accepted by the Thai population, as value-free rewards that are exchanged 
between group participants and intervention facilitators to acknowledge and encourage 
participation. Stars in Thailand are culturally accepted symbol for rewards; the color 
yellow represents loyalty and respect to the king of Thailand (B.B.C. News  2006  ) . For 
example, in honor of the 60th anniversary of his accession to the throne and continuing 
until his 80th birthday celebration on 5 December 2007, Thailand has been a veritable 
sea of yellow as the people of Thailand showed support for their king. Therefore, the 
yellow token in Thailand carried a much deeper signifi cance and meaning and went 
beyond a simple token of approval and appreciation. In addition, the use of tokens 
facilitated the expression of kindness and joy, which are pillars of the Buddhist princi-
ples of Phrom Viharn 4 (   Phaosavasdi et al.  2006  ) .  

    14.6.3.5   Role-Playing and Pair-Sharing 

 Role-playing proved to be an effective and useful tool to reduce stress. It is not com-
mon in Thailand to act out certain scenarios. Therefore, role-playing provided par-
ticipants opportunities to act out certain situations in a safe, comfortable setting and 
proved to be an effective strategy to practice challenging hypothetical scenarios 
(e.g., disclosing one’s HIV status to a family member). Similar to role-playing 
activities, pair-sharing activities proved to be an effective dyadic exercise for PLH 
and family members to act out situational challenges that all HIV-affected families 
face. By rotating partners in pair-sharing, participants were able to rehearse a vari-
ety of different problem-solving scenarios with other PLH or family members. Each 
role-playing and pair-sharing activity consisted of the application of Feeling 
Thermometer, FTD models, and the use of tokens. 

 In summary, mounting an effective family-based intervention in Thailand was 
accomplished in a systematic, collaborative manner, thus ensuring the intervention’s 
success, cultural relevance, and sustainability. The pragmatic, empirical aspects of 
Buddhism in Thailand proved useful in framing the intervention contents and activi-
ties; its emphasis on personal responsibility, its support of personal betterment in 
the present time, and its attention to impermanence and change all played a key role 
in framing the intervention.    

    14.7   Conclusion 

 Developing countries cannot broadly mount categorically funded programs, such as 
HIV prevention. Even with donor funding, the health care budgets are so low as to 
require horizontally integrated care. Yet, effi cacious HIV prevention programs have 
been designed almost entirely for vertically integrated health care systems only 
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(Myer et al.  2006  )  .  HIV prevention programs typically address a single outcome 
(reducing HIV transmission) and are categorically funded and vertically integrated 
(HIV provided at the clinic, hospital, township, provincial, and national levels). The 
Global Fund, the US HIV funding (PEPFAR), World Bank, and a variety of private 
donors (Gates, Clinton) fund HIV prevention and care only. In 33 of 41 African 
countries (70%), the total health care budget is less than 30 USD per person and 
only two countries spend more than 10% of their annual budgets on health care. In 
contrast, the USA spends 15.3% of gross domestic product on health care and at 
6,714 USD per person annually (  http://www.who.int/countries/usa/en/    ). Although 
South Africa spends 869 USD per person annually (8.6% of budget), it is insuffi -
cient to fund HIV categorically, when there is a 30% infection rate among pregnant 
women. Additionally, more than 60% of the children who die under the age of 5 
years (12% of children) die from malnutrition, dehydration, other infections, or 
complications related to alcohol use  ( Statistics South Africa  2008  ) . Prevention must 
be comprehensive, and families are an ideal social unit to target with comprehensive 
prevention programs. 

 The global need for comprehensive family-based HIV interventions exceeds our 
current capacities to design, deliver, and diffuse programs that are both effective and 
relevant to local communities. Given increased funding and political will to scale 
HIV prevention globally, new models of intervention design and adaptation are 
needed to quicken the adoption and adaptation process in collaboration with service 
providers, community leaders, and families affected by HIV and related diseases 
and challenges in local communities. Common factors, processes, and principles 
operationalize intervention elements in a framework that facilitates adaptation to 
local priorities while maintaining fi delity to elements that support intervention 
effectiveness. Family-based interventions provide opportunities to intervene early 
in the life course, build social support and skills that prevent HIV and promote 
health broadly throughout life, and overcome stigma that is a signifi cant barrier to 
HIV-identifi ed service utilization. 

 Correspondence regarding this chapter should be directed to Mary Jane Rotheram-
Borus Ph.D., at 10920 Wilshire Blvd., Suite 350, Los Angeles, CA 90024. Ph: 
310.794.8280; Fax: 310.794.8297; E-mail:   Rotheram@ucla.edu          
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  Abstract   This chapter addresses challenges involved in disseminating evidence-based 
interventions to frontline HIV/AIDS care settings, to encourage more high-quality ser-
vices for families affected by HIV/AIDS. In order to inform this discussion, this chap-
ter examines the many ways in which HIV affects families, the rationale for reaching 
families through HIV-related service settings, and the many barriers that must be over-
come. Next, we provide an overview of the Special Needs Clinic, which offers an 
exemplary model of a continuum of services organized to support families coping with 
HIV/AIDS alongside co-morbid medical and mental health problems, poverty, and 
substance use. Lessons learned at the Special Needs Clinic highlight some inherent 
diffi culties in dissemination of behavioral and psychosocial interventions for families 
affected by HIV/AIDS, even under the best of circumstances. Next, we turn to results 
of the Family ACCESS to Care Study, based on interviews with 68 providers, 622 
persons living with HIV/AIDS (PLHA), and 195 of their family members from 22 
different community service agencies in New York City. Findings of this study demon-
strate those PLHAs and their family members express high levels of unmet need for 
marital and family therapy and other family-focused services. Despite relevant training 
and experience, agency staff members perceive a mismatch between family-focused 
interventions and agencies’ mission. Staff and family members also differ in the priori-
ties they ascribe to different evidence-based interventions. Dissemination research 
focused on local experimentation and problem solving is needed to overcome chal-
lenges, bridge differences in perspectives, and build a strong foundation of support and 
care for families affected by HIV/AIDS.      

    15.1   Introduction 

 HIV/AIDS is understood to be an illness that affects families, with families 
affected by HIV/AIDS requiring access to a wide range of prevention and support 
services (Havens and Mellins  2008  ) . There is considerable interest on the part of 
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NIMH and academic researchers to understand how successful programs like 
those presented in this book can be adopted by HIV/AIDS service providers. To 
be sure, providers working with families today do use practices and treatments 
that are grounded in literature and theory. However, the connections between 
research and practice are sporadic and loose. Systematic attempts to scale up evi-
dence-based mental health and support services for families affected by HIV/
AIDS are rare. 

 HIV/AIDS-related medical and social services are typically organized around 
individuals. There are few institutional or fi nancial incentives to involve families 
in care or to offer them supportive services. In fact, there are potential disincen-
tives, including demanding caseload pressures, limited funding streams for services 
for family members of people living with HIV/AIDS (PLHA), limited clinic 
space, diffi culty engaging families in care, and reticence to address needs that are 
not AIDS-specifi c. Yet, research summarized in this volume and elsewhere has 
demonstrated the signifi cant benefi ts associated with incorporating families into 
HIV/AIDS prevention and treatment efforts. This chapter examines factors infl u-
encing the provision of family-based services in frontline HIV/AIDS care. In 
particular, we are interested in understanding what would be involved in dissemi-
nating evidence-based interventions to agencies on the frontline, to support their 
work with PLHA and their families. This means using dissemination methods 
to encourage more services for families affected by HIV/AIDS, and getting the 
science out in ways that are most useful to both new and experienced programs. 
Getting a handle on the “who, what, when, where and how” of dissemination is 
critical if we ever hope to realize the benefi ts promised by family-focused inter-
vention research. 

 In order to inform our discussion of dissemination research, we fi rst review 
the ways that HIV affects families, the evidence supporting the rationale for 
reaching families through HIV-related service settings, and the many barriers 
that must be overcome. Next, we provide an overview of the Special Needs 
Clinic, an exemplary family-based model of mental health service delivery for 
HIV-affected families. Examination of the Special Needs Clinic provides lessons 
about how a continuum of services can be organized to support families coping 
with HIV/AIDS, alongside co-morbid medical and mental health problems, 
poverty, and substance use. At the same time, this example highlights many of 
the challenges that must be considered in bringing evidence-based interventions 
into frontline care. 

 Based on experiences of the Special Needs Clinic and elsewhere, we turn to the 
notion of dissemination research as a strategy to promote evidence-based programs 
for families in community settings. We summarize results of interviews conducted 
with 68 providers, 622 PLHAs, and 195 family members receiving services at 22 
community service agencies in New York City (NYC). This work identifi ed factors 
that would contribute to successful dissemination of evidence-based, family-focused 
programs to frontline service settings and their clients. 
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 We close this chapter with a discussion of the dissemination research necessary 
to create and sustain the evidence-supported continuum of family-based services. 
Through a directed program of “comprehensive dynamic trials” (Rapkin and Trickett 
 2005  ) , we believe that academic centers can forge collaborative partnerships with 
community providers and stakeholders to effectively address the psychosocial needs 
of families coping with HIV/AIDS.  

    15.2   The Family Dimension of HIV/AIDS 

 Problems related to HIV/AIDS do not occur in isolation, and are often compounded 
by other personal and family issues (Rapkin et al.  2000  ) . Throughout this chapter, 
we use the defi nition of family as a “network of mutual commitment” as adopted 
by the NIMH Consortium on Families and HIV/AIDS (Pequegnat and Bray  1997 ; 
Pequegnat and Szapocznik  2000  ) . This defi nition is intended to encompass the 
wide diversity in family composition (Mellins et al.  1996  ) . The particular mix of 
problems that families face will depend on their environment and living situation, 
family structure, developmental stages of individual members, and the families’ 
unique narrative and history (Boyd-Franklin and Boland  1995  ) .    As with any ill-
ness, many factors can impede a family’s attempts to cope with HIV/AIDS as out-
lined herein. 

    15.2.1   Family Dynamics 

    Lack of knowledge of HIV and the PLWHA’s health care needs: Family mem-• 
bers may be uncertain about how to help (Levine et al.  2010  ) .  
  Competing demands: Family member’s time, energy, and resources must often • 
be shared among multiple problems (Stoller and Pugliesi  1989 ;    Boyd-Franklin 
and Boland  1995  ) .  
  History of interactions: Family members are coping with a new situation against • 
the backdrop of their relationship history and previous attempts to cope with a 
host of stressors (Atwood and Weinstein  2010  ) .  
  Caregiver support: Family members may assume caregiving roles for individ-• 
uals with advanced illness, often with minimal support which leads to high 
levels of stress and ultimately fatigue (Litwak and Sudit  1992 ; Smith and 
Rapkin  1996 ).  
  Custody planning: Families may have diffi culty making custody plans for chil-• 
dren that are legally viable and acceptable to the family (Bauman et al.  2007 ; 
Havens and Mellins  2008  ).      
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    15.2.2   Prevention Issues 

    Maintaining safe sexual practices: Serodiscordant couples face the challenge of • 
maintaining sexual precautions on an ongoing basis, which can interfere with 
intimacy and disrupt relationships (Remien and Mellins  2007  ) .  
  Addressing alcohol/substance use: Problems with substance abuse may com-• 
pound family functioning, including disrupted relationships, and make it diffi cult 
to engage families in prevention, treatment, and care (Shulman et al.  2000 ; 
Calsyn et al.  2004  ) .  
  Parenting aging perinatally infected children: Managing adolescent risk behavior • 
is compounded when the child is living with HIV (Donenberg and Pao  2005  ) .     

    15.2.3   Testing, Disclosure, and Stigma 

    HIV disclosure: The disclosure process is stressful for children and adults. • 
Learning about illness can disrupt family roles and relationships (   Simoni et al. 
 1995 ; Weiner et al.  2007 ; Adedimeji  2010  ) .  
  Spouse/partner HIV notifi cation: Even though it is now mandatory in some states • 
for providers to notify the spouse or partner of someone diagnosed with an STD, 
it can have adverse consequences in a family (Rothenberg and Paskey  1995 ; 
El-Bassel et al.  2010  ) .  
  Positive prenatal/newborn HIV screening results: Learning of one’s HIV at the • 
time of delivery presents a mother with the double stress of dealing with her 
HIV+ diagnosis as well as with the possibility that her baby may be HIV+ 
(Havens and Mellins  2008  ) .  
  HIV-related Stigma: Stigma can affect not only the seropositive person but the • 
entire family, leading to isolation and rejection in some communities (   Fullilove 
and Fullilove  1989 ; Bor et al.  1993 ; Remien and Mellins  2007  ) .     

    15.2.4   Health Status and Treatment Issues 

    HIV medication management/adherence: A complex treatment regimen may • 
require family support, while patient nonadherence can become a source of fam-
ily confl ict (Rapkin et al.  2000 ; Mellins et al.  2004 ; Havens and Mellins  2008  ) .  
  Longer-term survival: Treatment advances have improved the functional health • 
of people living with HIV and have led to families renegotiating household roles, 
work responsibilities, and future plans (Remien and Mellins  2007  ) .  
  Coping with changing function: However, disease progress can lead to cognitive • 
or psychiatric changes that have a negative impact on family members and their 
roles (Havens and Mellins  2008 ; Donenberg and Pao  2005  ) .  
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  Advancing illness: As the seropositive individual becomes more ill, family • 
members may withdraw due to burden or over-identifi cation with the patient 
(Namir et al.  1989 ; Rosen et al.  1997 ; Lyon et al.  2009  ) .  
  Palliative care: AIDS patients and families often have little access to palliative • 
care, and may fear that requesting it will lead to withdrawal of treatment 
(   Breitbart et al.  1996 ; Krug et al.  2010  ) .  
  Death/bereavement: Despite the availability of effective treatments, families • 
affected by AIDS may still deal with untimely death and bereavement (Havens 
and Mellins  2008  ) .    

 Many of the problems listed above can be addressed by comprehensive, evidence-
based models of family-focused care such as those described in this book. Frontline 
AIDS service providers are the best candidates for dissemination of evidence-based 
family interventions in the context of ongoing services, as they have a structure to 
deliver the specialized assistance that these problems require (Rothenberg and 
Paskey  1995 ; Domek  2006 ; Marks et al.  2004 ). However, reaching families affected 
by HIV/AIDS with evidence-based interventions represents a double challenge. 
First, there are signifi cant barriers involved in identifying or creating appropriate 
venues for delivering services to families. Second, even in venues designed to serve 
families affected by HIV/AIDS, there are major impediments to introducing 
 evidence-based interventions. We shall examine each of these challenges in turn.   

    15.3   Barriers to Incorporating Serving for Family in Frontline 
HIV/AIDS Care 

 Brach and colleagues  (  1995  )  identifi ed categories of barriers that interfered with 
linkage of mental health services to primary care. Their categories pertain to fami-
lies affected by HIV/AIDS. 

    15.3.1   Provider Resistance and Lack of Professional Expertise 

 Providers may view working with families as a distraction from their primary goal 
of helping the person with HIV/AIDS (Allen and Petr  1998  ) . This may be espe-
cially true when additional effort is needed to engage and retain families in care, as 
is often the case with families affected by AIDS, who are often from disenfran-
chised impoverished communities that have experienced discrimination and rac-
ism. Moreover, providers are often only trained to deliver individual services (Allen 
and Petr  1998  ) . Providers may not feel they have the skills to address multiple, 
simultaneous problems, particularly across medical and psychosocial domains. In 
pediatric care, McKee and colleagues  (  2011  )  found that providers felt tension 
between providing confi dential care to their adolescent patients and fostering effec-
tive communication with parents.  
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    15.3.2   Lack of Cultural Competence 

 Providers may have the cultural competence to work with diverse patients, yet 
lack the training to address the potential diversity in many family systems. 
For example, agency staff accustomed to advocating for women may find it 
difficult to accommodate their partners or their parents. Adult-oriented pro-
viders may have difficulty working with children and adolescents. Gay and 
lesbian patients may also face insensitivity, homophobia, and discrimination 
in health care.  

    15.3.3   Client Resistance 

 Family members may be uncomfortable seeking services at places identifi ed with 
AIDS or mental illness due to stigma. Others may dislike clinical settings. 
Alternatively, some people living with HIV may be reluctant to include their family 
in clinical care.  

    15.3.4   Logistical Problems 

 Space allocated for provision of services to individuals may be inadequate or inap-
propriate for working with families, who may introduce new kinds of clients that 
require different kinds of space (e.g., children in adult care facilities; male partners 
at women’s health centers). Introduction of children also raises issues around sched-
uling of appointments after school or concerns about children sharing spaces with 
adults. For example, it may be necessary to keep immune-compromised adults away 
from children exposed to infections in school or daycare. Conversely, parents may 
be uncomfortable bringing children to settings that serve people who are visibly ill 
or affected by substance abuse or mental illness. Reimbursement for clinical ser-
vices may not support services for family members, although this varies across 
states and service types.  

    15.3.5   Interagency Coordination 

 Efforts to integrate family-oriented services may increase the need for coordinated 
care across agencies, clinics, or departments. For example, nursing and social work 
may need to work together to help clients bridge systems of care (Andersen et al. 
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 1999 ; Francouer et al.  1999  ) . Establishing these networks takes time and effort, and 
they do not always run smoothly.   

    15.4   Models of Service Integration That Have Overcome 
Barriers to Serving Families 

 From the earliest days of the AIDS epidemic in the United States, innovative 
models of integrated service delivery have been developed to overcome barriers 
to serving families. For example, Feingold and Slammon  (  1993  )  describe the 
NOAH program (No One Alone with HIV), a hospital-based program that supple-
mented mental health services offered by HIV primary care providers with more 
intensive interventions offered by “family health facilitators.” In 1994, the Title 
IV of the Ryan White Care Act was initiated to improve coordination of medical 
care and supportive services for women, children, and families (Health Resources 
and Services Administration  2011  ) . Brach and colleagues  (  1995  )  discuss the 
multi-site Integrated Primary Care and Substance Abuse Treatment Program 
sponsored by HRSA and NIDA, to link health services with substance use treat-
ment, including HIV care. Although oriented primarily to individuals, family and 
collateral counseling were part of the services provided by sites. The Langone 
Inpatient Cooperative Care Unit was established at New York University prior to 
HAART to deliver a system of acute inpatient hospital care characterized by a 
live-in family member or friend acting as a “care partner” (Grieco  1988 ; Smith 
and Rapkin  1996 ). 

 After the advent of HAART, efforts to support families expanded into outpa-
tient and social service settings. Ryan White Title IV programs were charged 
with providing the full range of comprehensive medical, mental health, devel-
opmental and logistical support for PLHAs and their families, going beyond 
primary medical and specialty care to include substance abuse and mental 
health services, case management, transportation, child care, and housing assis-
tance (Abramowitz and Greene  2005  ) . Ryan White also supports specialized 
training of providers necessary to deliver and manage these integrated 
services. 

 In New York State, the Department of Health has developed an integrated model 
of care management and fi nancing for Medicaid recipients living with HIV/AIDS, 
known as Special Needs Plans (Feldman et al.  2002 ; The Lewin Group  2009 ; Rapkin 
et al.  2008 ). Special Needs Plans were developed as an adjunct to hospital-based 
care provided at the State’s Designated AIDS Centers. Special Needs Plans make 
provisions for a full range of medical, mental health, and social services for adults 
living with HIV/AIDS and their dependents. Moreover, the state requires that link-
ages with family-centered clinical and social support services must be incorporated 
into each Special Need Plan’s network (Feldman et al.  2002  ) .  
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    15.5   The Special Needs Clinic Model of Family Services 
in AIDS Mental Health Care 

 It is noteworthy that services for families affected by HIV/AIDS developed over the 
same time period as the research supported by the NIMH, as refl ected in this volume 
and its predecessor. Throughout this history there have been relatively few points of 
contact between the research to develop evidence-based interventions for families 
and public policy initiatives to reach families with mental health and supportive 
care. In other words, although these integrated models meet the challenge of serving 
families, they do not necessarily address the challenge of incorporating evidence-
based practices. Examining the Special Needs Clinic (Havens et al. in press), a long-
standing model of integrated services for families affected by HIV/AIDS, helps 
shed light on the complexities of service integration and associated diffi culties in 
integrating research-based interventions into routine care. 

    15.5.1   Overview and Rationale for the Special Needs 
Clinic Model 

 The Special Needs Clinic (SNC), a sub-specialty service in the Division of Child 
and Adolescent Psychiatry at Columbia University Medical Center, was founded in 
1992 to serve the complex mental health need of the growing numbers of HIV-
affected women and children in New York City (Havens et al.  1997 , Havens et al. in 
press). Over the past 19 years, the SNC has developed a model of care specifi cally 
designed to overcome fragmentation of care that impedes effective treatment of 
HIV-affected families (Havens et al. in press). Outpatient mental health care has not 
generally been coordinated with medical care. This limits the identifi cation, engage-
ment, and retention of PLHA in need of mental health services. While there have 
been some efforts to use the primary care setting as an opportunity to screen patients 
for mental health problems, the mental health needs of other family members, which 
may be a source of signifi cant stress to the identifi ed patient, are generally not con-
sidered. Further fragmentation results from the separation of mental health and sub-
stance abuse services. Substance abusers may be excluded from mental health care 
until they are abstinent, or receive their substance abuse treatment in a setting which 
may be distant from their ongoing mental health care. Finally, in traditional care, 
child and adult services are kept separate, with distinct administration, clinical staff 
and sites. Adult mental health providers typically lack expertise in the assessment 
and treatment of children. Child mental health providers often treat adult family 
members only as collaterals to the child client. Although pervasive, a fragmented 
system of services is not in the best interests of families affected by HIV/AIDS. 
Rather, multi-modal, multi-generational and long-term mental health services may 
be necessary to address the often entrenched psychosocial and psychiatric problems 
of families as they confront the stresses of HIV illness. 
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 The SNC utilizes a multi-disciplinary team (e.g., psychiatrists, psychologists, 
clinical social workers, case managers, and educators) to provide multi-generational, 
family-based, long-term mental health treatment for children and adult family 
members that is coordinated with support services and medical care. The SNC 
recognizes that problems prevalent in the target population – including active sub-
stance use, psychiatric impairment, or psychological diffi culties – are barriers to 
adults’ accessing and adhering to the complicated regimens for themselves and 
their children (Mellins et al.  2003,   2004 ; Uldall et al.  1994  ) . Close communication 
among the client, mental health provider, and HIV health care staff is essential for 
addressing multiple families’ problems. This level of coordination ensures that 
families are actively connected to the full range of necessary services. Commonly, 
several family members representing two or three generations are engaged in 
ongoing individual mental health treatment with several different SNC clinicians, 
along side a range of other services, including family and group therapy, after 
school programs, case management, tutoring, psychopharmacology, etc. 
Co-location of the SNC with adult and child medical care allows the SNC patients 
to be engaged on site in the medical clinic by SNC clinicians. Treatment of unin-
fected family members at the SNC, particularly children, is a critical piece as 
recent studies have indicated high rates of mental health problems in uninfected 
siblings or children of HIV+ mothers (Bauman et al.  2007 ;    Malee et al.  2011 ; 
Mellins et al.  2009  ) .  

    15.5.2   Impediments to Intervention Research and Dissemination 
at the Special Needs Clinic 

 The SNC presents a very special case, with a specifi c mission to address the needs of 
families affected by HIV/AIDS. The SNC staff has worked hard to develop a model 
of family-based care that overcomes many of the barriers described earlier, including 
systems for monitoring and tracking family needs and making referrals as needed to 
medical sub-specialty and substance use treatment, as well as  community-based 
 programs. Many SNC services draw upon therapeutic approaches and principles that 
have been widely studied, such as cognitive behavioral therapy, family ecology and 
developmental/life course perspectives. Yet despite considerable attention to  meeting 
the needs of families in a comprehensive matter, the SNC has not typically partici-
pated in research-based trials or dissemination research of short-term manualized 
interventions such as those described in this book. There are multiple reasons for this 
lack of participation. 

 First, many research-based programs with focused targets were developed as 
stand-alone programs. The procedures for incorporating such interventions into 
ongoing treatment, including funding requirements, have rarely been considered 
and tested. Few SNC patients have only one behavioral problem or diagnosis, 
typically required in many intervention trials and even in many evidence-based 
approaches. 
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 Second, stressors in families’ lives and their multigenerational needs often pre-
clude use of only one treatment. Families may have competing needs, including 
crises that need immediate attention or that involve different treatments simultane-
ously or sequentially. This requires a shift in focus that can derail a specifi c short-
term intervention focused on one problem (e.g., sexual risk reduction). Studies of 
short-term, stand-alone evidence-based interventions typically emphasize fi delity 
over accommodation of real-world circumstances. There is no guidance about how 
to modify intervention protocols in response to all too common disruptions that 
occur in work with families. 

 Using traditional research models to develop interventions in the context of the 
SNC also presents challenges. Providers may be reluctant to participate in clinical 
trials of new approaches because of concerns about untested programs, randomiza-
tion, and insuffi cient numbers of eligible patients/families with the target diagnoses. 
Most intervention trials do not address integration of short-term evidence-based 
practices into ongoing therapy. Providers may not believe it is clinically advisable 
to interrupt ongoing work. There is also concern about the rigid time frames required 
for many manualized interventions when applied to patients in ongoing treatment. 
Logistic problems are compounded when multiple family members are involved. 

 Finally, the adaptation of many of the interventions described in this book into 
the SNC would require some level of operational research to assess the feasibility of 
a particular strategy in a new or different context with a potentially different popula-
tion or culture. The SNC has not typically had the resources to undertake this sort 
of preparatory work. Burden on staff time to carry out activities in research-based 
projects that do not result in billable encounters (e.g., nonbillable services, research-
based paper work, supervision and training on research activities) is another imped-
iment to participation in research-based trials. 

 In other words, there are both clinical barriers to the incorporation of stand-alone 
family-focused evidence-based interventions that were developed elsewhere for 
specifi c problems, and structural barriers to conducting research in the context of 
real work clinics, that do not have dedicated research funds to protect staff time. 
Despite these considerations, the SNC represents a “best case” for testing and dis-
seminating family-focused interventions because of the ongoing relationships 
between families and patients, already established trust, user-friendly services, and 
a large number of engaged patients. Understanding how to overcome barriers to 
implementation and research participation in clinics like the SNC is critical to dis-
semination of evidence-based family programs.   

    15.6   The Challenge of Transferring Evidence-Based Programs 
for Families to Frontline Clinics 

 Although clinicians and other staff in the SNC and similar settings might signifi -
cantly benefi t from the arsenal of tools described in this book, how to accomplish 
this has been diffi cult to conceptualize and implement due to the mismatch between 
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the scientifi cally driven demands of multi-session evidenced-based HIV interven-
tions and the real world demands of clinical practice. The barriers that interfere 
with implementing services to families in AIDS service organizations are com-
pounded when transferring an evidence-based program from randomized con-
trolled trials (RCT). The success of such efforts hinges on the answers to a number 
of key questions: Are there community partners interested in providing support for 
families? Do they have the expertise and resources necessary to undertake pro-
grams developed in randomized clinical trials? What are the barriers to adoption of 
evidence-based programs? What services would be most helpful to families 
affected by HIV? What steps must be taken to engage and retain families in pre-
vention, treatment, and care? 

 Rapkin and colleagues (Lounsbury et al  2007 ; Reich et al.  2010 ; Floyd et al. 
 2010 ; Zaid-Muhammad  2010  )  initiated the Family ACCESS to Care Study (FACS) 
to explore questions that bear on the dual challenges of integrating services for 
families and implementing evidence-based family interventions in settings that pro-
vide frontline services to individuals living with HIV/AIDS. Participating agencies 
included 22 private nonprofi ts, selected and recruited at random from a list over 160 
HIV/AIDS agencies in New York City in 2003 and providing continuous service to 
PLHA for at least 3 years. Working with these agencies, FACS gathered data from 
HIV+ clients, their families, providers, and agency administrators in order to better 
understand whether and how research could be used to stimulate and enhance ser-
vices to families as a standard of care. 

    15.6.1   Administrative and Clinical Staff 

    15.6.1.1   Staff Characteristics 

 Rapkin and colleagues were concerned about community providers’ readiness and 
capacity to undertake family programs. They were also interested in community 
providers’ willingness to partner with academic researchers to develop new family 
interventions (for a detailed discussion of FACS community partnerships see 
Lounsbury et al.  2007  ) . They interviewed a total of 68 administrative and clinical 
staff affi liated with agencies providing direct service to PLHAs (see Table  15.1  
describing Staff Characteristics).   

    15.6.1.2   Staff Interest in Family-Based Research 

 Given the interest in the feasibility of disseminating evidence-based programs for 
PLHA and their families, we examined staff members’ relevant training and experi-
ence. We asked staff about their desire to get more involved in research in their 
current jobs. Interest was quite high, but differed by category of involvement, with 
77% expressing at least some interest in working directly with participants in 
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   Table 15.1    Staff characteristics ( N  = 68)   

  Staff roles  
 Social worker  16% 
 Clinician (nurse or physician)  18% 
 Case manager  21% 
 Administrator  45% 

  Staff demographic characteristics  
 Female  58% 
 African American  33% 
 White  30% 
 Latino  15% 
 Asian  12% 
 Mixed/other  10% 

  Areas of training  
 Family case management  68% 
 Family therapy  53% 
 Family medicine  12% 

  Experience working with  
 Children  63% 
 Adolescents  68% 
 Adults  94% 
 Elders  71% 

  Service provided to  
 Family members of PLHAs  77% 
 Families as a unit  62% 

  Research training and experience  
 Formal coursework  56% 
 On the job research training  38% 
 Attended workshops/seminars  29% 
 Member of a research team  41% 
 Supervision of research  22% 

research projects, 59% interested in developing research protocols and proposals, 
56% wanting to publish and present research at meetings, 57% wanting to take a 
role in participant recruitment, and 44% interested in training and supervising 
research staff. 

 We also asked staff to provide their perspective on the readiness and capacity of 
organizational leadership, staff, and clients to participate in research to expand ser-
vices for families affected by HIV/AIDS. Overall, respondents believed that leader-
ship would be favorable to undertaking research (69% positive, 15% mixed, 4% 
negative). However, respondents anticipated that clinical staff would be much less 
favorable (38% positive, 44% mixed, 8% negative) and that clients would be even 
more wary (29% positive, 54% mixed, 8% negative). 

 When we introduced the idea of conducting dissemination research through col-
laborations with outside academic institutions, respondents believed that this would 
not only be favorable to leadership (67% positive, 17% mixed, 2% negative) but 
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also considerably more acceptable to both agency staff (54% positive, 25% mixed, 
6% negative) and clients (40% positive, 38% mixed, 8% negative) than doing 
research without an academic partner. Respondents also raised concerns about prac-
tical and tangible barriers to providing programs for families in the agency (e.g., 
child care, space, insurance). The greatest barrier involved staff concerns with the fi t 
of family-oriented programs with their agencies’ missions which they viewed as 
individual-focused service.   

    15.6.2   PLHAs and Their Families 

    15.6.2.1   Family Characteristics 

 We also conducted interviews with up to 30 PLHAs receiving services at a given 
agency for a total of 622 individuals and we attempted to recruit one member of 
each PLHA’s family, as a proxy for families’ availability and willingness to partici-
pate in HIV-related programs at a given agency. Over half of PLHAs (53%) were 
not willing or able to provide contact information for potential family participants. 
Out of those families we were given permission to contact, 33% refused participa-
tion. Thus, we were able to recruit a total of 195 adult family members, including 
43% who were themselves HIV+ (see Table  15.2  for family characteristics). 
Interviews for PLHAs and family members included measures that are reported 
elsewhere in greater detail, including psychosocial well-being and unmet needs 
(Zaid-Muhammad  2010  ) , social support networks (Reich et al.  2010  ) , and attitudes 
toward participation in research (Floyd et al.  2010  ) .  

 PLHA and family members in this study reported signifi cant needs for assis-
tance, particularly related to their families. We asked respondents to identify con-
cerns and problems that they had faced over the past 4 weeks (see Table  15.3 ). 
Financial problems, emotional distress, and housing problems were prevalent for 
both PLHAs and family members. PLHAs were signifi cantly more likely to report 
problems with health care providers, while family members experienced more prob-
lems with employment and benefi ts. On average, PLHAs and their adult family 
members mentioned dealing with just under two signifi cant life events over the past 
month.   

    15.6.2.2   Mental Health Service Use and Unmet Needs 

 PLHAs were heavy users of available mental health and supportive services. 
Figure  15.1  summarizes PLHA’s use of different services into three categories: (1) 
those who are currently receiving satisfactory services, (2) those receiving unsatis-
factory services, and (3) those who are interested in receiving services. For exam-
ple, 24% reported satisfaction with the individual psychotherapy that they received, 
about 1% of respondents were dissatisfi ed, and 30% would like to receive  individual 
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   Table 15.3    Recent life events identifi ed by families   

 Life events  Index PLHA%  Family members   c 2  Sig. 

 622  189 
 % had any new medical problems or 

injuries? 
 18.17%  19.05% 

 % hospitalized?  8.20%  7.41% 
 % problems without how you were 

treated by a provider? 
 9.81%  3.70%  8.26   p  < 0.004 

 % experienced prejudice or 
discrimination? 

 9.66%  8.47% 

 % had any housing problems?  25.88%  22.75% 
 % problems without benefi ts, 

entitlements, or insurance? 
 15.11%  24.87%  8.94   p  < 0.003 

 % employment or work-related 
problems? 

 4.02%  10.05%  9.14   p  < 0.002 

 % major fi nancial problems?  31.35%  37.04% 
 % important people in your life died?  15.59%  13.23% 
 % experienced a serious emotional 

crisis? 
 28.78%  31.75% 

 % victim of domestic violence?  8.68%  6.35% 
 % victim of a crime?  4.34%  1.60% 
 % arrested, charged with a crime, or 

put in jail? 
 2.09%  2.65% 

 Mean number of life events (SD)  1.82 (1.80)  1.89 (1.85) 

Individual
Therapy

Psychiatrist Group Therapy Substance
Treatment

12-Step
Program

Advance
Directives

Custody-
Permanency

Planning

Family
Therapy

Couples
Therapy

Respite Care

Received & Satisfied

Received and Dissatisfied

Interested in Receiving

0.6

0.5

0.4 0.3

0.24

0.18

0.19

0.14

0.14 0.13

0.06
0.08

0.12
0.08

0.31

0.11

0.03 0.03

0.37

0.28

0.02 0.02

0.17

0.3

0.2

0.1

0

  Fig. 15.1    PLHAs use of mental health and supportive services       
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therapy. Several important trends are evident in this fi gure. First, across the board, 
proportions of respondents dissatisfi ed with mental health and supportive services 
were quite low (0–2%). Further, individual and group mental health services were 
the most widely used. In contrast, family-oriented services including family and 
marital therapy, custody-planning, and respite care were used by only about 2–3% 
of respondents. These family-oriented services were in very high demand, with 
37% desiring family therapy, 28% wanting couples therapy and 31% of respon-
dents wanted help with advanced directives. Interest in custody planning and 
respite care were somewhat lower, perhaps due to their associations with advanced 
illness.    

    15.6.3   Priorities for Dissemination of Evidence-Based Programs 

 We asked index PLHAs, family members, and agency staff members to rank 25 dif-
ferent evidence-based programs in terms of their importance to families affected by 
HIV/AIDS. These fi ndings are presented in Table  15.4 . As this table demonstrates, 
PLHAs placed the greatest importance on programs related to living with HIV for 
the long term, drawing on faith and spirituality, and support for people affected by 
HIV. Coping with psychological issues, making treatment decisions and communi-
cation skills were also rated highly. PLHAs ranked most programs explicitly involv-
ing partners and families in the middle, including disclosure, household management 
skills, advanced directives, family problem solving, and addressing abuse. Programs 
for youth and teens tended to receive the lowest priority among adult PLHAs, with 
several noteworthy exceptions: stopping teens’ risky sexual behavior and alcohol/
substance use. In fact, concern about teens’ risk was given much greater priority 
than personal risk reduction (e.g., prevention for positives). Overall, priorities of 
PLHAs’ family members were similar to PLHAs. Rank-order correlation between 
PLHA and family members’ priorities was 0.80.  

 However, agency staff members’ rankings differed substantially from those of 
index PLHAs and their families, with rank-order correlations of 0.26 and 0.19, 
respectively. Staff placed greatest emphasis on managing HIV medications, sexual 
risk behavior, and HIV treatment decisions. Other highly ranked programs included 
those for reducing alcohol/substance use, addressing abuse in the family, and help-
ing people cope with the consequences of abuse. Mental health, family problem 
solving, household management and life skills, and skills for living long term with 
HIV/AIDS were also ranked highly. Given that we sampled agencies that primarily 
serve adults, providers placed most programs for children in the middle ranks, with 
the exception of youth smoking which was ranked near the bottom. Staff placed low 
priority on programs related to end-of-life issues (advanced directives, permanency 
planning, and bereavement) as well as spirituality and faith-based programs. Staff 
were also less interested in interventions to address stigma and discrimination and 
to promote tobacco cessation for adults. 
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 Large discrepancies in priority between agency staff and PLHAs were evident in 
respect to managing medications (rank of 1 for staff versus 8 for PLHAs), coping 
with abuse (rank of 6 versus 22) and stopping abuse within the family (rank of 4 
versus 17), reducing HIV risk behavior among adults (rank of 2 versus 18), and 
dealing with children’s problems with emotions (rank of 14 versus 21) and learning 
(rank of 16 versus 23). Conversely, staff placed less priority than their clients on 
programs drawing on faith and spirituality (rank of 24 versus 2), establishing 
advanced directives (rank of 24 versus 12.5), tobacco cessation for adults (rank of 
24 versus 14), and communication skills training (rank of 15 versus 6). Discrepancies 
in priorities between agency staff and family members were similar to those between 
staff and PLHAs, with several key exceptions. Staff members were more interested 
in programs around treatment decision making (rank of 3 for staff versus 9.5 for 
family members) and HIV disclosure (rank of 13 versus 20). Compared to family 
members, agency respondents placed lower priority on tobacco cessation (rank of 
24 versus 6), household management and life skills (rank of 11.5 versus 5), and 
children’s learning problems (rank of 19 versus 12.5). In general, staff priorities 
emphasized HIV risk and medical management concerns compared to PLHAs and 
their family members focus on spirituality, communication, and strategies for living 
long term with the virus.  

    15.6.4   The Fit of Family-Oriented Services and Research 
to Agency Mission 

 Perhaps the greatest potential barrier involved staff concerns about the fi t of family-
oriented intervention with agencies’ missions. We asked staff to rate whether each 
of the 25 types of interventions fi t with their agencies’ mission statement. As 
Table  15.4  indicates, staff respondents’ perception of the appropriateness of differ-
ent interventions for their settings varied greatly and depended upon the category of 
service. About 70% of agency respondents rated individual-focused services for 
adults as fi tting their agencies’ missions, including managing medication, assisting 
with treatment decisions, teaching skills for living with HIV as a chronic disease, 
and providing support. Most respondents also agreed that programs for mental 
health, substance use, bereavement, and HIV disclosure were appropriate. Family-
specifi c programs for adults were seen as somewhat less appropriate, including 
family problem solving, household management, abusive behavior, and custody 
planning. Most striking programs for children and teens were rated as outside the 
agencies’ scope by more than half of all respondents. Of course, it is very important 
to acknowledge that the agencies included in FACS largely served individual adults. 
Staff at programs like the SNC which explicitly focus on families affected by HIV, 
with child and adult family members, would likely rank these priorities differently. 
Nonetheless, these fi ndings highlight the fragmentation that still exists between 
medical and mental health care, and even more importantly between child/family 
and adult services.   
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    15.7   Dissemination Research to Foster Service Integration 
and Evidence-Based Practice 

 Evidence-based interventions have been developed to address many of the problems 
and challenges experienced by PLHA and their families. Despite the availability of 
these interventions, families do not have routine access to the necessary continuum 
of services and supports. The fragmented organization of services continues to make 
it diffi cult to serve adults and children in one setting, to care for seropositive and 
seronegative adult family members together, and to integrate medical, mental health, 
and substance use treatment. Although many providers have interest and expertise 
in working with families, serving families is not central to the missions of many 
organizations delivering services to PLHA. Moreover, as our FACS fi ndings show, 
service providers’ priorities revolve around medication adherence and sexual risk 
reduction, compared to families’ emphasis on living with HIV, spirituality, and sup-
port. Although agency leaders, staff and family members are generally favorable 
about partnering with researchers to develop services for families, the gap between 
research and practice is considerable. Even at a setting like the Special Needs Clinic 
that is explicitly designed to meet the needs of HIV-affected families, it is not clear 
how to incorporate manualized programs into ongoing therapy with families whose 
needs are complex and rapidly changing. 

 Recent work in dissemination and implementation research has the potential to 
foster service integration and overcome the gaps between research and practice in 
order to foster more effective and comprehensive programs for families affected by 
HIV/AIDS (Fixsen et al.  2005 ; Glasgow et al.  2004 ; Wandersman et al.  2008  ) . 
Often, dissemination has been viewed as simply getting the word out or encourag-
ing practice settings to make use of evidence-based interventions (Mrazek and 
Haggerty  1994  ) . However, this approach to dissemination has very limited utility 
with respect to complex psychosocial, behavioral, or mental health interventions. 
There is considerable variation in settings where PLHA receive care and no estab-
lished methods to introduce innovations for families into practice. Community ser-
vice settings may serve a very diverse group of PLHAs, including individuals who 
would not have been eligible for original trials to test evidence-based practices due 
to substance use, psychiatric problems, or medical co-morbidities (Green  2001 ; 
Green and Glasgow  2006  ) . Due to the wide differences in capacities of settings and 
the heterogeneity of families, evidence-based family-focused HIV programs may 
need to be reinvented, combined, or woven together with ongoing clinical strate-
gies. These necessary modifi cations in procedures and inclusion criteria represent 
violations of “fi delity” in the traditional sense (Bauman et al.  1991  ) . In short, the 
notion of taking a program directly from research to widespread practice will gener-
ally not work when it comes to development of services for families affected by 
HIV/AIDS (McKleroy et al.  2006  ) . 

 Rather than direct transfer of programs, dissemination of evidence-based pro-
grams to support HIV-affected families may be viewed as a process of collaborative 
research involving service organizations, community stakeholders, and academic 
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researchers (Rapkin and Trickett  2005 ; Miller and Shinn  2005  ) . The goal of such 
research is to fi gure out how to best apply available intervention technology to 
address families’ needs in a given setting. Collaborative dissemination research of 
this sort is necessary because available data provide very little information on how 
to implement, optimize, and sustain evidence-based family-focused interventions in 
new settings. It is useful to consider the kinds of research questions that must be 
addressed to get interventions for HIV-affected families into widespread practices. 

 First, it is necessary to address organizational readiness to undertake programs 
for families affected by HIV/AIDS (Goodman and Steckler  1990 ; Chinman et al. 
 2005 ; Livet et al.  2008  ) . Leadership and staff may be encouraged to consider family 
interventions by research showing how family factors impinge on outcomes for 
their agency’s clients. Data showing families’ unmet needs and interest in services 
may also be persuasive. Organizations will also want to know about how new pro-
grams for families would fi t into the local service ecology. For example, are there 
competing programs? Would new programs attract referrals? What funding sources 
are available to cover costs of these programs? Academic collaborators can play an 
important role in helping service organizations conduct preparatory research at this 
level, especially if organizations do not have in-house capacity for this level of 
assessment (Glasgow and Emmons  2007  ) . 

 Second, academic collaborators have a critical role to play in helping organiza-
tions identify and adapt family-focused evidence-based interventions to meet local 
needs. As highlighted in our discussion of the Special Needs Clinic, families’ needs 
are often complex and rarely map onto a single evidence-based program. Rather 
than be hamstrung by existing off-the-shelf protocols, agencies and academics need 
as many degrees of freedom as possible to devise the package of strategies, services 
and referrals that is most workable in a particular setting (Kreuter and Wray  2003 ; 
Collins et al.  2004  ) . This is a problem solving approach to dissemination, because 
the evidence base is used to help generate alternative solutions to meet local needs. 
For example, an agency might decide to adopt structural ecosystems therapy 
(Szapocznik et al.  2004  )  as a general model for engaging and maintaining contact 
with families, and then orchestrate in other evidence-based practices for issues like 
HIV disclosure, sexual risk or permanency planning when and if they are needed. 
Alternatively, an agency may determine that it wants to provide a more focal pro-
gram for families, such as a caregiver support group. They may also decide to use 
validated assessment measures to ensure that potential members are appropriate for 
the group. In any event, agencies and researchers must use the available evidence 
base combined with local expertise to determine the right treatment algorithm for 
their setting. 

 Third, incorporation of new programs and practices may pose considerable 
practical and logistical challenges to community service delivery settings. Intervention 
identifi cation and adaptation must be informed by operations and systems research to 
determine how to implement the intervention in a given service environment (Hawe 
et al.  2009 ; Yoshikawa et al.  2003  ) . In addition, the assessment of staff members’ 
ability to carry out programs is critical. Results of the Family Access to Care study 
suggest that staff members in many agencies already have training and experience 
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working with families, but it may be necessary to modify agency roles or to 
re-organize services to make it possible to offer services for families. Schein  (  1999  )  
discusses the use of ongoing process consultation to help agencies incorporate new 
innovations. Process consultation is intended to engage key organizational personnel 
in identifi cation of challenges to the adoption of innovations such as family-focused 
interventions, in order to carry out necessary training, leadership development, and 
organizational capacity building (Lambrechts et al.  2009  ) . 

 Fourth, academic researchers, agencies and community stakeholders must col-
laborate closely to ensure that interventions adopted and adapted for new service 
settings and new populations are performing as intended (Grimshaw et al.  2006 ; 
Epstein et al.  2010  ) . Whether interventions are directly replicated or completely 
reinvented, it is necessary to track how they are working in new settings (Green 
 2001  ) . Rapkin and Trickett  (  2005  )  proposed the use of “comprehensive dynamic 
trial” designs to study the implementation of interventions in community settings. 
In a “comprehensive dynamic trial,” data on intervention reach, effi cacy and costs 
are gathered and tracked on an ongoing basis, along with information on fi delity and 
process. Community stakeholders and agency representatives continually monitor 
and query data to identify potential ways in which intervention performance might 
be improved. With assistance from academic collaborators, stakeholders’ suggested 
changes to the intervention are implemented as “embedded experiments” to deter-
mine whether changes are warranted. Incorporating methods for continuous 
improvement into the dissemination process makes it possible to evolve interven-
tions as much or as little as necessary to meet the needs of particular settings. This 
process can be continued until a suitable level of performance is achieved. Along 
with process consultation to foster necessary organizational capacities, using com-
prehensive dynamic trial methods to optimize intervention performance is intended 
to maximize the likelihood that family-focused interventions can and will be 
sustained.  

    15.8   Conclusion 

 The evidence is clear that the family has a direct and immediate role in helping to 
mitigate the burden of HIV/AIDS, and that HIV/AIDS has implications for the health 
and well-being of the family as a whole. The program of dissemination research 
envisioned here is intended to maximize the uptake, effectiveness, and sustainability 
of services for families affected by HIV/AIDS. This research agenda is highly con-
sistent with the recent emphasis on the study of comparative effectiveness. The only 
way to determine what interventions are most appropriate for different families in 
different service delivery contexts is to gather lessons learned from experimentation 
in local settings. Our focus on dissemination of evidence-based interventions must 
be inextricably combined with intervention adaptation, quality improvement, and 
community capacity building efforts. At this writing, major changes are being dis-
cussed in terms of the national HIV/AIDS strategy, multifaceted strategies to improve 
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health quality, and of course improved access to care for underserved populations. 
This alignment of health quality, health fi nancing, and research priorities suggests 
that resources can and should be made available to support dissemination research to 
provide effective services for families affected by    HIV/AIDS.      
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  Abstract   This chapter reviews the emerging issues in family-based prevention 
 programs and future research directions. Despite the fact that there are many 
 universal family attributes, there are some important cultural and contextual issues 
that require “tailor made” approach for some issues. However, the culturally  tailored 
intervention must be grounded in core behavior change principles or they will not 
have the intended benefi t for families. This chapter reviews the challenges of fam-
ily-based combination and multilevel intervention which combine biomedical and 
behavioral approaches that optimize the HIV prevention benefi ts for families. There 
are some challenges in research strategies that must be addressed. For example, the 
current studies have a short follow-up period and if we are going to learn how the 
family impacts the long-term protective factors, we must have cohorts that are fol-
lowed while children age into more risky periods of social development. Strategies 
need to be identifi ed that ensure sustainability of effective family-based programs. 
If family based programs are going to be adopted by public health agencies, it is 
important to generate cost effectiveness data. There are also challenges in new 
 settings that need to be explored; for example, foster care and juvenile systems, 
African American and Hispanic churches, and workplaces. There are also some 
populations that would benefi t from family-based prevention program such as 
 mentally ill children, young men who have sex with men (YMSM), rural families, 
and children in blended families. Researchers are challenged by the promising new 
directions of the third decade of the HIV epidemic.      

    16.1   Introduction 

 The chapters in this book review state-of the-art family-based HIV prevention and 
treatment research conducted over the last 18 years. There have been major 
 accomplishments since the publication of  Working with Families in the Era of AIDS  
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(Pequegnat and Szapocznik  2000  )  which describes interventions being tested in the 
fi eld at the time. Families are essential to the healthy development of children because 
of their slow brain development. Protective families ensure optimal  survival and 
develop cognitive, social, emotional, and behavioral competencies in children. (See 
Chap.   2     for a fuller discussion of these issues.) Families develop the capacity for 
learning, socialization, connectedness, and self-esteem. Parents provide mastery 
experiences across developmental stages: infancy, childhood, adolescence, and 
young adulthood. Parents inculcate healthy behaviors and stave off illness-generating 
behaviors with their children (   Pequegnat and Stover  2000 ). 

 In this chapter we would like to discuss some of the contextual issues for future 
research and practice and end with challenges and emerging issues for family-based 
research.  

    16.2   Challenges of Adapting Existing Prevention Programs 
Versus Developing New Programs 

 Since 1993, the NIMH Consortium on Families and HIV/AIDS and other 
researchers have been developing family-based prevention strategies to prevent 
HIV infections in adolescents and young adults and to help families adapt to HIV 
infection in its members. There are frequent discussions in academic and prac-
tice communities about whether evidence-based family prevention programs can 
be adapted for the cultural and contextual issues in diverse families or whether 
new studies need to be conducted. These conversations focus on whether there 
are common elements in prevention programs that can be used to adapt an evidence-
based intervention. In our experience it is more helpful to have “both/and” con-
versations than “either/or” conversations because both approaches have merit. 

 There are some universal protective factors and strengths within families that 
can benefi t from adaptations of evidence-based prevention programs conducted 
with one group of families. These protective family factors are nested within com-
munities and environments. Family members teach one another social and emo-
tional skills; reinforce individual self esteem by providing a sense of power, 
uniqueness, and models; monitor and protect one another; and provide a network 
to help when needed. 

 Despite the universality of these healthy family attributes, there are important 
cultural and contextual attributes of families that require a “tailor made” approach for 
some issues. For example, while the need to eat is universal, what individuals choose 
to eat is determined by cultural backgrounds and contextual experiences. While a good 
relationship between the health care provider and client/patient transcends  culture as a 
necessary component to optimize health outcomes, health care services need to be 
delivered in a language and approach that is tailored to the client or the client may not 
adhere to the recommended treatment regimen. If the provider speaks Spanish and 
does not communicate the benefi ts of the treatment to the English-speaking client, it 
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will not have the intended effect. Thus, despite the universality of the benefi ts, the 
lack of cultural specifi city can undercut the delivery of the prevention program. On 
the other hand, if a culturally tailored intervention is not grounded in core behavior 
change principles, it will not have the intended benefi t either. 

 The core principles of evidence-based prevention programs for families need 
to be adapted to the cultural and contextual circumstances of the targeted 
 families. (For a fuller discussion of this approach, see Chap.   14    .) CHAMP was 
originally developed on the Southside of Chicago but when it was implemented 
in Durban, South Africa, the research team took great pains to ensure the inter-
vention was embedded in Zulu culture. The team ensured that the packaging of 
the intervention was familiar, the individuals in program material were dressed 
appropriately, and the exercises were approved by the Zulu Community Advisory 
Board (Paruk et al.  2005  ) .  

    16.3   Challenges of Family-Based Combination and Multilevel 
Interventions 

    16.3.1   Family-Based Combination Biomedical and Behavioral 
Interventions to Optimize HIV Prevention 

 As new biomedical prevention opportunities become available (e.g., microbicides, 
PEP, PrEP, male circumcision), it is important that we do not abandon existing 
 prevention strategies that have had an important impact on the epidemic. Most 
 biomedical interventions raise issues of congruence with age, gender, culture; 
 maintaining mental health; having attitudinal arguments; accessing accurate infor-
mation; ensuring good decision making, having the proper behavioral skill set, and 
implementing long-term adherence – all of which are part of a good family-based 
behavioral intervention. Family-based combination behavioral and biomedical 
approaches can optimize HIV/STD prevention outcomes. 

 In situations without effective combination prevention approaches, there has 
been poor uptake. For example, Parent to Child Transmission (PTCT) studies have 
found that simply offering a drug during a brief counseling program is not suffi -
cient because the woman and her husband often do not show up at the clinic until 
they are ready to deliver the baby. Even if the drug is offi cered at pre-natal visits, 
this may not also be suffi cient because the prospective parents may be suspicious 
of the drugs. To address these issues, Rotheram and colleagues have initiated an 
outreach program called Mentor Mothers program to work with pregnant women 
in their community to ensure better uptake of programs to prevent Parent to Child 
Transmission PTCT. 

 There is evidence that there has been poor uptake of Gardasil (e.g., a vaccine for 
preventing HPV which is a sexually transmitted disease causing cancer) among 
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adolescents who could benefi t the most. When asked about it, adolescents said that 
if their mother had encouraged them, they would have been vaccinated (Chao 
et al.  2009  ) . 

 There are growing numbers of adults and children living with HIV worldwide 
who must adhere to complex antiretroviral therapy which requires combination 
approaches. In the case of pediatric HIV infection, family factors include caregiver 
psychosocial and material resources, knowledge and beliefs about the medications, 
and self-effi cacy to support the child’s adherence. By contrast, research on ART 
adherence among adults considers the individual living with HIV in isolation apart 
from their family and partners. Research on barriers and facilitators of adherence 
largely ignores the potential impact of family structure and processes and signifi -
cant others. (For a fuller discussion of the issue of adherence, see Chap.   10    .)  

    16.3.2   Family-Based Multilevel Interventions 

 The Triadic Theory of Infl uence informs us that behavior is multi-determined (Bell 
et al.  2007 ; Flay et al.  2009  ) . Thus, to achieve larger effect-sizes we need more 
multilevel impact of family-based programs using social ecology models/social 
fabric models along with family- and individual-based infl uences. Developing a 
quality research project evaluating a multilevel family-based prevention program is 
diffi cult because the theoretical underpinning, design, methodology, statistical 
analysis, and operationalization of the research plan (e.g., sample attrition, contami-
nation, ethics, etc.) are complex. 

 When HIV/AIDS family-based interventions were fi rst rolled out, there were 
many researchers who doubted whether there would be any indication of effi cacy. 
However, the research highlighted in the book has proved them wrong. Then, 
CHAMP which is a multilevel intervention was able to demonstrate changes in 
individual, family, and community dynamics (Bell et al.  2002 ; Flay et al.  2009 ; 
National Research Council and Institute of Medicine  2009  ) . Multilevel family-
based intervention also cultivates changes in communities and services that can 
support parenting and reduction of youth risks.   

    16.4   Challenges of Research Strategies 

    16.4.1   Long-Term Follow-Up of Current Family-Based Cohorts 

 Currently, many of the outcomes of family-based HIV/AIDS prevention programs 
have focused on the proximal outcomes of increased communication, increased 
closeness, parental monitoring, and social and emotional skills among parents and 
their children and increased social fabric surrounding at-risk families. Unfortunately, 
although important, these proximal outcomes do not provide the distal outcomes that 
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would decrease HIV/STDs over the 5–10 years that adolescents may be sexually 
active prior to a committed relationship or marriage. Accordingly, long-term follow-up 
of current family-based HIV/AIDS experimental cohorts must be undertaken.  

    16.4.2   Sustainable Family-Based Interventions 

 Future family-based HIV prevention research needs to identify strategies that diminish 
intervention decay. One way to sustain positive outcomes may be to teach family mem-
bers to reinforce one another’s changes, rather than focusing on a single family member. 
Moving beyond individual-level changes within families (knowledge, attitudes, beliefs) 
and toward modifying familial systems may produce more protracted change. (For a 
fuller discussion of structural ecological interventions, see Chap.   11    .) Family-based 
interventions need to be integrated into community settings (e.g., physician’s offi ces, 
workplaces, schools) and into public health agencies but technology transfer is a chal-
lenge. (For a fuller discussion of this issue, see Chap.   15    .) More research on how to 
implement family-based prevention programs into these settings is needed. Another 
research direction is to incorporate family-based programs (such as Project STYLE 
discussed in Chap.   13    ) into empirically supported individually focused interventions 
(e.g., broadening the scope of individual interventions to target families).  

    16.4.3   Cost Effectiveness of Family-Based Prevention Programs 

 An important component of implementing evidence-based prevention programs in 
public health settings is demonstrating cost-effectiveness of the approach. It is criti-
cal that more cost effectiveness studies be integrated into family-based prevention 
programs so this evidence is available when Directors of public agencies are making 
a decision whether to implement these evidence-based programs.   

    16.5   Challenges of New Settings for Family-Based Prevention 

    16.5.1   Foster Care and Juvenile Systems 

 Dr. David Satcher’s  Report of the Surgeon General’s Conference on Children’s 
Mental Health: A National Action Agenda  (U.S. Public Health Service  2000  )  sug-
gested that we focus our public health attention on the most vulnerable children in 
our society who are in protective services, correctional facilities, and mental health 
settings. Research on HIV/AIDS prevention in children in foster care, juvenile 
detention centers, and in children in special education is limited. These are risky 
settings because the children’s family-systems are disrupted and strained by their 
removal from their family systems (   Redd et al.  2005  ) .  
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    16.5.2   African American and Hispanic Churches 

 After three decades of HIV/AIDS in the U.S., the epidemic is continuing to spread 
rapidly in African American and Hispanic subpopulations. Often churches provide 
the focal point for spiritual, social, political, and health-related matters in these com-
munities. Churches may be a vehicle for reaching these subpopulations with effective 
HIV/STD prevention programs in an appropriate cultural approach and in overcoming 
HIV stigma. Religious leaders have great infl uence in providing information and 
guidance to their parishioners. While African American churches have begun to incor-
porate HIV/STD prevention programs into their ministry activities but Hispanic 
churches are lagging behind. Research to demonstrate effective strategies to develop, 
test, and integrate prevention programs for African American and Hispanic families 
would make a major impact in controlling the spread of the HIV epidemic.  

    16.5.3   Workplace 

 The economic impact of AIDS shifts to the workplace as companies are faced with 
employees who are being treated for HIV through their health insurance and are less 
available for working. The recent court cases and anti-discrimination legislation, 
such as Americans with Disabilities Act of 1990, expose fi rms to liabilities for 
 discrimination against employees with HIV. It therefore is in their best interest to 
prevent HIV infection among their employees and families. While there has been 
some focus on family-based prevention programs in the workplace, this is an area 
that could benefi t from additional programs. AIDS education and information 
 programs can reduce the probability of HIV infection and reduce the likelihood of 
infection and to minimize employee fears and disruptions in the workplace. A strat-
egy to increase in these programs is to offer HIV prevention for parents teaching 
them how to talk to their children about sex and STD prevention.   

    16.6   Challenges for New Populations and Their Families 

    16.6.1   HIV Family-Based Prevention Programs for 
Mentally Ill Children 

 Another challenge is addressing HIV prevention in children who are at risk for or 
are experiencing mental issues that impair their judgment and result in their 
engaging in HIV-related risky behaviors. Children who grow up in contexts where 
they experience adverse childhood experiences (Felitti et al.  1998 ) and trauma 
develop poor affect regulation. We have learned that childhood adversities 
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 stemming from “maladaptive  family functioning clusters” (including parental 
mental illness, substance abuse  disorder, and criminality; family violence; physi-
cal and sexual abuse; and neglect) may be associated with subsequent psychologi-
cal distress and poor school performance. These experiences can also put children 
at risk of triggering mental disorders if they are vulnerable (e.g., Borderline 
Personality Disorder, Conduct Disorder, etc.) (Green et al.  2010 ; McLaughlin 
et al.  2010  ) .  

    16.6.2   Family-Based HIV Prevention Programs for Young Men 
Who Have Sex with Men 

 In 2008, young men who have sex with men (YMSM) represented 68% of infections 
among all adolescents and young adults (male and female) and were one of the only 
HIV risk groups showing an increasing rate of infection (Centers for Disease Control 
and Prevention (CDC)  2010  ) . Despite this fact, there is no CDC-endorsed intervention 
for this population (Centers for  Disease Control and Prevention (CDC)  2010  ) . Family-
based approaches have great potential because they address both HIV/AIDS risk for 
the youth and provide skills to families that may be struggling with supporting their 
sexual minority children. (See Chap.   12     for a discussion of these issues.) Family-
based approaches are also needed to enhance family acceptance, parenting skills, and 
working together to prevent adverse outcomes (e.g., depression, suicide) in families 
with gay and bisexual sons (Ryan et al.  2010  ) .  

    16.6.3   Rural Families 

 New prevention strategies are needed for working with families in rural areas. The 
 epidemic was fi rst identifi ed in urban areas, but the spread of the epidemic to rural 
areas is becoming a new challenge. (See Chap.   11     for a discussion of Section 
  11.4.1.1    ) HIV/AIDS tends to be diagnosed in later stages of the disease in infected 
persons in rural areas because they do not have access to health care providers that 
recognize the HIV-related symptoms. There is also the challenge of stigma and 
disclosure because these families live in small towns where rumors can spread rap-
idly which results in not seeking HIV prevention or  treatment services. In some 
cases, people who were infected in urban areas, return to their hometown as they 
become more sick. Rural families are less likely to have public or private health 
insurance. There are also issues around conducting research because these families 
are not as familiar with the research process and do not understand the concept of 
confi dentiality and are reluctant to share family information with interviewers. All 
of these issues present new challenges for HIV prevention researchers.  
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    16.6.4   Children in Blended Families 

 With the increasing divorce and remarriage rate, there are increasing numbers of 
blended families which can be a challenge. It requires not only mixing different 
cultures, rules, and expectations, it may also mix together unrelated older children 
who act as role models for younger children. If the older children are becoming 
sexually active, this can be a challenge for good parental monitoring of HIV risk 
behaviors as younger children may try to emulate their new older siblings. 
In blended families there is often confl ictual family communication around inte-
grating children into one family that can lead to early sexual debut and HIV risk 
behavior. Some parent–child HIV prevention programs need to be tailored for the 
special challenges for these blended families.   

    16.7   Conclusion 

 As demonstrated in this book, AIDS has presented families with new challenges, 
and researchers, service providers, and families have developed new family-based 
strategies that have implications for other families handling the chronic disease. 
This book presents families and service providers with new options for working 
with families around prevention and treatment issues. Family-oriented programs 
can enhance the quality of life of families infected and affected by HIV. They also 
offer public health clinics with new options for services and they may ultimately 
prove to be cost effective if they keep new persons from becoming HIV. As outlined 
in this chapter, it also provides researchers in the third decade of this epidemic 
promising new directions in which to pursue research.      
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