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Abstract: 
 
In the USA, the incidence of HIV is rapidly increasing among young people. To increase the 
effectiveness of HIV prevention and care, efforts for adolescents should consist of 
interdisciplinary partnerships that address the complexity of the population and co-occurring 
physical and mental health issues. Partnerships among academic researchers; representatives 
from educational and testing organizations, health departments, clinics, and other community-
based organizations (including youth-serving organizations); and adolescents themselves are 
essential. These partnerships can produce innovative strategies that address adolescent-specific 
issues related to HIV prevention, diagnosis, and care, as well as cultural norms and gender-role 
expectations particular to adolescents, their developmental stage, and their local communities. 
Such partnerships can also increase understanding during exploratory and formative evaluation 
phases, inform the development of interventions and programs that are most relevant to 
adolescents, and increase the likelihood that these interventions and programs will be 
implemented, found to be effective, and sustained (if warranted) by communities. Some 
academic researchers, clinicians, and other providers partner directly with adolescents, while 
others partner with youth-serving organizations to engage and work with adolescents. 
 
In this chapter, we use the integrated model of continuities and transition in adolescent/youth 
HIV prevention, diagnosis and treatment and the care continuum to illustrate innovative 
adolescent HIV prevention interventions and programs that engage adolescents and 
representatives from community organizations, incorporate partnerships, and promote 
community participation along a continuum. Specifically, we explore two types of partnership 
strategies—youth-engaged and organization-engaged. We provide an overview of the phases of 
the integrated model and associated programs with (and without) partnerships with adolescents 
and community organizations. We conclude with lessons learned and directions for future 
community-engaged research, interventions, and programs for primary and secondary HIV 
prevention with adolescents. 
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Book Chapter: 
 
The period of adolescence, defined by the Society for Adolescent Health and Medicine as ages 
10–25-years old [1], involves immense physical, biologic, and cognitive changes, including rapid 
maturation, experimentation, and risk [2]. Provision of health care for adolescents remains 
challenging and complex, as it encompasses general medical needs and factors specific to 
cognitive and psychosocial developmental phases. Accordingly, adolescent medicine emerged as 
a subspecialty of pediatrics to address many of the developmental issues and social needs unique 
to adolescence [3, 4]. A purely physiologic approach is insufficient for comprehensive 
adolescent health; instead, a psychosocial, holistic orientation that maximizes adolescent 
development and health is necessary to address the complexities that characterize adolescence 
[3]. Adolescents must manage new physical and emotional challenges, maintain healthy bodies, 
and learn skills and responsibilities needed for adulthood (e.g., obtaining jobs). 
 
The physical, emotional, and social changes typical of adolescent development also can heighten 
their risk of HIV exposure and transmission [2]. For instance, the developing adolescent brain 
can limit what some may label as responsible decision-making, thereby increasing sexual risk 
behaviors without the adolescent fully considering longer-term consequences [2, 5]. Thus, HIV-
related research and intervention and program development, implementation, and evaluation 
must consider adolescent-specific issues such as brain development (e.g., abstract thinking 
skills), assent and consent (e.g., being under 18-years old and parental consent), insurance (e.g., 
public and parents’), and disclosure (e.g., to parents and to current and potential sexual partners) 
[6, 7]. Interventions and programs must further be tailored to the contexts and communities in 
which adolescents live. 
 
In the USA, the incidence of HIV is rapidly increasing among adolescents and young adults 15–
24-years old [2]. Approximately 56,300 Americans become HIV-positive each year; of these, 
34 %—or approximately 19,000—are 13–29-years old [8]. In 2009, an estimated 8,294 
adolescents and young adults between 13- and 24-years old were diagnosed with HIV infection 
in the 40 states with long-term HIV reporting [9]. 
 
High rates of HIV among adolescents, coupled with the typical developmental processes of 
adolescence, suggest that HIV-prevention efforts are essential for both adolescents at risk for 
HIV acquisition and those who have HIV [2]. Primary prevention interventions focus on 
preventing HIV exposure and transmission to uninfected adolescents to keep them negative and 
increase their self-protective behaviors and skills [10, 11]. These types of interventions can take 
various forms, including biomedical approaches such as clinical trials to evaluate HIV-
preventive vaccines, microbicides, and preexposure prophylaxis and behavioral methods to 
increase condom use and reduce numbers of partners [10]. Secondary prevention serves to 
minimize, alleviate, or prevent health and psychologic consequences among adolescents with 
HIV [11] and examine behavioral and therapeutic interventions, ideally at earlier stages of 
infection, to prevent disease progression [10]. Secondary prevention can also be designed to 
preserve both the health of adolescents with HIV and the health of their potential sexual partners, 



including test-and-treat initiatives [12] and disease management strategies such as earlier 
initiation of antiretroviral therapy (ART) [10]. 
 
Both primary and secondary HIV-prevention and -care efforts for adolescents should consist of 
interdisciplinary collaborations that address the complexity of the population and comorbidities, 
as well as mental, psychiatric, and neurocognitive disorders [10]. Partnerships among academic 
researchers; representatives from educational and testing organizations, health departments, 
clinics, and other community-based organizations (including youth-serving organizations) ; and 
adolescents themselves are essential. These partnerships can encourage innovative strategies that 
address adolescent-specific issues related to HIV prevention, diagnosis , and care, as well as 
cultural norms and gender role expectations particular to adolescents, their developmental stage, 
and their local communities. Such collaborations can increase understanding during exploratory 
and formative evaluation phases, inform the development of interventions and programs that are 
most relevant to adolescents, and increase the likelihood that interventions and programs will be 
implemented, found to be effective, and sustained (if warranted) by communities. Prevention 
programs may benefit from partnerships between academic researchers, clinicians, and other 
providers and youth-serving organizations to address the substantial adolescent-specific barriers 
that they may experience, including their feeling invincible to HIV (or perhaps more precisely a 
willingness to “play the odds”), discomfort communicating about sexual issues, unfamiliarity 
with care systems, and limitations with transportation [13, 14, 15]. Some academic researchers, 
clinicians, and other providers partner directly with adolescents , whereas others partner with 
youth-serving organizations. 
 
In this chapter, we use the integrated model of continuities and transition in adolescent/youth 
HIV prevention, diagnosis and treatment [16], and the care continuum [17] to illustrate 
innovative adolescent HIV-prevention interventions and programs that engage adolescents and 
representatives from community organizations, incorporate partnerships, and promote 
community participation along a continuum. Specifically, we explore two types of partnership 
strategies—youth- and organization-engaged—throughout this chapter. First, we provide an 
overview of the model’s phases and associated programs with (and without) partnerships with 
adolescents and community organizations. We conclude with lessons learned and directions for 
future community-engaged research, interventions, and programs for primary and secondary HIV 
prevention with adolescents [11]. 
 
Integrated Model and Care Continuum: An Overview 
 
The integrated model of continuities and transition in adolescent/youth HIV prevention, 
diagnosis, and treatment (referred to as the integrated model; [16]) provides a framework for 
understanding the relationships between adolescents and HIV infection and highlights the 
importance of partnerships across networks. This model moves from primary HIV-prevention 
services through testing and care, and promotes consideration of the specific needs of 
adolescents both before and, if necessary, after HIV exposure and transmission (Fig. 1). The 
progression of adolescents through the integrated model is used within this chapter to highlight 
their unique vulnerability to HIV and potentially reduced access to services, factors that are 
particularly important, given that adolescents comprise a significant proportion of those with 
HIV in the USA. 



 

 
Fig. 1. An integrated model of continuities in transition in adolescent/youth HIV prevention, 
diagnosis, and treatment. PrEP Pre-exposure prophylaxis, HIVTC HIV testing and counseling, 
and RR+ Rapid results are positive 
 

 
Fig. 2. Care continuum. (Adapted from Garnder et al. 2011) 
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Furthermore, the ongoing narrative in the USA regarding gaps in addressing the HIV and AIDS 
epidemic needs to consider the care continuum [17]. Generally, the steps in the care continuum 
include [1] the identification of HIV status, [2] active linkage in care, [3] initiation of ART, [4] 
retention in care, and [5] eventual suppression of viral load [17]. The care continuum also offers 
a way to visualize the number of individuals with HIV throughout the country and their rates of 
attrition as they move from being identified to getting therapy to having stable undetectable viral 
loads. In 2011, CDC scientists analyzed HIV surveillance datasets and laboratory reports to 
estimate the number of HIV-positive people at each step of the care continuum (Fig. 2; [18]). 
CDC scientists concluded that for every 100 individuals living with HIV, 80 were aware of their 
status, 62 had been linked to HIV care, 41 were engaged in HIV care, 36 received ART, and of 
those, 28 had acheived viral suppression (beneficial for both improved health quality and 
decreased transmission capability; [17]). 
 
Providers, policymakers, and representatives from organizations across all levels—federal, state, 
and local—use the care continuum to identify gaps in service delivery across the continuum of 
HIV testing and care, and thus identify opportunities for well-designed and focused interventions 
and programs. The care continuum also highlights the work that needs to be done for retention in 
care to improve quality of life for individuals living with HIV and for population-level 
reductions in the incidence of HIV. 
 
Together, the integrated model and care continuum provide an innovative, useful, and 
comprehensive framework for considering the challenges of identifying and treating adolescents 
with HIV. Rates of infection and attrition are partially due to both developmental and structural 
barriers that exist for adolescents across all the phases of the integrated model and, if positive, 
the care continuum. 
 
For primary prevention services, adolescents may not feel at risk for HIV acquisition, in part 
because of their developmental stage (e.g., feeling invincible or “playing the odds;” [2]). 
Similarly, adolescents with HIV may find it difficult to acknowledge their disease because they 
do not feel sick and thus do not seek out testing to confirm their status [14]. Attending medical 
appointments may be perceived as a reminder of their serostatus, which adolescents may choose 
to avoid [14]. Adolescents with associated comorbidities (e.g., substance use, mental health 
issues, and housing instability) are especially unlikely to be linked to needed HIV care [9]. Other 
barriers to HIV testing and care include the following [19, 20, 21, 22, 23, 24, 25]: 
 

• Individual characteristics (e.g., stigma, shame, and denial regarding HIV and risk 
behavior, low educational attainment, and psychiatric disorders) 

• Family characteristics (e.g., lack of financial resources and/or medical/health insurance, 
family dysfunction, and past and current neglect/abuse) 

• Health care system characteristics (e.g., costs to patients, services available, access, 
mistrust of health-care professionals, concerns about confidentiality, and difficulty 
negotiating complex health-care systems) 

• Provider and treatment characteristics (e.g., shortage of providers with expertise in both 
HIV and adolescent medicine, the extent of adolescent-friendly staff and services, and 
complexity of medical regimens, although regimens are becoming simpler). 

 



These potential barriers differ from those for adults because adolescents are often still in school 
and tend to be dependent on others for resources, insurance, transportation, and access to clinics 
and pharmacies [26]. This dependence on others such as family members, for example, requires 
disclosure of HIV risks and/or status, which may have potential benefits (e.g., social support), 
but disclosure also can place adolescents at risk for backlash and ostracism [27]. The rates of 
retention, medication adherence, and health outcomes are poor for adolescents diagnosed with 
HIV, making it especially important to keep them from being exposed to HIV and becoming 
positive. 
 
Prevention, testing, and care networks must collaborate in order for adolescents to avoid HIV 
infection or, if infected, to move seamlessly across each stage of the integrated model (Fig. 1) 
and through the care continuum (Fig. 2). Although adolescents have been successfully engaged 
in multiple types of research, intervention, and programmatic efforts—for instance, education 
[28], physical activity and healthy eating [29], and violence [30]—adolescent engagement in 
HIV prevention is more limited [31, 32]. The available HIV-prevention efforts have 
demonstrated two types of partnerships that have been most successful: academic researchers, 
clinicians, and other providers partnering directly with adolescents or partnering with 
community- and faith-based organizations that serve youth (e.g., churches and organizations 
working with lesbian, gay, bisexual, and transgender [LGBT] adolescents and homeless 
adolescents). We explore these two types of partnership strategies—youth- and organization-
engaged—throughout this chapter. 
 
Integrated Model: Phases and Programs 
 
The integrated model describes the different points of transition for adolescents’ needs related to 
primary prevention, testing, and care that emphasizes secondary prevention (e.g., treatment as 
prevention; [16]). These phases of the integrated model and interventions and programs 
associated with each phase are described here. Some of these programs involve youth and/or 
organizational engagement ; the programs presented also provide an overview of adolescent HIV 
prevention across a range of needs, highlight the importance and challenges of working with 
adolescents , and provide strategies for developing engagement and partnership. 
 
Preventing HIV Among Adolescents 
 
Overview 
 
Prevention often takes the form of outreach and education to identify and increase awareness 
among adolescents at higher risk for HIV acquisition. Adolescents at elevated risk for HIV 
include ethnic and sexual minorities [8, 9]. In 2010, African–American/black adolescents 
accounted for 69 % of HIV diagnoses reported among individuals 13–19-years old, and 
Latino/Hispanic and white adolescents accounted for 15 % and 14 %, respectively [33]. Among 
male adolescents 13–19-years old, approximately 91 % of all diagnosed HIV infections stem 
from male-to-male sexual contact [8]. Indeed, adolescent men who have sex with men (MSM) 
between the ages of 13–24 were the only age-group to have an increase in new infections 
between 2001 and 2006 [2]. In 2009, adolescent MSM accounted for 27 % of total incident 
cases, and MSM 13–29-years old accounted for 69 % of new HIV infections [9]. There is also an 



interaction between race and sexual orientation; 63 % of all adolescent MSM 13–24-years old 
with HIV infection in 2009 were African–American/black, followed by white (18 %) and 
Latino/Hispanic (16 %; [8]) . 
 
Although any adolescent can acquire HIV, particular attention should be given to these so-called 
hidden or hard-to-reach adolescents [34, 35, 36] to ensure that efforts have an impact and address 
the needs of those at higher risk of HIV exposure and transmission. Of course, being considered 
hidden or hard-to-reach is purely subjective; most often these terms describe being difficult to 
reach by community outsiders (e.g., academic researchers, clinicians, and other providers). 
 
Primary prevention for adolescents who are at higher risk for HIV acquisition is also increasingly 
complex due to a range of factors, including comorbidities, such as substance use and mental-
health issues, that increase the risk of HIV exposure and transmission [36]. Such complexities 
reinforce the importance of meaningful prevention. The integration of substance use and mental 
health services into HIV prevention can be an important step in reaching those adolescents at 
elevated risk [37]. 
 
As illustrated, HIV disproportionately affects specific adolescent population subgroups, which 
implies that prevention programs must address their unique issues, needs, and priorities, 
including perceptions of risk and substance use and abuse [38]. This need emphasizes the 
importance of research and programmatic partnerships (e.g., a social service organization that 
provides counseling services). Accordingly, a variety of partnership strategies have been 
employed to prevent HIV exposure and transmission among higher risk adolescents. Again, these 
include working directly with adolescents or indirectly through youth-serving organizations. 
 
Youth-engaged Partnerships 
 
A variety of primary prevention programs involve adolescents , sometimes as full partners. 
Adolescents participate in these programs by recruiting other adolescents, developing suitable 
materials, assessing the cultural appropriateness of the programming, and implementing the 
program. 
 
Within these youth-engaged partnerships that include academic researchers; representatives from 
educational and testing organizations, health departments, clinics, and other community-based 
organizations (including youth-serving organizations); and adolescents, different strategies have 
been employed in HIV prevention . For example, a rural HIV-prevention study used participant-
driven recruitment to reach and recruit adolescents living in rural upstate New York [32]. The 
study used peers who built trust and recruited their adolescent peers to participate in an 
intervention. An important component of peer recruitment, in rural and urban areas , is the 
inclusion of adolescents from varied and diverse population subgroups [39]. Partnering with 
adolescents from different backgrounds can be more effective for reaching a broad spectrum of 
higher-risk adolescents . This inclusivity can also serve to sustain and further partnership efforts 
[32, 39]. 
 
Adolescent partners also inform the development and design of appropriate methods and 
materials. In the HIV-prevention study just noted, a pilot group of nine adolescents developed 



the educational sessions and modified the research protocols and questionnaire to reflect the 
context and language of local adolescents [32]. Their involvement in the design and 
implementation of the study enhanced their familiarity with, and commitment to, the research 
and its process and success. Their engagement was further validated by posters presenting the 
themes garnered from design and implementation discussions that illustrated for adolescent 
partners’ concrete contributions to the study. Two members of the pilot group were later 
involved as paid research assistants to plan and facilitate survey and educational sessions, assist 
with data interpretation, and coauthor a journal article about the study. These varying levels of 
research opportunities and involvement contributed to the success of the study, given that 
adolescents were treated as significant and nontoken partners. This involvement may have 
motivated them to recruit other young people to participate. The inclusion of adolescent partners 
in this study helped reach segments of the rural adolescent population that would not have been 
reached and engaged otherwise, thereby contributing to its success [32]. 
 
Organization-engaged Partnerships 
 
Another strategy academic researchers, clinicians, and other providers apply to engage 
adolescents, especially those at higher risk for HIV , is the formation of partnerships with youth-
serving organizations, including community-based organizations working with LGBT or 
minority racial/ethnic communities and faith-based organizations. Prevention efforts that are 
delivered in partnership with specific organizations can be important vehicles to disseminate 
sensitive but accurate information. For example, faith-based organizations have helped reach 
African–American/black adolescents , which is essential given the disproportionate impact of 
HIV on this population [33]. Similar to youth-engaged programs, organization-engaged 
partnerships can facilitate successful recruitment, development and implementation of culturally 
congruent interventions and programs, and intervention sustainability. Providing sexual health 
training to organizational leaders, as part of the co-learning within partnerships, can enhance 
sustainability through building the capacity of community- and faith-based organizations to 
address HIV in their own communities, particularly with the support of trusted community 
partners [13, 40, 41, 42, 43]. 
 
For some minority populations , community-based organizations have played an important role 
in the delivery of HIV-prevention services [44]. One prevention intervention, SHERO (a female-
gendered version of the word “hero”), was developed, implemented, and evaluated by a 
collaboration of academic researchers and representatives of a Latino-serving organization. This 
intervention addressed the gender- and culture-specific psychosocial and ecologic factors that 
influence HIV risk and protection for Mexican–American female adolescents [44]. SHERO 
demonstrates that collaborating with community organizations to implement HIV interventions 
and programs can assist in ensuring a high level of cultural congruence and a realistic potential 
of sustainability, if warranted [44]. Safer sexual behaviors and beliefs among Mexican–
American female adolescents increased after participating in the 9-session SHERO intervention, 
compared with a single information-only HIV-prevention control session, demonstrating the 
value of tailoring an intervention to reflect cultural factors [44] . The quality of these 
community-based partnerships and the care taken by academic researchers to maintain them was 
essential for the recruitment and retention of adolescent participants and for the participation of 
additional community-based organizations to widen the reach of the program [42, 44, 45]. It is 



important to note that each community and community-based organization is unique, so 
interventions and programs that involve partnerships among academic researchers, clinicians, 
and other providers are more likely to be successful [43]. For instance, a diverse coalition that 
worked to implement Project Bold, Ready, Intelligent, Dedicated, Guided, & Equipped (Project 
BRIDGE) generated initial ideas to develop a meaningful and context-appropriate HIV 
curriculum with experiential activities tailored to African–American/black middle-school 
students attending evening church sessions . The combined skills and active participation of the 
partners enhanced the likelihood that the HIV–prevention materials were meaningful and 
appropriate for, and thus respectful of, the unique culture and values of community members and 
the missions of partner organizations [40, 42, 43]. Further, the success of Project BRIDGE led to 
program growth and sustainability, with plans for continued collaborative activities and possible 
expansion to other churches and to schools. Part of the program’s success may be attributed to its 
original goals, which sought to harness religious affiliation as a protective benefit, while also 
reducing risk behaviors related to adolescence. Moreover, the faith community’s values and 
concerns were aligned and congruent with those of the academic researchers for the common 
goal of reducing HIV exposure and transmission [42]. 
 
The engagement and participation of adolescents in programs can be facilitated by organizational 
staff (e.g., youth pastors and outreach workers), whose intimate involvement in the study design 
can convey confidence and trust in the process to adolescents and parents [42, 43]. For example, 
the high level of engagement among adolescents in Project BRIDGE was attributed to the active 
involvement of organizational partners in the design and implementation of the program and to 
the building on existing strengths and resources of community partners [40, 43]. 
 
The YOUR Blessed Health intervention provides another example of the capacity of faith leaders 
and faith-based organizations to mobilize around prevention of HIV and other sexually 
transmitted infections (STIs) among adolescents in predominately African–American/black 
communities. The YOUR Blessed Health intervention was developed in collaboration among the 
Faith Access to Community Economic Development, Flint Odyssey House Health Awareness 
Center, Pastors’ Spouses of Genesee County, the University of Michigan School of Public 
Health, and the YOUR Center. After careful networking and trust building and ongoing 
relationship maintenance, this partnership developed a multilevel HIV- and STI-prevention 
intervention that respected church doctrine and built on faith-based institutional capacity to 
effectively promote HIV prevention . To date, more than 350 faith leaders from 55 churches 
across nine different dominations have trained over 15,000 congregants. Faith leaders’ 
involvement in the YOUR Blessed Health program enhanced the credibility of the intervention 
and the participating faith-based organizations’ capacity to address HIV with their congregants 
and in their communities [40, 46], and resulted in sustainability, further uptake, and broad reach 
of the intervention. The increased trust as a result of this intervention helped to increase 
HIV/AIDS awareness and reduce HIV-related stigma among the African–American/black faith 
community and among vulnerable adolescents. 
 
Summary 
 
A partnership approach to the development and implementation of each of these interventions 
and programs has helped to cultivate trust among academic researchers; representatives from 



community and youth-serving organizations, health departments, clinics, and adolescents . 
Without a doubt, trust is necessary for the engagement and participation of adolescents in, and 
the success of, HIV prevention interventions [43]. The partnerships highlighted established trust 
among the partners. The high level of collaboration inherent in community-engaged prevention 
allowed each partner, including adolescents, to contribute to all phases of planning and 
implementation processes. Issues such as cultural congruence can be addressed as needed, 
thereby creating and ensuring a common foundation of understanding in each phase of the 
project [41, 42]. The highlighted interventions and programs underscore the value of culturally 
grounded HIV primary prevention services that are created in collaboration with adolescents and 
other partners to address ecologic factors affecting adolescents’ HIV-related risk. 
 
Identifying HIV-Positive Adolescents 
 
Overview 
 
The middle section of the integrated model focuses on testing and counseling services for 
adolescents . These services are essential to identify adolescents with HIV and prevent secondary 
infections. Furthermore, efforts to reach higher risk adolescents are important, as comorbidities 
(e.g., substance use and abuse and mental health issues) and frequent double stigma (i.e., race 
and sexual orientation) faced by adolescents may make it more challenging for them to seek 
testing services. These efforts help promote HIV testing by increasing accessibility and also by 
changing attitudes and beliefs to “normalize” testing [47, 48]. The hidden nature of higher risk 
adolescents has challenged academic researchers, clinicians, and other providers to develop and 
implement interventions and programs that have a community presence and can overcome the 
reluctance of adolescents to get tested and subsequently treated [34, 35]. Several interventions 
and programs have focused on innovative efforts to reach adolescents and increase HIV 
counseling and testing, including peer outreach workers to overcome barriers (e.g., insurance 
accessibility and mistrust of health-care professionals), mobile testing units, and venue-based 
testing programs (e.g., bars and clubs; [47]). In this section, we describe some of these types of 
intervention and programs; however, we do not describe venue-based testing programs, as they 
tend to be ubiquitous. 
 
Youth-engaged Partnerships 
 
Programs engaging adolescents have utilized a variety of strategies to increase HIV counseling 
and testing, including peer outreach workers from local communities and mobile testing units . 
The Teen Outreach Project University of Miami (TOP-UM), the Adolescent HIV/AIDS 
Project at the New Jersey Medical School, and the Chicago HIV Risk Reduction Partnership for 
Youth (CHRRPY) all used peer outreach to expand HIV testing services to higher risk 
adolescents [34, 39, 49]. Adolescents with HIV were involved as peer outreach workers who 
partnered with testing program staff to conduct pretest counseling, distribute educational 
materials, and facilitate follow-up appointments with higher risk adolescents [34, 39]. The 
incorporation of peer outreach workers in these programs helped overcome adolescents’ mistrust 
of traditional health-care professionals and reluctance to approach clinics. Using peer outreach 
workers also increased the acceptability of HIV testing and counseling [34, 39, 49]. The results 
from these programs suggest that peer partners recruited from the community and representative 



of the diversity of affected adolescent subgroups are able to best reach and engage other 
adolescents. For instance, peer partners from particular subgroups and/or subcultures were 
familiar with where adolescents congregated. Thus, they operated comfortably and easily within 
these settings [39]. Furthermore, they were more familiar with the way language was used and 
with the subtleties of language, which facilitated communication with adolescents, and, as a 
result, HIV testing [39]. 
 
In conjunction with peer outreach workers, mobile testing units staffed by peer educators, social 
workers, and counselors delivered HIV testing as a way to connect with adolescents who were 
resistant and/or reluctant to access and utilize traditional testing services [34, 49]. The mobile 
unit traveled to community settings where adolescents congregated “on-the-street,” thus serving 
to increase accessibility of testing services and reduce transportation barriers by going to 
adolescents rather than having adolescents come to them [49]. Inside the mobile units, 
adolescents received confidential screening for HIV infection, STIs, and mental health issues; 
were given appropriate referrals; and were offered prevention materials and risk-reduction 
counseling [49]. In addition, the mobile units provided HIV medical care and support services, 
such as case management, counseling, and peer advocacy [34] to ensure that adolescents who 
tested positive returned for posttest counseling and linkage to HIV treatment [49]. 
 
Organization-engaged Partnerships 
 
Academic researchers, clinicians, and other providers have also often developed partnerships 
with youth-serving organizations to help identify HIV-positive adolescents in different settings 
and transition them into care [39]. Some HIV-counseling and -testing programs have partnered 
with agencies providing services to homeless adolescents, gay youth, youth detainees, and gang 
members [34]. For instance, staff from CHRRPY partnered with a large variety of youth-serving 
organizations to link clinical and program services. This partnership increased the number of 
adolescents receiving HIV counseling and testing, reduced adolescent risk behaviors, and, among 
adolescents who tested HIV-positive, increased the number that entered into comprehensive 
health-care clinics for early intervention and care [34, 39]. 
 
The Boston HIV Adolescent Provider and Peer Education Network for Services Program 
partnered with a network of youth-serving organizations , including multiservice outreach 
agencies, community health centers, and hospitals, to reach adolescents who were HIV-positive, 
homeless, and/or considered by community outsiders as hard-to-reach [50]. This collaboration 
served to provide a coordinated network of care for adolescents unable to access consistent care. 
The Division of Adolescent Medicine at Children’s Hospital Boston was the lead agency and 
primary site of HIV clinical care [50], and collaborative organizations covered a wide gamut of 
services, including case management, case coordination across sites, adolescent and HIV clinical 
care, and HIV education and training. 
 
Social media/marketing campaigns have also formed partnerships with advertising and health 
communications agencies, adolescents, health-care providers, academic researchers, community-
based organizations (e.g., Boys and Girls Club), and community advisory boards to promote HIV 
testing through adolescent-focused efforts [47, 51, 52]. These types of innovative partnerships 
can maximize the reach of the campaign and enhance its relevance to adolescents—both 



important aspects in connecting with difficult-to-reach adolescents. Particular methods that can 
be used in forming effective messages to reach adolescent population subgroups include 
identifying competing narratives [51] that support healthy sexual behaviors while rejecting 
perceived norms of risk behaviors, consulting adolescents themselves to ensure their opinions are 
included in the development of intervention and program materials [47, 51, 52], and using 
culturally congruent messages to enhance protective health beliefs and behaviors [51, 52]. For 
instance, HIV-prevention campaigns with messages targeted to African–American/black 
adolescents presented messages that reflected African–American/black oral culture (e.g., skilled 
and expressive speech; [51]), included African–American/black adolescent actors [52], and 
partnered with advertising agencies that had experience in reaching this population [51]. 
 
By using social marketing to promote HIV testing through adolescent-focused efforts, such 
campaigns can normalize and reduce the stigma of HIV testing among adolescents and thus 
change their attitudes about such testing, while at the same time promote more routine testing 
among health providers [47, 53]. The relevance and quality of partnerships involved in these 
campaigns is a vital component to success in promoting the visibility of HIV infection and 
testing among adolescents, thus, increasing the number of higher risk adolescents participating in 
HIV counseling and testing. 
 
Summary 
 
Partnerships among academic researchers; representatives from educational and testing 
organizations, health departments, clinics, and other community-based organizations; and 
adolescents themselves can help to locate adolescents considered by community outsiders as 
hidden and hard-to-reach and to increase uptake of HIV counseling and testing. Adolescents in 
particular may be more comfortable and more likely to receive HIV testing in community-based 
(e.g., mobile testing units) rather than clinic-based venues, in part because of relatively low rates 
of adolescents seeking routine health care and low rates of providers and other staff offering 
testing to adolescents in clinical settings [54]. However, rates of successful linkage to care are 
lower in community-based settings compared with clinic-based settings [55]. Thus, better 
linkage to care in these venues is clearly needed to overcome adolescents’ potential difficulty 
navigating fragmented care systems [e.g., separate testing and care sites; [56]). 
 
Linking, Engaging, and Retaining HIV-Positive Adolescents in Care 
 
Overview 
 
The final phase of the integrated model is care services, which includes linkage to, and 
engagement and retention in, care for adolescents with HIV. Care services for secondary 
prevention refer to a systematic process of initiation of, and maintenance in, medical, 
psychologic, and social services. Care linkage refers to the systematic process of initiating HIV-
related medical, psychologic, and social services for persons with newly diagnosed HIV [57]. 
Linkages that result in sustained engagement improve health outcomes among those with HIV 
and are important for community-level reduction in HIV exposure and transmission [58, 59, 60]. 
It remains a challenge for many providers to establish adolescents with HIV in care in a way that 
will preserve their health and prevent further disease transmission [10, 47]. Linkage to care is 



particularly relevant for adolescents with HIV, who encounter more obstacles and challenges 
compared with adults (e.g., insurance, disclosure, and transportation; [61]) and are living with an 
often asymptomatic chronic illness [49]. 
 
Not being linked to and engaged in care is associated with delayed initiation of medication and 
poorer long-term clinical outcomes [59, 61]. Younger adolescents with HIV, in particular, have 
more difficulty establishing linkages with, and being retained in, care [61], which increases their 
risk of morbidity and mortality [62, 63]. Indeed, younger age is associated with worse retention 
to care in the first 2 years following an HIV diagnosis [60], and those with HIV who are younger 
than 35 years have more difficulty establishing, and being retained in, care [61]. This difficulty 
may be due in part to the relatively few HIV-related health services specifically designed for 
adolescents. Interventions and programs that aim to identify, engage, and retain adolescents with 
HIV ideally offer, or arrange for, medical care, case management, psychosocial support, and 
secondary prevention counseling [64]. 
 
Living with a chronic illness, adolescents with HIV face a lifetime of clinical care as they 
transition into adulthood. Routine health maintenance, ART adherence, and care retention across 
the life course are paramount as adolescents move through the integrated model [2, 65]. 
Tailoring services to their unique needs can serve to keep them engaged and retained in routine 
care [64] including during the transition from adolescent to adult care. This is a crucial period 
that hinges on the availability and accessibility of clinics specialized to address and welcome 
transitioning adolescents who may be hesitant to move from a youth-tailored clinic [15, 48]. 
 
Youth-engaged Partnerships 
 
Several interventions and programs have worked to address the barriers to linking and keeping 
adolescents in care through youth-engaged research and programming to create a seamless 
transition from diagnosis to care [66, 67] . 
 
The peer-run organization known as Bay Area Young Positives (BAY Positives) was designed to 
decrease isolation, reduce risk behaviors, and promote advocacy skills among adolescents with 
HIV . Among its services, the program provides care linkage through its peer-based support and 
mentorship model [68, 69]. The organization has found that when young people are brought 
together to support each other, living with HIV becomes more manageable. The program also 
serves as a link to the clinical care system, empowering infected young people to gain 
information about and access to available services [68]. 
 
The Mobile SafeSpace program in New York City also used a peer education model to enhance 
program acceptability and help transition adolescents into care [49]. A fully equipped motor 
home served as an outreach unit and provided a comprehensive continuum of supportive services 
for street youth, including HIV testing, transport to safe and secure shelter, and connection to 
other necessary services. The program connected youth into care by traveling twice per day to 
areas where street youth congregated so that they could access these services [49]. 
 
Similarly, some of the Adolescent Medical Trials Network (ATN) clinics have used peer 
advocates (other adolescents with HIV) in its clinics. When they meet with peer advocates, 



adolescents with newly diagnosed HIV are able to see someone living successfully with HIV and 
can ask questions that they may not feel comfortable discussing with their providers. These 
advocates help improve the relationships between adolescents with newly diagnosed HIV and 
clinic staff. 
 
Community-based organizations have also more recently begun establishing HIV-specific youth 
advisory boards or committees in which adolescents are partners in program development and 
implementation. For instance, youth advisory boards at ATN clinics inform clinical policy (e.g., 
appointment protocols) and programs (e.g., “open mic night”) [24]. The adolescents provide 
insights into their needs and priorities and offer suggestions to make the clinic a place that is 
welcoming to adolescents with HIV. In addition, at several ATN sites, staff (e.g., child life 
specialists) collaborate directly with the youth advisory boards and other adolescents to develop 
and obtain resources for adolescent-specific programs designed to enhance adolescent 
engagement with the clinic [24]. 
 
Adolescent involvement in interventions and programs aimed at linkage, engagement , and 
retention in care is essential given that adolescents with newly diagnosed HIV face barriers at 
clinics because of their potential lack of experience with the health-care system. Adolescents 
with HIV may be more likely to engage in care services if they have support from other 
adolescents, who may reduce their perceived fear and distrust of clinics, while also providing 
social support [49, 68]. 
 
Organization-engaged Partnerships 
 
In conjunction with direct youth engagement, academic researchers, clinicians, and other 
providers partner with youth-serving organizations to support care linkage and engagement . One 
ATN program, the Strategic, Multisite Initiative for the Identification, Linkage and Engagement 
in Care of Youth with Undiagnosed HIV Infection (the Care Initiative), was designed to facilitate 
care linkages and engagement processes for adolescents with newly diagnosed HIV through 
formal partnerships between the ATN clinical sites, local health departments, and community-
based organizations . A memorandum of understanding between partners was developed to 
describe linkage-to-care processes, specify public health authority (if any) granted to the 
program, and specify sharing (if any) of patient-related data. These partnerships allowed for a 
more streamlined process from diagnosis to care across testing and treatment networks [15]. The 
program also assisted with care engagement through relationship development between 
adolescents and staff and increased connections of adolescents to clinics [24]. 
 
Another ATN-specific strategy is the development of community coalitions through 
Connect2Protect [70]. The Connect2Protect coalitions are designed to address structural issues 
related to HIV-prevention strategies, including facilitating adolescents’ engagement in HIV-
related services [70]. 
 
After an adolescent is linked to care, the primary goals become supporting this adolescent’s 
retention in care and medication adherence, once prescribed. These activities typically occur 
within the clinic, limiting the utilization of partnership models. One useful strategy for 
maintaining adolescents in care is active case management and the provision of integrated, 



comprehensive services [37, 71]. The Division of Adolescent Medicine at Children’s Hospital 
Los Angeles implemented an integrated care model for adolescents with HIV that included HIV 
care plus psychosocial services such as case management, counseling, and related ancillary 
services [71]. A key aim of this project was to ensure the privacy and confidentiality of HIV 
status for adolescents in the waiting room to decrease passive disclosure and increase comfort 
with and confidence in the clinic [71]. Other work has addressed the role of adolescent-friendly 
clinics in facilitating engagement in HIV care among adolescents [24]. Through these 
adolescent-focused efforts, adolescents with HIV may be more likely to remain in care because 
of increased trust of health-care professionals and acceptability of care settings and services [24]. 
 
After being engaged in care and prescribed medical therapies, HIV medication adherence 
becomes of utmost importance for adolescents, especially within the treatment as prevention 
model [12, 92]. Research illustrates that adolescents’ perceptions of, and experiences with, ART 
is largely negative, indicating that adolescents may need support for managing their care and 
treatment regimens [72]. Accordingly, adolescents have low rates of reported adherence [76] and 
of achievement and maintenance of undetectable viral loads [77]. There is interest in improving 
adolescent adherence to medication regimens through the use of directly observed therapy [73], 
support group networks [74], and social media (e.g., Facebook and MSM networking sites [75]). 
Although existing research has supported the feasibility of a modified directly observed therapy 
among adults in particular, few studies have determined feasibility with adolescents. 
Community-based modified directly observed therapy programs tailored to the unique needs of 
adolescents with HIV can improve adherence to medication regimens and provide psychosocial, 
public health, and other medical benefits, particularly social and emotional support gained from 
relationships with program staff [72, 73] or peers [74]. For example, to promote adolescent 
adherence to ART, the Therapeutic Regimens Enhancing Adherence in Teens (TREAT) Program 
used adolescents’ perspectives to develop and implement an evidence-based clinical intervention 
to promote optimal, long-term adherence to medication among adolescents with HIV [76]. 
 
Increasing adolescents’ comfort with care-seeking behaviors can also be enhanced through the 
connection to “place” (e.g., clinic and community-based organization) and/or “people” (e.g., peer 
educators and program staff), in addition to the provision of appropriate and needed services. 
Adolescents with HIV, particularly those who are difficult to engage in care, have a unique set of 
needs and motivations affecting their care behaviors. These potential issues may be alleviated as 
comfort increases with the specific clinic space and/or as relationships develop with a peer or 
program staff [24, 35, 37, 49]. Connection to place and people who are trained in adolescent-
specific issues and contexts can facilitate progression through the integrated model, especially at 
the crucial moments of care linkage and transition to adult care [24]. 
 
Summary 
 
Overall, care linkage programs have benefited from partnerships across diagnostic and care 
networks (Fig. 1); engagement in care programs have relied more exclusively on clinic 
resources. Improvements in retention in care could be made through engaging adolescents and 
youth-serving organizations in the programming process. 
 
Lessons Learned 



 
Benefits and Challenges of Youth-Engaged Partnerships 
 
The integrated model provides a variety of lessons related to HIV prevention and care among 
adolescents. Creating interventions and programs that address the specific needs, interests, and 
priorities of adolescents requires their engagement and participation. In partnering with 
adolescents, academic researchers and representatives from educational and testing 
organizations, health departments, clinics, and other community-based organizations, for 
example, should ensure that adolescents are engaged in effective and meaningful participation 
[32]. 
 
First and foremost, adolescents’ knowledge and experience make them important partners in 
HIV-prevention research and programs. The value of including adolescents lies in the insights 
they can provide in understanding contextual issues, perceptions, and areas of need. These 
insights can help to enhance intervention relevance and sustainability [73, 78]. Many existing 
programs involve adolescents but do not engage them as full partners. Although it can be 
challenging to partner with adolescents, as they may have unpredictable schedules, conflicting 
views, and other responsibilities, efforts must focus on helping adolescents understand that they 
(and their input) are crucial for programming. Perhaps more important, however, program staff 
must be flexible and patient to make partnership possible for adolescents and also be open to the 
differing perspectives and insights provided. A high level of creativity is often needed, and 
program staff often assume that they know the answers or have the insights based on their 
ongoing service provision. However, HIV-prevention interventions and programs may 
particularly benefit from partnerships with local adolescents, as these adolescents (in comparison 
to program staff) may be able to better identify, and reach out to, marginalized and higher risk 
adolescents to educate, get tested, and facilitate care linkage if positive. 
 
Adolescent partners partnering can provide vital input on intervention and program components, 
such as whom to employ as study recruiters and facilitators, intervention strategies and format, 
relevant content and delivery options, acceptable recruitment and intervention locations, and 
incentive structures. For instance, the researchers involved with Choosing Life: Empowerment! 
Action! Results! (CLEAR), a client-centered intervention, improved on their previous iteration 
by better tailoring to the concerns and life situations of adolescents: providing one-on-one 
counseling sessions rather than small groups to protect HIV disclosure, providing telephone 
sessions to increase accessibility, and updating the delivery modalities to make them specific to 
each adolescent’s unique situational context [79]. 
 
Furthermore, adolescents can contextualize the barriers and context of adolescents’ behavioral 
decisions [2, 13]. Thus, a wide range of adolescents—not just adolescents who are popular 
community leaders, more proactive, and/or easier to reach and work with—should be engaged, 
and have an opportunity to adapt their level of participation to their changing developmental 
needs. Adolescent participation should also take place in the context of a realistic time frame that 
can foster the development of new skills. Adolescents can be engaged on short-term projects that 
they can successfully finish, although some adolescents may be willing and available for full 
project engagement from start to completion. 
 



Adolescents should be given increasingly complex responsibilities that match both the needs of 
the intervention and/or program and the adolescents’ stage of development. Adolescents benefit 
through engagement and participation and increased roles and responsibilities (e.g., increased 
research skills and helping others); however, their work needs to be supported with appropriate 
human, financial, and logistical resources. It is important to note that adolescents must be 
informed about the rights and responsibilities involved in human subjects research; human 
subjects training can contribute substantially to ensuring that confidentiality concerns are 
addressed in an effective, context-specific manner [32] and at the same time develop 
adolescents’ understanding of, and ongoing contribution to, research. Adolescents should also 
receive incentives to encourage their participation. Compensation for adolescents’ involvement 
in research aids in shared power in the research process [80], while ensuring the ethical 
engagement of adolescents as partners [81]. 
 
The population of adolescents at risk for, and infected with, HIV is not a homogenous group. 
Academic researchers, clinicians, and other providers must pay attention to similarities and 
differences (e.g., gender, sexual orientation, race/ethnicity, and geography), as these factors 
affect the ways in which adolescents conceptualize their risk for HIV exposure and transmission 
and also affect the availability and accessibility of services. Although HIV disproportionately 
affects young sexual minority adolescents (e.g., gay and bisexual), especially young African–
American/black and Latino/Hispanic gay and bisexual men, MSM , and transgender persons, 
other sexual orientations, races, and ethnicities must also be included in prevention research [9]. 
Female adolescents, including lesbians and other women who have sex with women (WSW), 
may be marginalized or ignored, given that many programs are specific to MSM [82]. 
Furthermore, racial/ethnic minority female adolescents may have specific individual and dyadic 
needs shaped by cultural values and beliefs that affect HIV-prevention and -care efforts. 
Contextual issues that are specific to women, such as violence and gendered power dynamics in 
heterosexual relationships, must also be considered [83]. Thus, partnering with adolescents 
representing diverse experiences and backgrounds can help interventions and programs meet the 
unique needs of adolescents with respect to demographics, context, culture, values, and beliefs 
[25, 34, 40, 49, 84]. 
 
Benefits and Challenges of Organization-Engaged Partnerships 
 
As adolescents at risk for and with HIV are often considered by community outsiders as hidden 
or hard-to-reach, additional time and effort may be needed [34, 35] , thus highlighting the utility 
of partnering with youth-serving organizations . Therefore, the importance of other community 
partners cannot be underestimated. For example, youth-serving and faith-based organizations can 
be involved in HIV-prevention efforts for adolescents. In line with community-based 
participatory research (CBPR) , partnering with community-based organizations shows promise 
for academic researchers, clinicians, and other providers, in particular, to tap into the expertise 
and community-level knowledge of these organizations, allowing a “blending of lived 
experiences” [85] . Interventions and programs using community engagement to support 
adolescents with HIV have explored collaborations with youth-serving organizations to develop 
comprehensive culturally and ecologically tailored interventions and programs. Youth-serving 
organizations have played a unique role in prevention and health promotion efforts because of 
their position as frontline service providers. They offer an intimate and essential perspective to 



the factors influencing HIV risk, exposure, and transmission within communities and insights for 
the development and implementation of culturally congruent HIV-prevention interventions and 
for formulation of partnerships with adolescents [86]. Additionally, engaging organizational 
partners aids in recruitment and retention of adolescent participants and additional organizational 
partners [43]. 
 
Forming community–academic partnerships when designing programs can be helpful in ensuring 
that adolescent perspectives are integrated into the process of intervention and program 
development [13]. Compared with academic researchers, clinicians, and other providers, youth-
serving organizations are able to develop different relationships with adolescents that may or 
may not be related to HIV and serve in a different capacity to meet the needs of adolescents. As 
many youth-serving organizations focus on specific issues and populations (e.g., racial/ethnic 
minorities, sexual orientation, and geography [urban/rural]) , these partnerships have been 
particularly useful for engaging adolescents epidemiologically at risk for HIV acquisition . 
Organizational partners’ roles can be expanded to include health education through activities that 
correspond with institutional beliefs, doctrines, and culture [41]. Engaging community partners, 
including nonhealth community institutions (e.g., community- and faith-based organizations) 
with existing relationships with adolescents, in HIV-prevention and -care efforts is helpful. 
Specifically, these partnerships can assist: in facilitating adolescents in accessing a diverse array 
of services, in coordinating care across agencies and institutions, in mobilizing communities 
around the issue, in enhancing community capacity, and in changing community norms to better 
integrate and fully consider the social-ecologic context of local adolescents [37, 45]. 
 
When collaborating with youth-serving organizations, it is important to develop and harness their 
capacity, strengths, and resources by accommodating each organization’s individuality and 
culture [40, 41, 42, 45, 85]. To ensure cultural congruence, ecologic factors should be addressed, 
such as community and cultural norms, community priorities, acculturation, familial 
norms/expectations, gender role expectations, and ethnic pride [42, 44, 85]. For example, to 
navigate the sensitivity of HIV discussions in faith-based settings, it may be helpful to ensure 
that the program is congruent with the values, beliefs, and comfort levels of adolescents, their 
parents, and faith leaders. It is also important to frame the program in a way that addresses 
members’ perceptions of HIV and frames HIV as a public health and medical issue rather than a 
sexual or moral issue [40, 41, 46, 87]. Although a certain level of stigma may exist for faith-
based organizations (e.g., discomfort with being “out” at church due to homophobia or homo-
negativity), these faith-based partnerships can help diminish the stigma because of the trust that 
parents and local community members have for these institutions [40, 42]. 
 
Organizational partnerships serve to enhance community capacity and intervention sustainability 
and to foster mutual learning, understanding, and trust. Community coalitions can be especially 
useful in formalizing partnerships, attending to diverse perspectives, and promoting resource 
sharing and sustainability [70, 88]. As funding policies are beginning to require partnerships 
(e.g., HIV-testing programs must have linkage partners), a more collaborative approach is 
imperative. This approach is helpful; as has been noted, “Collective actions can be strengthened 
by bringing together partners that share similar vision or services…it is also the people who 
bring the resources to the common community table, along with the combination of personalities, 



agency dynamics, and political agendas involved that can move a coalition to either success or 
failure” [70]. 
 
Lastly, maintaining access and connection to services across the transition points within the 
integrated model is important to keep adolescents involved in research, interventions, and 
programs and is especially important for secondary prevention efforts. Integrating adolescents’ 
perspectives to enhance accessibility and acceptability of prevention and care services may help 
establish trust and comfort among adolescents. This, in turn, may help adolescents disclose to 
particular persons (e.g., staff and providers) and use particular places (e.g., organizations and 
clinics). Traditional client-provider relationships may not be sufficient for developing these 
trusting relationships. Instead, partnerships in which adolescents can be true partners may allow 
for a flexible and adjustable system of relationships and services [37, 84]. Programs can serve as 
a bridge or mediator between adolescents with HIV who are considered by community outsiders 
to be hidden or hard-to-reach and health-care delivery systems; a program’s presence can 
motivate adolescents to be tested or engaged in care through institutional referrals or word-of-
mouth [34] . For counseling and testing efforts conducted within institutional settings, 
accessibility and acceptability may mean being as unobtrusive as possible and normalizing HIV 
testing as nonthreatening. Within community settings, this may mean establishing a distinct, 
consistent presence to build both individual and community acceptance. In all settings, risks to 
privacy and confidentiality must be considered to ensure acceptability and comfort with the 
program and to respect and protect adolescents [37, 73]. 
 
Research Needs and Priorities 
 
Partnerships among academic researchers; representatives from educational and testing 
organizations, health departments, clinics, other community-based organizations, and adolescents 
are needed and should be established across the spectrum of the integrated model to create a 
seamless transition from HIV prevention, testing, and diagnosis to HIV-related care [15, 89, 90]. 
Thus, research should continue to use innovative strategies to develop and sustain direct 
partnerships with adolescents and consider the role that community-based youth-serving 
organizations can play in HIV prevention and care. Ongoing community collaborations to 
address structural level changes are useful in decreasing the incidence of HIV and keeping 
adolescents with HIV healthy [70, 88]. 
 
The implementation of enhanced testing initiatives has heightened the need for a more developed 
set of tools for HIV prevention and care. These tools could include an assessment of best 
practices, development of models for better integration of screening/testing and care 
organizations, individual-focused tools for assessment of readiness for care engagement, and 
provide education to improve retention in care. At the federal level, grantors, including the US 
Centers for Disease Control and Prevention (CDC) and the National Institutes of Health (NIH), 
can play an important role in facilitating the collaboration among academic researchers; 
representatives from educational and testing organizations, health departments, clinics, other 
community-based organizations , and adolescents through grant requirements [24]. These 
approaches will be a vital foundation to effectively realizing goals outlined in the National 
HIV/AIDS Strategy [66, 67]. 
 



Studies show that strong partnerships and networks aid in structuring efficient HIV-prevention 
and -care models that avoid service duplication and promote the health of adolescents [15, 70]. 
The integrated model demonstrates that HIV prevention and care are lifelong issues, especially 
for adolescents with HIV. Thus, it is important not only to get adolescents engaged in the clinic 
but to acknowledge that adolescents must eventually transition to adult care and away from the 
clinics and providers that are safe and known to them [24]. 
 
Future research should explore adolescents’ attrition along the HIV-care continuum (e.g., 
diagnosis to care and transitions from adolescent to adult care) through adolescent partner 
insights and ethnographic and qualitative research methodologies to obtain deeper 
understandings of the perspectives of adolescents with HIV. For intervention and program 
planning to be successful, it is essential to gain a better understanding of adolescents’ views on 
HIV risk reduction behaviors (e.g., whose responsibility is it to use condoms and factors 
associated with retention and attrition in care), the motivations for these behaviors (e.g., altruism, 
fear of infecting others, and fear of legal reprisal), and other insights and underlying emotions. 
 
Discussion and Conclusion 
 
The ongoing HIV epidemic among adolescents in the USA highlights a profound and immediate 
need for innovative approaches to primary and secondary prevention that engage adolescents as 
equal partners [55, 91]. The integrated model of continuities in transition in adolescent HIV 
prevention, diagnosis , and care [16] provides a helpful framework to depict the variety and 
stages of community-engaged scholarship that have emerged and examples of partnerships with 
adolescents and youth-serving organizations . Although academic researchers, clinicians, and 
other providers have created interventions and programs that receive input from adolescents, 
adolescent partnerships are rarely utilized to the fullest extent possible. It is imperative that 
research programs partner with adolescents so they can improve the relevance of intervention 
and program planning, implementation, and evaluation . Engaging adolescents and youth-serving 
organizations in participatory research and practice requires listening to adolescents’ voices and 
acting on their recommendations with the same rigor as adult voices in the reflection and 
decision-making process [32]. This process is essential for the development and implementation 
of culturally relevant HIV-prevention programs. 
 
In this chapter, we demonstrated how engaging and partnering with adolescents and hearing their 
voices has multiple benefits, such as better recruitment of adolescents in HIV-prevention and -
care interventions and programs, decreased fear and distrust of health services, reduced barriers 
to testing and care, and improved identification of needs and priorities. Although each of these 
benefits can be useful throughout the integrated model, particular benefits are salient in each of 
the integrated model’s phases. 
 
In addition, engaging adolescents in program planning can lead to the development of more 
appropriate materials and more culturally congruent interventions and programs overall [32]. 
This overall enhancement can be accomplished through stronger adolescent-tailored language in 
educational sessions and questionnaires, potentially increasing the strength and quality of the 
collected data [32]. Trusted community- (e.g., SHERO; [44]) and faith-based organizations (e.g., 
Project BRIDGE; [42, 43]) can be powerful partners in addressing HIV among adolescents, 



reducing fear of involvement and/or increasing comfort in using prevention services, as well as 
improving overall community acceptance. 
 
Interventions and programs promoting HIV testing and counseling may benefit from adolescent 
partners who aid in overcoming barriers to reach higher risk adolescents and positively 
influencing attitudes and beliefs related to testing. The involvement of peer workers in various 
aspects of program implementation has helped to increase acceptability of HIV testing and 
counseling among adolescents considered to be hard to reach as some of these adolescents have 
not otherwise been to a clinic [34, 39, 49]. Engaging adolescents can also help in the 
identification of better communication channels and optimal locations to reach adolescents, such 
as in the use of mobile testing units to deliver on-the-street testing, thereby increasing 
accessibility of services and reducing transportation barriers [49]. The particularly vulnerable 
nature of adolescents at higher risk for, or currently living with, HIV who may also be 
experiencing comorbidities makes it essential to include youth-serving organizations. Social 
marketing campaigns [47] and community-based, rather than clinic-based, settings for 
intervention or program delivery [54] can assuage the stigma and misconceptions among 
adolescents regarding using health-care services. 
 
Lastly, interventions and programs related to care services have benefited from adolescent 
partnerships by identifying specific needs and priorities of particular subgroups. Such 
partnerships aid in the identification of important characteristics of key staff members, such as 
the need to hire peer educators with experience living on the streets for an intervention recruiting 
street youth [49]. Involving adolescents in programs related to care linkage, engagement, and 
retention can also build social support among adolescents and between adolescents and program 
staff [72, 73]. Indeed, adolescents with HIV may be more likely to stay in care if they receive 
support from peers. In successful programs such as BAY Positives [68], Mobile SafeSpace [49], 
and TREAT [76], positive intervention and program outcomes and sustainability would have 
been more difficult to achieve without the involvement of adolescents in the implementation 
process. 
 
In summary, adolescents represent a unique population in terms of behavioral risk factors, 
cognitive and psychosocial development, and potential length of HIV disease trajectory. Thus, 
both primary and secondary HIV-prevention and -care efforts are essential. The ultimate goal of 
HIV prevention among adolescents is to keep them negative, or if they become positive, to keep 
them healthy as they navigate their disease status while maturing into adults. For adolescents 
who become positive, it is imperative to create programs that will help them overcome barriers to 
health-care access and increase their involvement in their own care. Including other adolescents 
and youth-serving organizations in the linkage-to-care process can help adolescents 
communicate with health-care providers and locate clinics that best meet their own needs. 
Working closely to keep adolescents engaged in care and adherent to medication will improve 
both individual and community/population health by reducing secondary transmission. As we 
further explore biomedical (e.g., vaccines, microbicides, and PrEP) and behavioral (e.g., test and 
treat and treatment as prevention) interventions and programs, partnering with adolescents and 
community-based youth-serving organizations to improve HIV prevention will only become 
more important in the future. 
 



Acknowledgment 
 
J. Dennis Fortenberry provided valuable insight into the construction of this chapter through the 
conceptualization and development of the integrated model of continuities in transition in 
adolescent/youth HIV prevention, diagnosis, and care. 
 
References 
 
1. English A, Park MJ, Shafer M-A, Kreipe RE, D’Angelo LJ. Health care reform and 
adolescents—an agenda for the lifespan: a position paper of the Society for Adolescent 
Medicine. J Adolesc Health. 2009;45(3):310–5.  

2. Mascolini M. Finding solutions for HIV’s lost generation: adolescents and young adults 
[Internet]. Houston (TX): AIDS Research Consortium of Houston dba; 2010 Fall [cited 2012 Jun 
18]. http://www.centerforaids.org/pdfs/dec2010rita.pdf. Accessed 22 May 2013. 

3. Goldenring JM, Rosen DS. Getting into adolescent heads: an essential update. Contemp 
Pediatr. 2004;21(1):64–90.  

4. Alderman EM, Rieder J, Cohen MI. The history of adolescent medicine. Pediatr Res. 
2003;54(1):137–47.  

5. Ferrell K. Teen: ages and stages [Internet]. Elk Grove Village: American Academy of 
Pediatrics; 2011 May [cited 2012 Jun 18]. http://www.healthychildren.org/English/ages-
stages/teen/pages/Whats-Going-On-in-the-Teenage-Brain.aspx. 

6. Steinberg L. Adolescence, 7th ed., Chap. 2: Cognitive Transitions. McGraw Hill; 2005. 
pp. 63–94.r 

7. Tanner AE, Short MB, Zimet GD, Rosenthal SR. Research on adolescents and microbicides: a 
review. J Pediatr Adolesc Gynecol. 2009;22(5):285–91.  

8. Centers for Disease Control and Prevention (US). HIV and young men who have sex with men 
[Internet]. Atlanta (GA): National Center for HIV/AIDS, Viral Hepatitis, STD, and TB 
Prevention, Division of Adolescent and School Health; 2012 Jun [cited 2012 Jun 
18]. http://www.cdc.gov/HealthyYouth/sexualbehaviors/pdf/hiv_factsheet_ymsm.pdf. 

9. Centers for Disease Control and Prevention (US). HIV Among Youth [Internet]. Atlanta (GA): 
National Center for HIV/AIDS, Viral Hepatitis, STD, and TB Prevention, Division of HIV/AIDS 
Prevention; 2011 Dec [cited 2012 Jun 18]. http://www.cdc.gov/hiv/youth/pdf/youth.pdf. 

10. Adolescent Trials Network for HIV/AIDS Interventions. Purpose [Internet]. Bethesda (MD): 
Adolescent Trials Network for HIV/AIDS Interventions; 2012 [cited 2012 Jun 18]. 
https://www.atnonline.org/public/purpose.asp. 

11. Kelly JA, Kalichman SC. Behavioral research in HIV/AIDS primary and secondary 
prevention: recent advances and future directions. J Consult Clin Psychol. 2002 Jun;70(3):626–
39.  

12. Dodd PJ, Garnett GP, Hallett TB. Examining the promise of HIV elimination by ‘test and 
treat’ in hyperendemic settings. AIDS. 2010;24(5):729–35.  

http://www.centerforaids.org/pdfs/dec2010rita.pdf
http://www.centerforaids.org/pdfs/dec2010rita.pdf
http://www.healthychildren.org/English/ages-stages/teen/pages/Whats-Going-On-in-the-Teenage-Brain.aspx
http://www.healthychildren.org/English/ages-stages/teen/pages/Whats-Going-On-in-the-Teenage-Brain.aspx
http://www.healthychildren.org/English/ages-stages/teen/pages/Whats-Going-On-in-the-Teenage-Brain.aspx
http://www.healthychildren.org/English/ages-stages/teen/pages/Whats-Going-On-in-the-Teenage-Brain.aspx
https://scholar.google.com/scholar?q=Steinberg%20L.%20Adolescence%2C%207th%20ed.%2C%20Chap.%202%3A%20Cognitive%20Transitions.%20McGraw%20Hill%3B%202005.%20pp.%C2%A063%E2%80%9394.
https://scholar.google.com/scholar?q=Steinberg%20L.%20Adolescence%2C%207th%20ed.%2C%20Chap.%202%3A%20Cognitive%20Transitions.%20McGraw%20Hill%3B%202005.%20pp.%C2%A063%E2%80%9394.
http://www.cdc.gov/HealthyYouth/sexualbehaviors/pdf/hiv_factsheet_ymsm.pdf
http://www.cdc.gov/HealthyYouth/sexualbehaviors/pdf/hiv_factsheet_ymsm.pdf
http://www.cdc.gov/hiv/youth/pdf/youth.pdf
http://www.cdc.gov/hiv/youth/pdf/youth.pdf
https://www.atnonline.org/public/purpose.asp
https://www.atnonline.org/public/purpose.asp


13. Coker-Appiah DS, Akers AY, Banks B, Albritton T, Leniek K, Wynn M, et al. In their own 
voices: rural African American youth speak out about community-based HIV prevention 
interventions. Prog Community Health Partnersh. 2009;3(4):301–12.  

14. Philbin MM, Tanner AE, Duval A, Ellen J, Kapogiannis B, Fortenberry JD. Linking HIV-
positive adolescents to care in 15 different clinics across the United States: creating solutions to 
address structural barriers for linkage to care. AIDS Care. 2014;26(1):12–9.  

15. Tanner AE, Philbin MM, Ott MA, Duval A, Ellen J, Kapogiannis B, et al. Linking HIV+ 
adolescents into care: the effects of relationships between local health departments and 
adolescent medicine clinics. J HIV AIDS & Soc Serv. 2013;12(3–4).  

16. Fortenberry JD. An integrated model of continuities in transition in adolescent/youth HIV 
prevention, diagnosis & treatment [Internet]. Message to: Amanda E. Tanner. 2012 Jul 10 [cited 
2012 Jul 14]. 

17. Gardner EM, McLees MP, Burman WJ, Steiner JF, Del RC. The spectrum of engagement in 
HIV care and its relevance to test-and-treat strategies for prevention of HIV infection. Clin Infect 
Dis. 2011;52(6):793–800.  

18. Valdiserri R. (2012). HIV/AIDS treatment cascade helps identify gaps in care retention 
[Internet]. Washington, DC: AIDS.gov; 2012 Jul [cited 2013 Jan 17]. 
http://blog.aids.gov/2012/07/hivaids-treatment-cascade-helps-identify-gaps-in-care-
retention.html?utm_source=feedburner&utm_medium=feed&utm_campaign=Feed%3A+aids%2
Fgov+%28Blog.AIDS.gov%29. 

19. Hosek SG, Harper GW, Rocco D. Psychological and social difficulties of adolescents living 
with HIV: a qualitative analysis. J Sex Educ Ther. 2000;25(4):269–76.  

20. Hosek SG, Harper GW, Lemos D. Martinez J; Adolescent Medicine Trials Network for HIV. 
An ecological model of stressors experienced by youth newly diagnosed with HIV. J HIV AIDS 
Prev Child Youth. 2008;9(2):192–218.  

21. Kang SY, Goldstein MF, Deren S. Health care utilization and risk behaviors among HIV 
positive minority drug users. J Health Care Poor Underserved. 2006;17(2):265–75.  

22. Mallinson RK, Relf MV, Dekker D, Dolan K, Darcy A, Ford A. Maintaining normalcy: a 
grounded theory of engaging in HIV-oriented primary medical care. ANS Adv Nurs Sci. 
2005;28(3):265–77.  

23. Mill JE, Jackson RC, Worthington CA, Archibald CP, Wong T, Myers T, et al. HIV testing 
and care in Canadian Aboriginal youth: a community based mixed methods study. BMC Infect 
Dis. 2008;8(1):132–44.  

24. Tanner AE, Philbin MM, Duval A, Ellen J, Kapogiannis B, Fortenberry JD. ‘Youth friendly’ 
clinics: considerations for engaging HIV+ adolescents into care. 2014;26(2):199–205.  

25. Augustine J. Serving HIV-Positive Youth [Internet]. Washington, DC: Advocates for Youth; 
2002 November [cited 2012 Jun 18]. 
http://www.naccho.org/toolbox/_toolbox/Serving_HIV_Positive_Youth_1.pdf. 

http://blog.aids.gov/2012/07/hivaids-treatment-cascade-helps-identify-gaps-in-care-retention.html?utm_source=feedburner&utm_medium=feed&utm_campaign=Feed%3A+aids%2Fgov+%28Blog.AIDS.gov%29
http://blog.aids.gov/2012/07/hivaids-treatment-cascade-helps-identify-gaps-in-care-retention.html?utm_source=feedburner&utm_medium=feed&utm_campaign=Feed%3A+aids%2Fgov+%28Blog.AIDS.gov%29
http://blog.aids.gov/2012/07/hivaids-treatment-cascade-helps-identify-gaps-in-care-retention.html?utm_source=feedburner&utm_medium=feed&utm_campaign=Feed%3A+aids%2Fgov+%28Blog.AIDS.gov%29
http://blog.aids.gov/2012/07/hivaids-treatment-cascade-helps-identify-gaps-in-care-retention.html?utm_source=feedburner&utm_medium=feed&utm_campaign=Feed%3A+aids%2Fgov+%28Blog.AIDS.gov%29
http://blog.aids.gov/2012/07/hivaids-treatment-cascade-helps-identify-gaps-in-care-retention.html?utm_source=feedburner&utm_medium=feed&utm_campaign=Feed%3A+aids%2Fgov+%28Blog.AIDS.gov%29
http://blog.aids.gov/2012/07/hivaids-treatment-cascade-helps-identify-gaps-in-care-retention.html?utm_source=feedburner&utm_medium=feed&utm_campaign=Feed%3A+aids%2Fgov+%28Blog.AIDS.gov%29
http://www.naccho.org/toolbox/_toolbox/Serving_HIV_Positive_Youth_1.pdf
http://www.naccho.org/toolbox/_toolbox/Serving_HIV_Positive_Youth_1.pdf


26. Sales JM, DiClemente RJ. Adolescent STI/HIV prevention programs: What works for teens? 
[Internet]. Ithaca (NY): Assets Coming Together (ACT) for Youth Center of Excellence (US); 
2010 May [cited 2012 Jun 18]. http://www.actforyouth.net/resources/rf/rf_sti_0510.pdf. 

27. Lam PK, Naar-King S, Wright K. Social support and disclosure as predictors of mental 
health in HIV-positive youth. AIDS Patient Care STDS. 2007;21(1):20–9.  

28. Ruglis J. Mapping the biopolitics of school dropout and youth resistance. Int J Qual Stud 
Educ. 2011;24(5):627–37.  

29. Goh Y-Y, Bogart LM, Sipple-Asher BK, Uyeda K, Hawes-Dawson J, Olarita-Dhungana J, et 
al. Using community-based participatory research to identify potential interventions to overcome 
barriers to adolescents’ healthy eating and physical activity. J Behav Med. 2009;32(5):491–502.  

30. Yonas MA, Burke JG, Rak K, Bennett A, Kelly V, Gielen AC. A picture’s worth a thousand 
words: engaging youth in CBPR using the creative arts. Prog Community Health Partnersh. 
2010;3(4):349–58.  

31. Reed SJ, Miller RL. The benefits of youth engagement in HIV-preventive structural change 
interventions. Youth Soc. 2012. doi: 10.1177/0044118X12443372  

32. Powers JL, Tiffany JS. Engaging youth in participatory research and evaluation. J Public 
Health Manag Pract. 2006;12 Suppl:79–87. 

33. Centers for Disease Control and Prevention (US). Child Development: Teenagers (15–17 
Years of Age) [Internet]. Atlanta (GA): National Center on Birth Defects and Developmental 
Disabilities, Division of Human Development and Disabilities; 2012 Mar [cited 2012 Jun 18]. 
http://www.cdc.gov/ncbddd/childdevelopment/positiveparenting/adolescence2.html. 

34. Bell DN, Martinez J, Botwinick G, Shaw K, Walker LE, Dodds S, et al. Case finding for 
HIV-positive youth: a special type of hidden population. J Adolesc Health. 2003;33(2 Suppl):10–
22.  

35. Jenkins RA. Challenges in engaging community participation in HIV prevention research. 
Prog Community Health Partnersh. 2007;1(2):117–9.  

36. Wilson CM, Houser J, Partlow C, Rudy BJ, Futterman DC. Friedman LB; Adolescent 
Medicine HIV/AIDS Research Network. The REACH (Reaching for Excellence in Adolescent 
Care and Health) project: study design, methods, and population profile. J Adolesc Health. 
2001;29(3 Suppl):8–18.  

37. Woods ER, Samples CL, Singer B, Peters NP, Trevithick LA, Schneir A, et al. Young people 
and HIV/AIDS: the need for a continuum of care: findings and policy recommendations from 
nine adolescent-focused projects. AIDS Public Policy J. 2002;17(3):90–111.  

38. Peralta L, Deeds BG, Hipszer S, Ghalib K. Barriers and facilitators to adolescent HIV 
testing. AIDS Patient Care STDS. 2007;21(6):400–8.  

39. Martinez J, Bell D, Sell R. HIV/AIDS Bureau, editors. Lessons learned: innovations in the 
delivery of HIV/AIDS services. Rockville (MD): Human Resources and Services Administration 
(HRSA), The Special Projects of National Significance Program (SPNS); 2001. Identifying HIV-

http://www.actforyouth.net/resources/rf/rf_sti_0510.pdf
http://www.cdc.gov/ncbddd/childdevelopment/positiveparenting/adolescence2.html
http://www.cdc.gov/ncbddd/childdevelopment/positiveparenting/adolescence2.html


positive youth and transitioning them into the health care system: Chicagoland HIV Risk 
Reduction Partnership for Youth (CHRRPY), Cook County Hospital.  

40. Griffith DM, Pichon LC, Allen JO, Campbell B. YOUR Blessed Health: a faith-based CBPR 
approach to addressing HIV/AIDS among African Americans. AIDS Educ Prev. 
2010;22(3):203–17.  

41. Griffith DM, Campbell B, Allen JO, Robinson KJ, Stewart SK. YOUR Blessed Health: an 
HIV-prevention program bridging faith and public health communities. Public Health Rep. 
2010;125(1 Suppl):4–11.  

42. Marcus M, Walker T, Swint JM, Smith BP, Brown C, Busen N, et al. Community-based 
participatory research to prevent substance abuse and HIV/AIDS in African-American 
adolescents. J Interprof Care. 2004;18(4):347–59.  

43. Williams TT, Griffith DM, Pichon LC, Campbell B, Allen JO, Sanchez JC. Involving faith-
based organizations in adolescent HIV prevention. Prog Community Health Partnersh. 
2011;5(4):425–31.  

44. Harper GW, Bangi AK, Sanchez B, Doll M, Pedraza A. A quasi-experimental evaluation of a 
community-based HIV prevention intervention for Mexican American female adolescents: the 
SHERO’s program. AIDS Educ Prev. 2009;21(5):109–23.  

45. Griffith DM, Allen JO, DeLoney EH, Robinson K, Lewis EY, B Campbell, et al. 
Community-based organizational capacity building as a strategy to reduce racial health 
disparities. J Prim Prev. 2010;31(1–2):31–9.  

46. Pichon LC, Griffith DM, Campbell B, Allen JO, Williams TT, Addo AY. Faith leaders’ 
comfort implementing an HIV prevention curriculum in a faith setting. J Health Care Poor 
Underserved. 2012;23(3):1253–65.  

47. Futterman DC, Peralta L, Rudy BJ, Wolfson S, Guttmacher S, Rogers AS. Project ACCESS 
Team of the Adolescent Medicine HIV/AIDS Research Network. The ACCESS (Adolescents 
Connected to Care, Evaluation, and Special Services) project: social marketing to promote HIV 
testing to adolescents, methods and first year results from a six city campaign. J Adolesc Health. 
2001;29(3 Suppl):19–29.  

48. Fischer S, Reynolds H, Yacobson I, Barnett B, Schueller J. HIV counseling and testing for 
youth: a manual for providers [Internet]. Arlington (VA): Family Health International; 2007 
[cited 2012 Aug 11]. 
http://www.fhi360.org/NR/rdonlyres/eolxm36ulklpmcihmalj5ljyv5iqjf243ody56rh55pqtu6vjxam
2koffrj2wo723im6syphvna7dm/YouthVCTmanual.pdf. 

49. Johnson RL, Martinez J, Botwinick G, Bell D, Sell RL, Friedman LB, et al. Introduction: 
what youth need – adapting HIV care models to meet the lifestyles and special needs of 
adolescents and young adults. J Adolesc Health. 2003;33(2 Suppl):4–9.  

50. Woods ER, Samples CL, Melchiono MW. Harris SK; Boston HAPPENS Program 
Collaborators. Boston HAPPENS Program: HIV-positive, homeless, and at-risk youth can access 
care through youth-oriented HIV services. Semin Pediatr Infect Dis. 2003;14(1):43–53.  

http://www.fhi360.org/NR/rdonlyres/eolxm36ulklpmcihmalj5ljyv5iqjf243ody56rh55pqtu6vjxam2koffrj2wo723im6syphvna7dm/YouthVCTmanual.pdf
http://www.fhi360.org/NR/rdonlyres/eolxm36ulklpmcihmalj5ljyv5iqjf243ody56rh55pqtu6vjxam2koffrj2wo723im6syphvna7dm/YouthVCTmanual.pdf
http://www.fhi360.org/NR/rdonlyres/eolxm36ulklpmcihmalj5ljyv5iqjf243ody56rh55pqtu6vjxam2koffrj2wo723im6syphvna7dm/YouthVCTmanual.pdf
http://www.fhi360.org/NR/rdonlyres/eolxm36ulklpmcihmalj5ljyv5iqjf243ody56rh55pqtu6vjxam2koffrj2wo723im6syphvna7dm/YouthVCTmanual.pdf


51. Horner JR, Romer D, Vanable PA, Salazar LF, Carey MP, Juzang I, et al. Using culture-
centered qualitative formative research to design broadcast messages for HIV prevention for 
African American adolescents. J Health Commun. 2008;13(4): 309–25.  

52. Romer D, Sznitman S, DiClemente R, Salazar LF, Vanable PA, Carey MP, et al. Mass media 
as an HIV-prevention strategy: using culturally sensitive messages to reduce HIV-associated 
sexual behavior of at-risk African American youth. Am J Public Health. 2009;99(12):2150–9.  

53. Joint United Nations Programme on HIV/AIDS. Social marketing: an effective tool in the 
global response to HIV/AIDS [Internet]. Geneva (Switzerland): Joint United Nations Programme 
on HIV/AIDS; 1998 [cited 2012 Aug 26]. 
http://www.unaids.org/en/media/unaids/contentassets/dataimport/publications/irc-pub01/jc167-
socmarketing_en.pdf. 

54. Swenson RR, Hadley WS, Houck CD, Dance SK, Brown LK. Who accepts a rapid HIV 
antibody test? The role of race/ethnicity and HIV risk behavior among community adolescents. J 
Adolesc Health. 2011;48(5):527–9.  

55. Centers for Disease Control and Prevention (US). Results of the Expanded HIV Testing 
Initiative—25 Jurisdictions, United States, 2007–2010 [Internet]. Atlanta (GA): Morbidity and 
Mortality Weekly Report; 2011 Jun [cited 2012 Jun 18]. 
http://www.cdc.gov/mmwr/preview/mmwrhtml/mm6024a2.htm. 

56. Mugavero MJ, Norton WE, Saag MS. Health care system and policy factors influencing 
engagement in HIV medical care: piecing together the fragments of a fractured health care 
delivery system. Clin Infect Dis. 2011;52(2 Suppl):S238–46.  

57. Mayer KH. Introduction: linkage, engagement, and retention in HIV care: essential for 
optimal individual- and community-level outcomes in the era of highly active antiretroviral 
therapy. Clin Infect Dis. 2011;52(2 Suppl):S205–7.  

58. McCoy SI, Miller WC, MacDonald PD, Hurt CB, Leone PA, Eron JJ, et al. Barriers and 
facilitators to HIV testing and linkage to primary care: narratives of people with advanced HIV 
in the Southeast. AIDS Care. 2009;21(10):1313–20.  

59. Mugavero MJ, Amico KR, Westfall AO, Crane HM, Zinski A, Willig JH, et al. Early 
retention in HIV care and viral load suppression: implications for a test and treat approach to 
HIV prevention. J Acquir Immune Defic Syndr. 2012;59(1):86–93.  

60. Ulett KB, Willig JH, Lin HY, Routman JS, Abroms S, Allison J, et al. The therapeutic 
implications of timely linkage and early retention in HIV care. AIDS Patient Care STDs. 
2009;23(1):41–9.  

61. Giordano TP, Visnegarwala F, White AC Jr, Troisi CL, Frankowski RF, Hartman CM, et al. 
Patients referred to an urban HIV clinic frequently fail to establish care: factors predicting 
failure. AIDS Care. 2005;17(6):773–83.  

62. Giordano TP, Gifford AL, White AC Jr, Suarez-Almazor ME, Rabeneck L, Hartman C, et al. 
Retention in care: a challenge to survival with HIV infection. Clin Infect Dis. 2007;44(11):1493–
9.  

http://www.unaids.org/en/media/unaids/contentassets/dataimport/publications/irc-pub01/jc167-socmarketing_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/dataimport/publications/irc-pub01/jc167-socmarketing_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/dataimport/publications/irc-pub01/jc167-socmarketing_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/dataimport/publications/irc-pub01/jc167-socmarketing_en.pdf
http://www.cdc.gov/mmwr/preview/mmwrhtml/mm6024a2.htm
http://www.cdc.gov/mmwr/preview/mmwrhtml/mm6024a2.htm


63. Metsch L, Pereyra M, Messinger S, del Rio C, Strathdee S, Anderson-Mahoney P, et al. HIV 
transmission risk behaviors among HIV-infected persons who are successfully linked to care. 
Clin Infect Dis. 2008;47(4):577–84.  

64. AIDS Alliance for Children, Youth & Families. Finding HIV-positive youth and bringing 
them into care [Internet]. Washington: AIDS Alliance for Children, Youth & Families; 2005 
[cited 2012 Aug 11]. http://www.aids-alliance.org/resources/publications/youthcasefinding-
english.pdf. 

65. Reiter, GS. Comprehensive clinical care: managing HIV as a chronic illness. AIDS Clin 
Care. 2000;12(2):13–9.  

66. Office of National AIDS Policy. National HIV/AIDS strategy for the United States. 2010. 
www.whitehouse.gov/sites/default/files/uploads/NHAS.pdf. 

67. Office of National AIDS Policy. National HIV/AIDS strategy: Update of 2011–2012 federal 
efforts to implement the national HIV/AIDS strategy. 2012. http://aids.gov/federal-
resources/national-hiv-aids-strategy/overview/. 

68. Bettencourt T, Hodgins A, Huba GJ, Pickett G. Bay Area Young Positives: a model of a 
youth-based approach to HIV/AIDS services. J Adolesc Health. 1998;23(2 Suppl):28–36.  

69. Moore, Curtis. HIV + youth book chapter – recent papers on Bay Positives? [Internet]. 
Message to: Alice Ma. 2012 Jul 10 [cited 2012 Jul 14]. [1 paragraph].  

70. Straub DM, Deeds BG, Willard N, Caster J, Peralta L, Francisco VT, et al. Partnership 
selection and formation: a case study of developing adolescent health community-researcher 
partnerships in fifteen U.S. communities. J Adolesc Health. 2007;40(6):489–98.  

71. Schneir A, Kipke MD, Melchior LA, Huba GJ. Childrens Hospital Los Angeles: a model of 
integrated care for HIV-positive and very high-risk youth. J Adolesc Health. 1998;23(2 
Suppl):59–70.  

72. Veinot TC, Flicker SE, Skinner HA, McClelland A, Saulnier P, Read SE, et al. “Supposed to 
make you better but it doesn’t really”: HIV-positive youths’ perceptions of HIV treatment. J 
Adolesc Health. 2006;38(3):261–7.  

73. Garvie PA, Lawford J, Flynn PM, Gaur AH, Belzer M, McSherry GD, et al. Development of 
a directly observed therapy adherence intervention for adolescents with human 
immunodeficiency virus–1: application of focus group methodology to inform design, feasibility, 
and acceptability. J Adolesc Health. 2009;44(2):124–32.  

74. Hightow-Weidman LB, Smith JC, Valera E, Matthews DD, Lyons P. Keeping them in 
“STYLE”: finding, linking, and retaining young HIV-positive black and Latino men who have 
sex with men in care. AIDS Patient Care STDS. 2011;25(1):37–45.  

75. Health Resources and Services Administration (US). Social Media and HIV [Internet]. 
Rockville (MD): U.S. Department of Health and Human Services, HIV/AIDS Bureau; 2011 Jun 
[cited 2012 Aug 26]. http://hab.hrsa.gov/newspublications/careactionnewsletter/june2011.pdf. 

http://www.aids-alliance.org/resources/publications/youthcasefinding-english.pdf
http://www.aids-alliance.org/resources/publications/youthcasefinding-english.pdf
http://www.aids-alliance.org/resources/publications/youthcasefinding-english.pdf
http://www.aids-alliance.org/resources/publications/youthcasefinding-english.pdf
http://www.whitehouse.gov/sites/default/files/uploads/NHAS.pdf
http://www.whitehouse.gov/sites/default/files/uploads/NHAS.pdf
http://aids.gov/federal-resources/national-hiv-aids-strategy/overview/
http://aids.gov/federal-resources/national-hiv-aids-strategy/overview/
http://aids.gov/federal-resources/national-hiv-aids-strategy/overview/
http://aids.gov/federal-resources/national-hiv-aids-strategy/overview/
http://hab.hrsa.gov/newspublications/careactionnewsletter/june2011.pdf
http://hab.hrsa.gov/newspublications/careactionnewsletter/june2011.pdf


76. Rogers AS, Miller S, Murphy DA, Tanney M, Fortune T. The TREAT (Therapeutic 
Regimens Enhancing Adherence in Teens) program: theory and preliminary results. J Adolesc 
Health. 2001;29(3 Suppl):30–8.  

77. Flynn PM, Rudy BJ, Lindsey JC, Douglas SD, Lathey J, Spector SA, et al. Long-term 
observation of adolescents initiating HAART therapy: three-year follow-up. AIDS Res Hum 
Retrovir. 2007;23(10):1208–14.  

78. Rosenfeld SL, Keenan PM, Fox DJ, Chase LH, Melchiono MW, Woods ER. Youth 
perceptions of comprehensive adolescent health services through the Boston HAPPENS 
program. J Pediatr Health Care. 2000;14(2):60–7.  

79. Rotheram-Borus MJ, Swendeman D, Comulada WS, Weiss RE, Lee M, Lightfoot M. 
Prevention for substance-using HIV-positive young people: telephone and in-person delivery. J 
Acquir Immune Defic Syndr. 2004;37(2 Suppl):S68–77.  

80. Cahill C. Doing research with young people: participatory research and the rituals of 
collective work. Child Geogr. 2007;5(3):297–312.  

81. Ritterbusch A. Bridging guidelines and practice: toward a grounded care ethics in youth 
participatory action research. Prof Geogr. 2012;64(1):16–24.  

82. Deol AK, Heath-Toby A. HIV risk for lesbians, bisexuals & other women who have sex with 
women [Internet]. New York (NY): Gay Men’s Health Crisis, Women’s Institute; 2009 Jun 
[cited 2012 Aug 11]. http://www.gmhc.org/files/editor/file/GMHC_lap_whitepaper_0609.pdf. 

83. Amaro H, Raj A, Vega RR, Mangione TW, Perez LN. Racial/ethnic disparities in the HIV 
and substance abuse epidemics: communities responding to the need. Public Health Rep. 
2001;116(5):434–48.  

84. Hymel MS, Greenberg BL. The Walden House Young Adult HIV Project: meeting the needs 
of multidiagnosed youth. J Adolesc Health. 1998;23(2):122–31.  

85. Rhodes SD, Malow RM, Jolly C. Community-based participatory research: a new and not-
so-new approach to HIV/AIDS prevention, care, and treatment. AIDS Educ Prev. 
2010;22(3):173–83.  

86. Painter TM, Ngalame PM, Lucas B, Lauby JL, Herbst JH. Strategies used by community-
based organizations to evaluate their locally developed HIV prevention interventions: lessons 
learned from the CDC’s Innovative Interventions project. AIDS Educ Prev. 2010;22(5):387–401.  

87. Williams PL, Leister E, Chernoff M, Nachman S, Morse E, Di Paolo V, et al. Substance use 
and its association with psychiatric symptoms in perinatally HIV-infected and HIV-affected 
adolescents. AIDS Behav. 2010;14(5):1072–82.  

88. Deeds BG, Straub DM, Willard N, Castor J, Ellen J, Peralta L. Adolescent Medicine Trials 
Network for HIV/AIDS Interventions. The role of community resource assessments in the 
development of 15 adolescent health community-researcher partnerships. Prog Community 
Health Partnersh. 2008;2(1):31–9.  

http://www.gmhc.org/files/editor/file/GMHC_lap_whitepaper_0609.pdf
http://www.gmhc.org/files/editor/file/GMHC_lap_whitepaper_0609.pdf


89. Craw JA, Gardner LI, Marks G, Rapp RC, Bosshart J, Duffus WA, et al. Brief strengths-
based case management promotes entry into HIV medical care. J Acquir Immune Defic Syndr. 
2008;47(5):597–606.  

90. Penner M, Leone PA. Integration of testing for, prevention of, and access to treatment for 
HIV infection: state and local perspectives. Clin Infect Dis. 2007;45(4 Suppl):S281–6.  

91. Centers for Disease Control and Prevention (US). HIV Surveillance in Adolescents and 
Young Adults [Internet]. Atlanta (GA): National Center for HIV/AIDS, Viral Hepatitis, STD, 
and TB Prevention, Division of HIV/AIDS Prevention; 2012 Jun [cited 2012 Jun 18]. 
http://www.cdc.gov/hiv/topics/surveillance/resources/slides/adolescents/index.htm. 

92. Cohen MS, Chen YQ, McCauley M, et al. Prevention of HIV-1 Infection with early 
antiretroviral therapy. N Engl J Med 2011;365:493–505 
http://www.cdc.gov/hiv/topics/surveillance/resources/slides/adolescents/index.htm.  

 

http://www.cdc.gov/hiv/topics/surveillance/resources/slides/adolescents/index.htm
http://www.cdc.gov/hiv/topics/surveillance/resources/slides/adolescents/index.htm
http://www.cdc.gov/hiv/topics/surveillance/resources/slides/adolescents/index.htm
http://www.cdc.gov/hiv/topics/surveillance/resources/slides/adolescents/index.htm

