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Abstract
Purpose of Review  The purpose of this narrative review is to delineate the challenges of transitioning young people living 
with HIV (YPLHIV) to adult-based care and to review recent literature including both qualitative and interventional studies 
focused on the process of transitioning.
Methods  A search in PubMed and Embase was conducted using the key words “adolescent.” “young adult,” “transition to 
adult care,” “HIV," and “AIDS,” including only articles published from 2019 onwards. Conference proceedings from major 
peer-reviewed conferences focused on YPLHIV were manually searched for studies from January 2021 to December 2023. 
Data extraction included variables such as study type, participant ages, location, and, for intervention studies, detailed 
descriptions and outcomes, which were further categorized into themes. Results are included in Table 1 and Table 2.
Recent Findings  Experts still debate about what a successful transition means which makes studying it harder. Challenges 
to successful transition include heterogeneity of the population, inconsistency with transition timing, mobility, and stigma. 
Recent qualitative studies that elicit feedback from stake holders reveal individual barriers such as lack of self-efficacy and 
fears of successive disclosures. A major facilitator to successful transition is having youth-friendly services in the adult 
clinic. Interventional studies emphasize the evidence for transition readiness assessments, transition protocols, mobile health 
engagement, transition clinics, and health care transition navigation.
Summary  Health care teams who care for YPLHIV before, during, and after transition need to recognize how vulnerable 
this population can be. Therefore, transition must be formally addressed and grounded in the local settings and needs. Simple 
interventions have the potential to improve transition outcomes.

Keywords  Transition to adult care · Young people living with HIV · HIV care transfer

Introduction

Transitioning young people living with HIV (YPLHIV) to 
adult-based care is a good problem to have. It represents 
a “problem” that has been created by the advent of highly 
active anti-retroviral therapy (ART) in the last 20 years, 
programs which target prevention of mother to child trans-
mission, and efforts to improve diagnoses, linkage, engage-
ment, and adherence among YPLHIV over the last several 
years. The American Academy of Pediatrics (AAP) defines 

health care transition as “the process of moving from a child 
to an adult model of healthcare” [1]. The Society for Ado-
lescent Health and Medicine (SAHM), the AAP, and the 
World Health Organization (WHO) all recommend support 
and structure during transition to adult care for YPLHIV 
[2–4]. Despite these interventions and recommendations, 
many YPLHIV fail to transition to adult care without dis-
ruptions in treatment and increased rates of morbidity and 
mortality [5, 6]. This article reviews recent literature, both 
qualitative and interventional, that centers on transitioning 
to adult care for YPLHIV.

What is a Successful Transition?

Researchers, policy makers, and health care providers still 
debate about what is meant by a successful transition to adult 
care for YPLHIV. Some groups define success to include 
successful linkage to adult care, appropriate retention in the 
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adult care setting, and viral suppression after transition [7]. 
Other definitions include engagement with the adult clinic 
irrespective of viral suppression [8]. More broadly success-
ful transition could also include self-management of health, 
which includes knowing how and when to make appoint-
ments, navigating health insurance, maintaining a structure 
that promotes adherence, and advocating for comprehen-
sive health care needs. Globally, we want young adults to 
“live with HIV” which means they can pursue their educa-
tional, vocational, and social goals after their transition to 
adulthood.

Why is Transition to Adult Care Difficult for YPLHIV?

There are several key drivers which make transitioning YPL-
HIV to adult care challenging. First, YPLHIV are a heter-
ogenous population. Second, there is inconsistency with the 
timing and age of transition by location. Third, adolescence 
and young adulthood is a time of mobility. Fourth, YPLHIV 
are dealing with stigma and disclosure concerns.

Heterogenous Population

Health care providers need to recognize that YPLHIV are 
a heterogenous population. Some YPLHIV have perinatal-
acquired HIV (PAH) (traditionally termed vertical trans-
mission). Other YPLHIV have non-perinatal acquired HIV 
(nPAH) (traditionally termed horizontal transmission) which 
could be through sexual contact, sexual assault, injection 
drug use, or contaminated needles and procedures. Each of 
these groups face challenges with the health care system 
especially around the time of transition to adult care [2, 7].

Young people with PAH face numerous challenges to 
transition to adult care. First and foremost, many of these 
individuals deal with familial trauma which could include 
death of parents or siblings due to HIV. Many young people 
with PAH face issues of displacement, orphanhood, fleeing 
violence, refugee camp living, and adoption all of which 
can affect physical and mental well-being. A recent study 
highlighted the diversity of youth with PAH living in the 
southeastern US including adoptees, refugees, and other 
immigrants from numerous cultural backgrounds [9]. Tran-
sition education and preparation must be culturally relevant 
and appropriate for these individuals and their families [10].

Young people with nPAH also face significant challenges 
with transition to adult care. Often these individuals are 
sexual and gender minorities and are the victim of discrimi-
nation and health inequalities. Common themes emerged 
in qualitative analyses of YPLHIV with nPAH including 
stigma, emotional coping with new HIV diagnosis, and men-
tal health issues [11, 12]. Indeed, all YPLHIV are bringing 
lived experiences which could include trauma, stigma, and 
discrimination to the transition process.

Inconsistency with Timing of Transition

There are very few agreed upon recommendations as to the 
timing of transition to adult care. Many groups can agree 
that the discussions should begin early, but the exact age is 
still controversial [8]. Some studies have found improvement 
with later age of transition [13]. In other locations, transi-
tion is guided by age irrespective of cognitive development 
and outcomes vary [14]. The timing of transition is often 
governed by local structural circumstances such as insurance 
and clinic age limits instead of the cognitive capacity and 
ability of the YPLHIV [5].

Mobility of YPLHIV

Late adolescence and young adulthood are a time of mobil-
ity around the world. Some YPLHIV need to be mobile to 
pursue education in colleges and universities which are often 
in other regions or localities from where they have been 
receiving HIV care. Other YPLHIV are following economic 
opportunities. Mobility can be intricately linked to income 
generation, family circumstances, climate change, or vio-
lence [15]. A recent study in the USA found that YPLHIV 
below the age of 24 had much higher rates of state-to-state 
migration than all other ages [16].

Mobility of YPLHIV make transitions to adult care chal-
lenging. Economic challenges include changes in insurance 
coverage from one state to another, lack of access to Ryan 
White support services in a new state, and financial untether-
ing from parents. Some YPLHIV have insufficient autonomy 
to navigate establishing HIV care in a new location. This 
means that they lack capacity, skill, and finances to navigate 
insurance changes, transportation, scheduling appointments, 
and managing their HIV care independently. YPLHIV could 
also be moving to locations that lack HIV services, or these 
services may be some distance away.

Mobility of YPLHIV can have a direct impact on the tran-
sition process between health care teams. Without a con-
certed effort from the home clinic and the receiving clinic, 
there is unlikely to be a warm handoff about the client’s 
HIV-related health care. A warm handoff, where the young 
person has a chance to meet a member of the adult clinic 
prior to transition, has been shown to be quite valuable in 
transition outcomes [17–19].

Stigma and Disclosure Issues

Many YPLHIV experience various forms of stigma [2]. 
Stigma is the preconception that one will be treated in a dis-
criminatory way due to either race, gender, sexual identity, 
or HIV status based upon previous lived experiences [20]. 
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Stigma is a powerful force for YPLHIV and it hinders com-
fort in clinical and non-clinical settings [21]. Stigma affects 
all parts of the continuum of care including transition to 
adult care because it prevents YPLHIV from accessing care 
at their convenience without hinderance or discrimination 
[22]. Stigma and discrimination can negatively impact men-
tal health especially during the transition period [5]. Stigma 
and discrimination can exacerbate depression, anxiety, and 
substance use all of which can lead to lack of ART adher-
ence during the critical transition period [22].

Self-disclosure of HIV status (becoming aware of your 
HIV status) is a pivotal point in life for children and young 
people living with PAH. Typically, disclosure of HIV sta-
tus to a child is a multistep process over several years that 
involves close collaboration between the parents and health 
care team [23, 24]. Despite strong evidence of disclosing 
HIV status to school age children (6–12 years old), there 
is still a high degree of variability in the age at which car-
egivers and parents disclose this information [25, 26]. This 
reluctance to disclose can be driven by parents, health care 
providers, and the cognitive capacity of the adolescent. It 
often takes years for YPLHIV to comprehend the implica-
tions of their HIV status [27]. It can be a long adjustment 
period which can result in both improved adherence or worse 
adherence [28]. Thus, beginning discussions about transi-
tioning to adult care often feel overwhelming for patients 
and families immediately after disclosure.

Successive disclosure of one’s HIV status to new people 
is a powerful force that inhibits transition to adult care. YPL-
HIV fear clinical spaces such as a dedicated adult HIV clin-
ics because they feel that their HIV status will be inadvert-
ently disclosed to everyone else in the waiting room [27]. 
YPLHIV also fear disclosure to new health care providers 
and team members and often meet new team members with 
skepticism even though they know the team members could 
help them [27].

Descriptive Studies

Many descriptive and qualitative studies have addressed the 
issue of transitioning YPLHIV to adult care and a select 
sample of these is included in Table 1. These studies query 
key stakeholders in the transition process including YPL-
HIV, health care providers, caregivers, and policymakers. 
Broadly this research elicits barriers and facilitators to tran-
sition to adult care.

Individual barriers to successful transition include insuf-
ficient knowledge and lack of autonomy. A large study in 
Nigeria emphasized that YPLHIV felt unprepared and lacked 
knowledge about transition to adult care [29]. Another study 
of adolescents and young adults in Uganda showed that 
despite preparation services which included transition coun-
seling, and visiting the adult clinic, perceived readiness to 

transition among YPLHIV was still quite low at 6.5% [19]. 
Self-efficacy was a major barrier for YPLHIV [30]. Here 
self-efficacy means “the extent or strength of one’s belief in 
one’s own ability to complete tasks and attain goals despite 
environmental and social barriers” and this is closely tied to 
self-esteem or confidence [31]. In fact, targeting self-efficacy 
for YPLHIV may result in improved retention in care after 
transition [13].

Several facilitators were emphasized in the recent qualita-
tive studies. First and foremost, maintaining youth-friendly 
services even after transition had a powerful effect on link-
age and retention [7, 32]. Here youth-friendly services means 
that services are “acceptable (young people are willing to 
obtain the health services, appropriate (the right health ser-
vices), and effective (the right health services are provided 
in the right way making a positive impact on young people)” 
[33]. Linkage to an adult space that is youth friendly is vital 
and can make all the difference in the world for YPLHIV 
especially in the beginning when they feel vulnerable [27, 
34]. In practical terms, these services make YPLHIV feel 
like a very important person and could include a welcome 
tour, a warm handoff, and other specialized and focused care 
during and after transfer [27, 35]. Other facilitators include 
mental health support and communication between pediatric 
and adult care providers [7, 18].

Interventions for Improving Transitions to Adult 
Care

Several categories of interventions have been studied to 
improve outcomes for YPLHIV transitioning to adult care 
in the last five years (See Table 2). Categories include tran-
sition readiness assessments/scales, transition protocol 
development and education, mobile health interventions, 
specialized transition clinics, and transition navigation. 
Many studies included more than one of these categories of 
intervention and almost all the programs centered on youth-
friendly services.

Implementation of transition readiness assessments 
or scales has been a widespread intervention that has 
shown validity and effectiveness. Jones et al. utilized the 
validated Transition Readiness Assessment Questionnaire 
(TRAQ) to longitudinally follow YPLHIV as they prepare 
to transition to adult care [36]. Health care team members 
provided interventions and support to target skill deficits, 
and the team was able to follow each person’s progress 
using the TRAQ. Another group developed and validated 
a transition readiness scale called HIV Adolescent Readi-
ness to Transition Scale (HARTS) utilized in South Africa 
which had a strong correlation to successful transition to 
adult care [37]. The HARTS scores allowed providers to 
target YPLHIV who needed more resources and educa-
tion to successfully complete transition. It is important to 
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recognize that many of the validated transition scales focus 
on gaps in skills or knowledge. Health care teams also 
need to focus on strengths and resilience factors for YPL-
HIV as they transition to adult care, which is why tools 
such as the Social Provision Scale are utilized [38]. The 
most important use of these tools is to allow medical teams 
to understand individual stressors and resilience factors 
during the transition process. This allows tailored support 
services based on individual factors such as family sup-
port, peer support, and educational and vocational goals.

Designing and implementing a formal transition proto-
col or process can be a useful intervention to aid the trans-
fer to adult care for YPLHIV. One of the best examples of 
this is the Structured Transition Empowerment Program 
(STEP) which incorporates the six core elements from 
GOT transition: a transition protocol; an updated registry 
of pre and post transition retention; a transition readiness 
assessment; an individualized transition plan; a warm 
handoff within the STEP Clinic; and a formal transition 
to the adult HIV care clinic [39, 40]. This program showed 
remarkably high retention in care after transition to adult 
care. Another group implemented an Adolescent Tran-
sition Package (ATP) which included readiness assess-
ment surveys, disclosure interventions, and formalized 
education about transition [26]. The YPLHIV who were 
included in the ATP group had higher transition readiness 
and HIV literacy compared to controls. Many transition 
programs include client education on transition skills and 
self-efficacy [31]. Examples of this include providing edu-
cational curriculums for providers and patients and assess-
ing periodically for skills acquisition [41, 42].

Mobile health interventions offer a promising future 
opportunity to help YPLHIV transition to adult care. The 
Interactive Transition Support for Adolescents Living with 
HIV using Social Media (InTSHA) is a multi-site study in 
South Africa that utilizes group chats, peer support, and con-
sistent team communication during transition to adult care 
[43]. Preliminary results show feasibility and acceptability 
among YPLHIV; however, impact on successful transition is 
still being studied [44]. In another multi-site study in South 
Africa Fomo, et al. found feasibility and acceptability of 
eHARTS which is a mobile phone-based transition readi-
ness assessment tool for YPLHIV [45]. Tanner et al. are 
currently studying iTransition which is a mobile application 
that provides education, adherence reminders, and transition 
progress tracking [46]. This multi-site double-arm observa-
tional study in the USA should have results within the next 
few years. Health care teams who utilize mobile technology 
need to be keenly aware of using thoughtful language dur-
ing communication and avoid using stigmatizing language 
such as HIV, AIDS, or other terms which may inadvertently 
disclose a person’s status to a third party. Although mobile 
health interventions have yet to show efficacy with transition Ta
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outcomes, they represent a unique and promising way to 
engage YPLHIV during the transition process.

Transition clinics have implemented integrated care 
models to prepare YPLHIV to transition to adult care. Inte-
grated care models incorporate HIV care with other health 
care services such as contraception or mental health [47]. 
In one study, researchers implemented an integrated transi-
tion clinic with psychological support, transition education, 
and co-location of pediatric and adult infectious disease 
experts [48]. In this small single arm study, both viral sup-
pression and psychological distress were improved; however, 
no measurement of transition outcomes was ascertained. In 
another small study, Chew et al. showed benefits to viral 
suppression and successful transition outcomes for a small 
group of YPLHIV enrolled in a transition clinic [27]. This 
transition clinic included mental health support, transition 
readiness education, case management, and a transition navi-
gator. Feedback from clients showed that the transition clinic 
helped with developing autonomy and that a warm handoff 
between pediatric and adult providers was a useful interven-
tion for facilitating transition [27].

Personalized navigation throughout the transition 
process may also offer an opportunity for YPLHIV mov-
ing to adult care. The best example of this is the “PASEO” 
program in Peru which utilized a navigator who accompa-
nied YPLHIV to the first few adult clinic visits [49]. The 
“PASEO” intervention improved transition readiness, medi-
cation adherence, and psychosocial outcomes for YPLHIV. 
Another program utilized a health care transition naviga-
tor who successfully engaged YPLHIV through barriers to 
transition including appointment reminders, transportation 
resources, insurance navigation, and mental health resources 
[50]. Some of the most successful transition programs uti-
lize a peer navigator who is typically an individual who has 
successfully completed the process of transition [5, 34]. 
Enhanced case management throughout the transition pro-
cess proved to be valuable for YPLHIV who have numer-
ous social determinants of health [18]. Peer navigation and 
enhanced case management require infrastructure, funding, 
and commitment but when they are utilized with other com-
prehensive interventions, they have tremendous efficacy.

Recommendations

Several recommendations can be suggested based on the 
qualitative and interventional studies for teams working on 
transitioning YPLHIV to adult care.

•	 Begin communicating with the patient and family about 
the process of transition at an early age but allow enough 
time after self-disclosure [25].
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•	 Utilize transition readiness assessments and tailor sup-
port to individuals who need more resources prior to and 
after transition [8, 37].

•	 Communication between pediatric and adult care pro-
viders during the transfer process is vital and a warm 
handoff is effective [17, 18].

•	 Mobile communication through text, applications, or 
health portals offers an opportunity to engage YPLHIV 
throughout the transition process [45, 46].

•	 Adult HIV care clinics can adopt youth-friendly services 
to engage YPLHIV as they transfer into care [12, 51].

•	 Transition interventions need to be anchored to the local 
and regional community [5].

•	 YPLHIV should be involved in program development 
and research about transition to adult care [27, 52, 53].

Conclusion

Transitioning YPLHIV to adult care is a complex but a good 
problem to have. Simple interventions such as developing 
a transition protocol, implementing transition assessments, 
and training adult clinics in youth-friendly services can have 
a major impact on the process. When possible good commu-
nication between pediatric and adult providers should also 
be utilized. Indeed, transition to adult care for YPLHIV is 
an opportunity for both pediatric and adult HIV care teams. 
We all have a vested interest in maintaining a patient’s viral 
suppression and emotional and psychological wellbeing dur-
ing young adulthood.
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