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Abstract  

Background: The transition from pediatric to adult care has emerged as a potential contributor to 

poor clinical outcomes and challenges to retention in care among adolescents living with HIV 

(ALHIV). While structured processes and tools that bridge the gap between pediatric and adult 

care can help ensure HIV-infected adolescents and young adults are retained in care and supported 

through this developmental transition, additional context-specific data are needed to improve the 



 

transition process. This study elicited perspectives of policy-makers regarding barriers and 

facilitators to successful transition outcomes among ALHIV in Kenya.  

Methods: We conducted 20 individual in-depth interviews (IDIs) with a diverse group of policy-

makers in Kenya. IDIs were conducted using a semi-structured guide, designed to elicit policy-

maker perspectives on current policies, tools and practices for transitioning adolescents from 

pediatric to adult care. IDIs were conducted in English, audio-recorded and transcribed verbatim. 

Transcripts were coded using ATLAS.ti, and the socio-ecological model was used to characterize 

themes related to multilevel optimization of the transition process for ALHIV. 

Results: Policy-makers identified multilevel and interrelated factors impacting HIV-infected 

adolescents’ transition from pediatric to adult care. At the interpersonal level, the influence of 

adolescents’ primary caregivers was paramount and contributed to adherence and retention in care 

throughout the transition trajectory. At the institutional level, key themes related to successful 

transition included the need for gradual, structured, and inclusive preparation of adolescents, and 

the pivotal role of healthcare workers (HCWs) in the development of a comprehensive care 

relationship between HCWs, caregivers and adolescents. Key themes at the structural level were 

the need for expanded transition guidelines and improved HCW training.  

Conclusions: There is an urgent need for expanded transition tools and guidelines focused on 

strategies to improve caregiver involvement, engage adolescents in illness management, and 

provide commensurate support and guidance for HCWs. As relatively little research on 

adolescents’ transition from pediatric to adult care has been conducted in SSA, additional context-

specific studies are needed to fill this gap and inform regional policy development.  
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Introduction 

An estimated 1.6 million adolescents live with HIV globally.1 While many adolescents living with 

HIV (ALHIV) were perinatally infected, there were 190,000 new infections among adolescents in 

2018. The majority of ALHIV (82%) live in sub-Saharan Africa (SSA).1 Adolescence is 

recognized as a period of transition from childhood to adulthood2 that encompasses a variety of 

complex physical, neurodevelopmental, psychological, and social changes. Despite effective HIV 

treatment regimens and improved access to antiretroviral therapy (ART), many ALHIV default 

from care and treatment during late adolescence.3–7 Unique stressors, such as understanding and 

accepting an HIV-positive status, dealing with HIV-related stigma and discrimination, the 

initiation of sexual relationships and disclosure to others, and taking on increased responsibility 

for their treatment and care compound this period’s normal instability.8–11  

The transition from pediatric to adult care, which generally occurs in late adolescence, has emerged 

as a potential contributor to poor clinical outcomes and challenges in retention in care during this 

period.3,5 In many settings, adolescents receiving HIV care and treatment services from structured, 

supportive pediatric care environments transition to more autonomous adult care models, where 

greater independence and responsibility are required.12,13 Research from North America and 

Europe has shown that not all youth transition successfully into adult care,14–19 and that many 

adolescents, particularly in SSA, face challenges with retention in care and experience poor clinical 

outcomes during this period.3–7,20–26  

While evidence is limited, lack of evidence-based tools and guidelines to support healthcare 

providers, caregivers and adolescents during the transition period may contribute to an increased 

risk for HIV-related morbidity and mortality in this population.12,19,21,27 Poor outcomes in retention 

in care among HIV-infected adolescents during the transition period has prompted researchers, 



 

healthcare providers and policy-makers to call attention to the need  to develop and implement 

improved adolescent HIV transition tools and practices, particularly in high-HIV prevalence 

areas.6,12,27 Specifically, the Collaborative Initiative for Pediatric HIV Education and Research 

(CIPHER) of the International AIDS Society and others have outlined the need to (1) understand 

current transitional care models, (2) assess areas of improvement; and (3) develop and adapt tools 

and guidelines to better facilitate effective transition to adult care for ALHIV in SSA.12,21,27,28  

Although Kenya’s guidelines for ALHIV clinical care provide some guidance on preparing and 

transitioning adolescents to adult care, standardized definitions, measures of successful transition, 

and reporting tools are lacking.28 Understanding policy-maker experiences and perspectives on 

current transition practices in Kenya, barriers and facilitators to effective transition, and 

recommendations for the development of transition tools and processes may contribute to 

improved transition outcomes among adolescents in Kenya.  

Modern socio-ecological theory posits that individuals are inextricably embedded within complex 

social ecosystems.29,30 Applications of the socio-ecological model to a wide range of  public health 

concerns has shown that health outcomes are influenced not only by individual behaviors but also 

by multilevel and interacting factors across interpersonal, institutional and structural levels.30,31 At 

the interpersonal level, the socio-ecological model shows how an individual’s personal 

relationships, such as those with family and peers, may impact an individual’s health behavior and 

outcomes, while organizations such as healthcare facilities and schools are shown to shape health 

promotion at the institutional level. The structural level examines how factors such as governing 

bodies, laws and policies affect community or population health.30 To provide a comprehensive 

analysis of HIV-infected adolescents’ transition from pediatric to adult care, our study employed 



 

the socio-ecological as an organizing framework to identify and assess primary factors at the 

interpersonal, institutional and structural levels.  

 

Methods 

Study Design and Population 

We conducted individual in-depth interviews (IDIs) with 20 policy-makers in Kenya as part of the 

Adolescent Transition To Adult Care for HIV-infected Adolescents in Kenya (ATTACH, 

NCT03574129) study. The ATTACH study is an randomized control trial (RCT) that aims to 

improve adolescent transition from pediatric HIV care to autonomous adult HIV care in Kenya.32 

The ATTACH study collected qualitative data from key stakeholders (adolescents, adolescents’ 

parents, healthcare providers and policy-makers) in Kenya to develop a healthcare worker 

intervention to facilitate transition. This qualitative analysis describes policy-maker perspectives 

on improving the transition process in Kenya.  

Data Collection 

Participants were purposively selected to represent a broad range of policy-makers involved in the 

development or implementation of adolescent HIV care and treatment policies and/or services in 

Kenya. Participants included national and county HIV program heads, chief medical officers and 

hospital administrators, and HIV program implementing partner leads. IDIs used a semi-structured 

interview guide with open-ended questions to explore participant perspectives and experiences 

related to the transition from pediatric or family centered care to adult or independent care. 

Interview guides were pilot tested prior to use to ensure optimal phrasing and timing of questions. 

All policy-makers were fluent in English, and all interviews were conducted in English. Interviews 

were conducted by two trained social scientists.  



 

 

IDIs were recorded using a digital recorder and transcribed verbatim following each interview. 

When applicable, phrases in the native language were translated to English in brackets. Transcripts 

were transcribed by the interviewer in real time within about one week of completing the interview. 

IDIs lasted an average of 45 minutes. Following each interview, interviewers summarized the 

interview in a structured debrief report, which provided a subjective impression of the 

interviewer’s experience during the interview and briefly captured the participants’ accounts 

related to key themes.33  

Data Analysis 

To effectively characterize and map the network of themes regarding the main topics of discussion, 

thematic network analysis and descriptive content analysis techniques were used to analyze the 

data.34,35 Analysis employed a combination of deductive and inductive strategies, with an emphasis 

on inductive methods. Deductive codes were identified from literature review on adolescent 

transition and the content from the interview guide. Inductive codes were derived directly from the 

data using open coding. The structure of the codebook was grounded in the socio-ecological 

model, which provided a platform for simultaneous assessment of multilevel and interrelated 

factors (Figure 1).30,31  

All transcripts were coded by 2 coders (KS, HA) using a final version of the codebook and 

ATLAS.ti v.8 software (Scientific Software Development GmbH, Berlin, Germany). Definitions 

for each code category, subcategory, and code were developed to ensure consistent code 

application. Following codebook development, multiple rounds of consensus coding was 

conducted to ensure consistent interpretation and application of codes between coders. All 

transcripts were divided and independently coded. Coded transcripts were then reviewed by a 



 

second coder and disagreements in code application were noted, which were resolved through 

study team discussions. Upon completion of the coding process, queries were generated to 

compare coded segments of transcripts and identify divergent and convergent themes. Themes 

were oriented around the socio-ecological model to characterize policy-maker perspectives on 

multilevel barriers and facilitators to successful transition of ALHIV from pediatric to adult care 

and identify novel ideas for the development of new transition tools and guidelines. 

Ethical Considerations 

This study was reviewed and approved by the University of Washington Institutional Review 

Board and the Kenyatta National Hospital/University of Nairobi Ethical Review Committee. All 

participants provided written informed consent prior to participation in IDIs. 

 

Results 

Of the 20 policy-makers who participated in this study, fifty-three percent were female (Table 1). 

The median policy-making experience among participants was 8 years. Participants’ primary level 

of influence varied, with half of all participants operating at the national level, one at the 

international level, three at the regional level, four at the county level, and one at the community 

level. Ninety-five percent of participants reported having assisted in the development of HIV 

treatment and care guidelines or trainings for any population, and seventy-nine percent reported 

having assisted in the development of HIV treatment and care guidelines or trainings for 

adolescents and/or youth.  

Policy-makers identified barriers and facilitators to adolescents’ transition readiness and 

successful transition at all levels of the socio-ecological model (Figure 1). Five main themes 



 

emerged from our analysis: 1) Caregiver relationships are strong drivers of successful transition, 

2) Comprehensive facility-level support, focused on gradual preparation for transition, is crucial, 

3) HCWs play a pivotal role in coordinating facility-based support structures necessary for 

successful adolescent transition, 4) Facility-level engagement of adolescents in their own care is 

needed for effective transition preparation, and 5) Expanded guidelines and strengthened HCW 

training will improve transition outcomes. 

Caregiver relationships are strong drivers of successful transition.  

At the interpersonal level, policy-makers identified the relationship between an adolescent and 

their primary caregiver as the most powerful relationship shaping adolescents’ transition readiness 

and success.  

“[Caregivers] are very, very important and they need to be involved [in transition] 

because they will be their buddies to do the reminders in terms of taking drugs, the right 

dosage and the right time, so if they are left behind then we are unlikely to succeed.” 

(Participant 5) 

Policy-makers noted that although the adolescent developmental stage was often marked by strong 

desires to establish their independence, adolescents continued to want ongoing caregiver support.  

“Adolescents want their independence, yes, but they don’t want their parents left out. They 

really feel that the presence of the parent and the guidance they receive from parents is 

very important in their health.” (Participant 10) 

Policy-makers saw caregivers as providing both positive and negative influence. While supportive 

caregivers played an invaluable role in effectively preparing adolescents for transition, uninvolved or 



 

stigmatizing caregivers, or caregivers defaulting from treatment themselves, were thought to greatly detract 

adolescents from care and reduce chances for successful transition. 

“But remember again most of our adolescents are with a care giver and most of them will 

be with a parent. […] So some of them just default because they don’t have that support 

from the care giver. If you have a care giver who is a defaulter already and lost to follow 

up, chances also they will be a lost to follow up.” (Participant 4) 

Comprehensive facility-level support, focused on gradual preparation for transition, is 

crucial.  

Policy-makers believed that key to effective preparation of adolescents, was the recognition of 

transition as a gradual process that occurs over time with structured and staged progression.  

“Transition is not an event, like pap! You have transitioned! It’s more like you are weaning 

a child. Adolescents are going to move from point A to B, and we need to prepare them 

slowly.” (Participant 1) 

Policy-makers believed that the transition process should start early and unfold in response to 

adolescents’ evolving developmental needs and challenges. 

“[T]ransition should begin early, so that when adolescents transition it’s a gradual 

process, such that they will know that by a certain age I should be moving out of care to 

access my care in the adult clinic. So this calls for disclosure at the right time, treatment 

literacy at the right time and life skills empowerment so that they are able to embrace self-

care and independence, which are prerequisites for adult care.” (Participant 16) 

Policy-makers believed that adolescents’ unique developmental stage required robust, responsive 

and multilevel support systems galvanized at the facility level. The supportive relationship 



 

between healthcare workers (HCW) and adolescents, including HCW sensitization to adolescent 

care, was believed to directly impact retention in care, transition readiness and successful transition 

outcomes.  

“Forget about drugs, you know drugs can always be dispensed. The biggest determinant 

to care is a provider. So if providers are well trained, well sensitized to deal with a young 

person whether they are seeing them in the adolescent or the adult clinic, I think is always 

the biggest issue. [...] The providers’ skills, knowledge, how they interact with the young 

person who is transitioning and actually understanding that this person has their own fears 

around transitioning.” (Participant 2) 

HCWs play a pivotal role in coordinating facility-based support structures necessary for 

successful adolescent transition. 

Policy-makers emphasized the importance of formally engaging caregivers with facility-based 

transition processes. Many policy-makers noted that HCW’s recalibration of caregivers’ 

supportive role through the transition process was often needed to effectively support adolescents’ 

shift towards autonomous care. 

“It’s important to have a support system at home. But also remember that adolescents are 

trying to develop autonomy. So it has to be a balance. So that means even bringing in care 

givers, you have to have their session, you have to talk to them about communication with 

the adolescents, not ordering them around but having just a way to communicate with them 

so that they understand you from the home front.” (Participant 20) 



 

The development of a triadic care relationship between the HCW, the adolescent, and the caregiver 

emerged as a key strategy for HCWs to both engage adolescents and to help shape caregiver 

support to encourage self-efficacy and self-management among transitioning adolescents. 

“There are also innovative approaches [where] you align the expectations of the guardian 

and the adolescent. So you bring them together and actually by having a health care worker 

there then the triangulation of the expectations makes it much better and easier.” 

(Participant 7) 

Despite recognized importance of this relationship, policy-makers’ noted that the development of 

effective triadic relationships was a challenging task for HCWs. Obtaining adolescents’ permission 

to involve their caregiver was posited as a strategy for HCWs to navigate the complexities of 

managing an effective triadic care relationship: 

“It needs a lot of wisdom. As the health care provider, first discuss everything with the 

adolescent. They need that privacy. Then, involve the [caregivers], for sure, but with the 

consent and agreement of the adolescent. Otherwise you’ll lose them completely.” 

(Participant 6) 

Facility-level engagement of adolescents in their own care is needed for effective transition 

preparation.  

Policy-makers also believed that facilities’ ability to involve adolescents in their own care 

decisions was a key component to effective preparation of transitioning adolescents, encouraging 

autonomy, ownership and allowing for customization of the transition process.  

 “It is very important to actually engage them in their care and part of the transitioning 

you actually have to empower these adolescent to the point that the adolescent will put 



 

their drugs on the table and they won’t feel like it’s a problem. […] You should empower 

them to the point they can take the drugs themselves.” (Participant 4) 

Active involvement of adolescents in care decisions accommodated their growing need for 

independence and capitalized on their developing capacity for self-management. It was also seen 

as a strategy to activate resilience and develop self-efficacy. 

“Adolescents are very educable; they strive for autonomy and independence. So using that, 

we have made adolescents in-charge of their health…It’s about ‘I am in-charge, if I don’t 

take my medication my virus will shoot to the roof but if I take my medicine, I will crush it. 

And ultimately I become this hero who is in charge’. And being the people we know want 

to be cool, adolescents will strive at that.” (Participant 8) 

Involving adolescents in their own care decisions was not only a strategy to build ownership, but 

also foundational to retaining them in care:  

“When [adolescents] are not listened to, when they are not given space to make their own 

decisions, even when they know they are maturing [and] growing up, they will walk out.” 

(Participant 17) 

Expanded guidelines and strengthened HCW training will improve transition outcomes. 

At the structural level, many policy-makers felt that existing policy for transitioning adolescents 

was too narrowly focused on the HCW perspective and lacked clarity on comprehensively 

addressing adolescents’ complex and shifting needs through the transition process. 

“At policy level […] we have mainly focused on providing tools, guidelines for health care 

providers and we have largely forgotten the adolescent as a stakeholder in their health 



 

care. We have also left behind the caregiver, in a way we can reach them and make them 

part of the adolescent health program.” (Participant 9) 

Policy-makers felt that transition policies should expand to directly address adolescents and their 

primary caregivers. Policies which structured transition as progressive and staged was posited to 

aid facilities in adequate preparation and assessment of transitioning adolescents.  

“Given that transition is not a one-time event, it’s just putting the right processes in the 

guidelines and saying what is to be done at what stage; what happens to the 10-15, 15-17 

and 17-19? Right now we can have a 14 or 12 year old who is undergoing disclosure. So 

it’s too varied and broad.” (Participant 8) 

Policy-makers also noted the need for improved training for HCWs to appreciate the complexity 

of caring for HIV-infected adolescents through the transition trajectory. Policy-makers suggested 

innovative strategies to expand skills-building training for HCWs. When asked how to accomplish 

comprehensive training at the national level, one policy-maker responded:  

“I would think of incorporating adolescent health into nursing and medical school 

curriculum [because] a one and a half day training doesn’t make you an adolescent 

specialist. We need to bring this early, build it, and access it more, that way [HCWs] will 

build real skills in working with adolescents” (Participant 8) 

In addition to involving adolescents in their own care the facility level, policy-makers believed 

that active engagement of adolescents at the policy level was essential to the development of 

effective transition programming.  

“90% of people sitting down to make these policies are policy-makers. There is  



 

something I always say: nothing for us without us. You cannot plan for Uganda when you 

are a Kenyan. So we need adolescents to be involved at least 70% [to] help Kenya have a 

policy that will speak to these young people.” (Participant 15) 

 

Discussion 

HIV-infected adolescents exist in a complex and dynamic environment where their ability to 

successfully transition from pediatric to adult care is shaped by interrelated factors across 

interpersonal, institutional, and structural domains.8,21,36,37 Given policy-makers’ comprehensive 

perspective, the study’s use of the socio-ecological model provides a useful framework for  

identifying the ecologically layered circumstances impacting adolescent transition at the 

institutional and policy levels.3 In other studies, the socio-ecological model has been effectively 

employed to explore HIV-infected adolescents’ experiences, including factors impacting 

adherence and retention in care38–40 as well as barriers and facilitators involved in adolescents’ 

transition from pediatric to adult care.41 

The current study confirms the significance of transition for HIV-infected adolescents and extends 

understanding of the importance of comprehensive, responsive, and targeted facility-level 

transition programming.36,42,43 Policy-makers indicated that effective preparation of adolescents 

for transition to adult care should be gradual and unfold in alignment with developmental needs. 

Additionally, facilities should enable supportive HCW and caregiver relationships which respond 

to and capitalize on adolescents’ increasing capabilities. Across diverse contexts, these results 

reflect other studies’ findings in that transition from pediatric to adult care should be facilitated at 

the facility-level in a structured, gradual and supportive manner.27,36,39,42–46  



 

Previous studies have shown that HCWs’ ability to communicate effectively with the adolescent 

population, defined by the World Health Organization as adolescent-friendly care,47 is an 

important variable for effective management of adolescents with chronic disease,48–50 including 

HIV-infected adolescents21,39,46,51–54 and transitioning ALHIV in particular.36,39,43 For example, 

Ankrah et al. found that HCW’s adolescent-friendly interpersonal skills was the most important 

facilitator to retention in care among 16-19 year-old HIV-infected study participants in Ghana.51 

Conversely, in an assessment across ten SSA countries, HCW’s lack of adolescent-friendly 

communication skills emerged as a major barrier to retaining ALHIV in care throughout the 

transition trajectory.46 Our study highlights that policy-makers in Kenya also viewed HCW’s 

skilled communication with transitioning adolescents as both essential to ensuring retention in care 

and a prerequisite to effectively engaging adolescents and caregivers at the facility level.  

The triangulation of care between HCWs, caregivers and adolescents provides an important 

platform for facility-level coordination of adolescents’ multilevel protective factors.40,43,55,56 

Policy-makers in our study and others have identified that by working together, HCWs and 

caregivers can build self-management skills, activate self-efficacy, and gradually shift 

responsibility for treatment and care to the adolescent in a supportive environment.36,43,57 Although 

this triadic relationship has been identified as effective for supporting HIV-infected adolescents at 

all stages,36,39 its application to adolescent preparation for transition to adult care may be uniquely 

essential.43 Interestingly, the socio-ecological theory’s earliest author claimed that successful life 

transitions were best optimized through synergistic triadic relationships.29  

The importance of engaging patient populations in their care and as contributors to health policy 

has long been recognized by the global health community.58–61 Emerging understanding of 

adolescents’ unique developmental needs and capacities has likewise prompted widespread 



 

promotion of adolescent participation in the development of adolescent health policy and in 

individual care decisions.62–68 For adolescents managing chronic disease, significant and 

increasing involvement in care decisions may be especially crucial as they age.57 Results from our 

study and others show that gradual engagement of ALHIV in their care is central to retaining 

adolescents and building the self-management skills needed for successful transition to 

autonomous adult care.39,46,69–71 As pre-transition retention in care may be the primary predictor of 

post-transition retention among adolescents in SSA,22 attention to how participatory care models 

can improve retention outcomes throughout the transition trajectory is needed.68   

Achieving sustained engagement of patients at the policy level is not straightforward. As noted by 

Martini et al., political, economic, and cognitive factors significantly impeded the meaningful 

involvement of people living with HIV (PLHIV) in policy development in Mali.72 For ALHIV, 

who may lack the resources and skills necessary for active engagement beyond their local context, 

this may be especially true.36,68 In the same way that economic assistance has mitigated financial 

barriers and improved adherence and retention in care among ALHIV in South Africa,73 and 

leadership development training has ensured adolescents’ effective contribution to shaping 

regional policy in Tanzania,74 targeted financing and skills-based measures for effectual 

engagement of adolescents at the policy level in Kenya may need to be considered.36,68 Moreover, 

identification of viable structural-level opportunities will be required to operationalize effective 

participation.36,64,65,69,72    

While our study used policy-makers’ perspectives to explore transition among ALHIV in Kenya, 

our findings are consistent with studies engaging the perspectives of adolescents, caregivers, and 

healthcare providers.39,40,46 However, transition practices vary considerably across global and 

regional contexts.27,75 As relatively little research on adolescents’ transition from pediatric to adult 



 

care has been conducted in SSA,21,27 additional context-specific studies are needed to fill this gap 

and inform regional policy development.27 

Limitations 

Due to the nature of qualitative research methods, a limited amount of IDIs were conducted, 

restricting the generalizability of the data collected. Although findings may not be generalizable 

to a broad audience, we believe this study contributes to knowledge about transition and provides 

insight into the development of effective transition tools.32 

 

Conclusion 

As a growing cohort of transitioning adolescents mature in Kenya, our study highlights the urgent 

need for improved transition tools and guidelines for comprehensive preparation of transitioning 

adolescents. Expanded transition programming, which includes facility-based strategies to shape 

positive caregiver involvement, engagement of adolescents in their own care, and the provision of 

commensurate support and guidance for HCWs to facilitate multifaceted management of 

transitioning adolescents, is needed. At the policy level, research and program development which 

joins the perspectives of adolescents, caregivers, healthcare providers and policy makers could 

produce the most comprehensive and effective transition resources.   
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Table I: Participant Demographics* 

Characteristic n (%) or median (IQR) 

Age (years) 39 (25-54) 

Female 10 (53%) 

Primary level of influence (current)   

International 1 (5%) 

National 10 (53%) 

Regional 3 (16%) 

County 4 (21%) 

Community/Clinic 1 (5%) 

Experience in policy/supervisory roles (years)   

0-5 8 (42%) 

6-10 4 (21%) 

11-15 6 (31.5%) 

16+ 1 (5%) 

Number who have assisted in the development of 

HIV treatment and care guidelines or trainings  18 (95%) 

Number who have assisted in the development of 

HIV treatment and care guidelines or trainings for 

adolescents and/or youth 15 (79%) 

 * demographics for one participant were not available. 



 

Figure 1: The adapted Socio-Ecological model 
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