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APPENDIX 1: SYSTEMATIC REVIEW PROTOCOL 

Systematic review protocol:  

Predictors and Correlates of Internalised HIV-Related Stigma (IHS)  

in Sub-Saharan Africa 

 

Marija Pantelic1, Yulia Shenderovich2, Lucie Cluver1,3, Mark Boyes1,4 

1 Department of Social Policy and Intervention, University of Oxford, Oxford, UK 

2 Department of Psychiatry, University of Cambridge, Cambridge, UK 

3 Department of Psychiatry and Mental Health, University of Cape Town, Cape Town, 

South Africa 

4 School of Psychology and Speech Pathology, Curtin University, Perth, Australia 

I. BACKGROUND 

Three  decades   into   the   fight   against  HIV,   stigma   remains   a  major   ‘road   block’   to  HIV  

prevention and treatment (UNAIDS 2007). In 2011, UN member states committed to 

eliminating HIV/AIDS-related stigma by 2015 (UNAIDS 2011). The literature 

recognizes two types of HIV-related stigma, enacted and internalized stigma. Existing 

interventions heavily focus on reducing enacted stigma (Stangl et al. 2013), which refers 

to negative public attitudes or discrimination towards people living with HIV (Horwitz et 

al. 2013). Less is known about how to reduce internalised HIV-related stigma (IHS), 

which occurs when HIV-positive people endorse negative public attitudes associated with 

HIV and accept them as applicable to themselves (Earnshaw et al. 2013). IHS is 

characterised by feelings of shame, guilt, worthlessness and difficulties around HIV 

status disclosure (Lee et al. 2002; Tsai et al. 2012).  
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Sub-Saharan  Africa   is   home   to   70%   of   the  world’s  HIV-positive people but only two 

interventions targeting IHS in the region were found in a recent systematic review (Stangl 

et al. 2013). Both interventions aimed to improve coping through empowerment and 

knowledge building. Uys et al. (2009) used a multiple-case study approach to evaluate 

non-standardized programmes designed by small groups of 7-10 nurses and 7-10 HIV-

positive patients in 5 healthcare facilities in Lesotho, Malawi, South Africa, Swaziland, 

and Tanzania. Taken together, the programmes resulted in a significant reduction in 

negative self-perception among the patients (M1=.82; M2=.36, p<.001). By contrast, 

Tshabalala and Visser (2011) evaluated a structured cognitive-behavioural therapy 

intervention in a mixed methods randomized trial with HIV-positive women in South 

Africa (n=10 in the intervention group and 10 in the waitlist control group). The 

intervention resulted in significantly greater IHS change scores in the intervention group 

when compared to the control group. Findings from both evaluations should be replicated 

by large randomized trials before firm inferences are made. Another systematic review of 

the effectiveness of HIV-related interventions in reducing HIV/AIDS stigma found only 

one African study and none measuring internalised stigma (Sengupta et al. 2011). Thus, 

no well-established programs to reduce IHS hаve  been  identified  in sub-Saharan Africa to 

date. Moreover, there is no evidence of community or macro-level interventions to reduce 

internalised stigma, but a growing body of work suggests that stigma and its 

internalization are entrenched in wider structural inequalities (Parker & Aggleton 2003; 

Tsai et al. 2013; Campbell & Deacon 2007) 

Development of future evidence-based interventions requires knowledge of predictors of 

IHS in sub-Saharan Africa (Blum & Ireland 2004). Systematic reviews are the gold 

standard for evaluating intervention effects (Chalmers et al. 1992), and they can also 

summarize evidence about observational studies (Murray et al. 2009). To our knowledge, 

to date no comprehensive review on predictors of IHS in sub-Saharan Africa has been 

conducted,   despite   the   region’s   disproportionate   HIV   burden.   Logie & Gadalla (2009) 

conducted a systematic review and meta-analysis of health and demographic correlates of 

both enacted and internalized HIV-related stigma in North America. However we should 

be extremely cautious about the transferability of North American studies to sub-Saharan 

Africa, where HIV is prevalent in the general population rather than over-represented 
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among otherwise stigmatized populations such as men who have sex with men and 

racial/ethnic minorities.  

 

 

II. OBJECTIVES 

 

The aim of the systematic review proposed in this protocol is to advance theory and 

inform needed intervention development in Sub-Saharan Africa by synthesizing existing 

evidence of predictors of IHS in the region. The scope of this review (Table 1) is 

restricted to observational studies to avoid overlap with the recent systematic review of 

interventions to reduce HIV-related stigma (Stangl et al. 2013).  

If appropriate, the studies will be summarized using meta-analysis. In the case that is 

possible, as a secondary objective, the review will investigate how the associations 

between risk and protective factors and outcomes differ according to pre-specified 

moderators (see Section III.e.).  

The scope of the review is summarized in Table 1. See Section III.c. for the full list of 

inclusion and exclusion criteria.  

Table 1 Scope of the review 

Outcome HIV/AIDS related internalised or self-stigma, shame, negative self- 

image, negative self-perception 

Population People living with HIV of all ages 

Geographic location Sub-Saharan Africa 
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Study design 
Cross-sectional surveys, case-control studies, cohort studies, 

psychometric studies (scale validity and reliability studies) 

 

III. METHODS 

 

III.a. Search Strategy 

Studies will be identified through electronic searches of bibliographic databases and grey 

literature sites, examining citations of retrieved studies, and contacting researchers 

working in the area. The larger databases to be searched through OvidSP 

(PsycARTICLES, Embase, Global Health, Ovid MEDLINE, and PsycINFO) will use a 

sensitive search string summarized in Table 2. Smaller databases (CINAHL and WHO 

Afro Library) will incorporate a simpler, more inclusive search string summarized in 

Table 3. Key authors will be contacted for unpublished and ongoing studies. References 

listed in other reviews on HIV/AIDS stigma (Stangl et al. 2013; Logie & Gadalla 2009; 

Sengupta et al. 2011; Tsai et al. 2013; Brown et al. 2003) and other relevant studies will 

be screened. The PROSPERO register of systematic reviews will also be searched. 
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Table 2 Search string for databases searched in OvidSP (PsychARTICLES, Embase, Global 
Health, Ovid MEDLINE and PsycINFO) 

1 Population  People living 

with HIV  

(HIV or AIDS or PLWHA or PLWH or ((human or 

acquired) adj1 (immunodeficiency or immune-

deficiency or immuno-deficiency))).ab,hw,ti. 

2 Outcome HIV-related 

internalised 

stigma 

((stigma adj1 (self or internal* or auto)) or (self adj1 

(perception or image)) or (shame adj2 HIV) or (shame 

adj2 AIDS)).mp. or (shame adj2 

antiretroviral*).ab,hw,ti,tx. [mp=ti, ab, tx, ct, sh, hw, tn, 

ot, dm, mf, dv, kw, bt, nm, kf, ps, rs, an, ui, tc, id, tm] 

3 Location Sub-Saharan 

Africa 

((sahara* adj1 africa) or Angola or Benin or Botswana or 

Burkina Faso or Burundi or Cameroon or Cape Verde or 

Central African Republic or Chad or Comoros or Congo 

or Brazzaville or Democratic Republic of Congo or Cote 

d'Ivoire or Djibouti or Equatorial Guinea or Eritrea or 

Ethiopia or Gabon or Gambia or Ghana or Guinea or 

Guinea-Bissau or Kenya or Lesotho or Liberia or 

Madagascar or Malawi or Mali or Mauritania or 

Mauritius or Mozambique or Namibia or Niger or 

Nigeria or (Reunion adj3 africa) or Rwanda or Sao Tome 

or Senegal or Seychelles or Sierra Leone or Somalia or 

South Africa or Sudan or Swaziland or Tanzania or Togo 

or Uganda or Western Sahara or Zambia or 

Zimbabwe).ab,cp,hw,ti. 

Final search: 1 AND 2 AND 3 
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Table 3 Search string used for smaller databases (WHO Afro Library and CINAHL*) 

 

III.b. Study Selection Process 

Following the Cochrane Collaboration Handbook (Deeks et al. 2008), search results will 

be merged and de-duplicated. The initial screening will involve examination of titles and 

abstracts to remove irrelevant reports. Full text documents will be retrieved for 

potentially relevant reports, and these will be examined in detail for compliance with 

eligibility criteria (see Section III.c.). Where appropriate, authors will be contacted to 

clarify study eligibility and request additional information.  

 

III.c. Inclusion and Exclusion Criteria 

To be eligible for inclusion in the review, the study must meet all of the pre-specified 

inclusion criteria and none of the exclusion criteria set out in Table 4. The set of 

screening questions to be used for final inclusion decision-making is included in 

Appendix 1. Although longitudinal studies are more informative regarding causality than 

cross-sectional studies, our preliminary review of the literature suggests that there are few 

1 Population  People living 

with HIV  

HIV or AIDS 

2 Outcome HIV-related 

internalised 

stigma 

stigma OR negative self-perception OR negative self-

image OR shame 

Final search: 1 AND 2 

*CINAHL  search  selected  Africa  under  ‘Geographic  Subset’   
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relevant longitudinal studies in sub-Saharan Africa. Therefore this systematic review will 

include cross-sectional, case-control and psychometric assessment studies, in addition to 

longitudinal studies.  

Table 4 Systematic Review Inclusion and Exclusion Criteria 

Inclusion criteria Exclusion criteria 

Study population: 

 HIV-positive people 

 
 People whose HIV status is unknown 

or not specified 

Sampling: 

 Located in sub-Saharan Africa 
 

 
 Sub-Saharan African immigrants 

living outside of sub-Saharan Africa 

Study design: 

 Quantitative or mixed methods 
study design measuring internalised 
HIV stigma as an outcome, including 
longitudinal studies, cross-sectional 
surveys or case-control studies 

 Psychometric studies validating  
measurements of internalised HIV 
stigma 

 Prevalence studies that assess 
internalised HIV stigma and report 
on demographic comparisons (e.g. 
gender differences in internalised 
stigma) 

 

 Qualitative studies 
 Intervention studies  

Outcome measure  

 A measure of internalised HIV stigma 

 
 A multidimensional stigma outcome 

measure without differentiation 
between enacted stigma and 
internalised stigma, making it 
impossible to infer what factors are 
associated with internalised stigma.  
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III.d. Data extraction plan 

The piloted data extraction form is provided in Appendix 1. Study quality will be rated 

following an adapted version of the Cambridge Quality Checklist (CQC) for systematic 

reviews of observational studies (see   ‘CQC   assessment’   in   the   data   extraction   form   in  

Appendix 2) (Murray et al. 2009). Two authors will code the data independently. Articles 

reporting analyses from the same dataset will be checked to avoid data duplication. 

Where data are duplicated, estimates from the largest sample will be used.  

The causal predictor score of CQC is the most important as it assesses the extent to which 

a predictor is causally related to the outcome. It is determined based on two key features: 

1) the extent to which within-individual changes in IHS are associated with within-

individual changes in the predictor (analysis of change); and 2) whether the study design 

and/or statistical analysis take into account and control for alternative explanations of the 

findings. Models assessing whether variation in the predictor is related to within-

individual change in IHS and controlling for relevant confounding variables score highest 

among observational studies.  

For the purposes of this systematic review, we adapted CQC to capture reporting quality, 

in addition to methodological rigor. Studies not reporting reliability of the IHS measure 

used will be ranked lower than those reporting reliability below 0.70. Response rates will 

be scored for cross-sectional designs. Our preliminary review of the literature suggests 

that prospective cohort studies tend to report only retention rates (without response rates 

at baseline). Therefore only retention rates will be assessed for longitudinal designs.  

Studies focusing on people living with HIV in sub-Saharan Africa tend to recruit through 

healthcare facilities. We therefore adapted CQC sampling scores to assess the method 

used for the selection of healthcare facilities rather than individual study participants.  

CQC will be applied to each observed association between a correlate and IHS instead of 

the overall study. This will allow for differentiation between the types of study designs 
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and analyses used for different predictors of IHS. For example, Visser & Sipsma (2013) 

report a simple correlation between enacted stigma and IHS, whereas other predictors of 

IHS were assessed in a multivariate model that should receive a higher causality score 

due to accounting for confounders. 

III.e. Synthesis plan 

If appropriate, meta-analyses will be undertaken. This objective is contingent upon the 

quality, amount and variability of available data, as well as the compatibility of outcome 

measures used. Where possible, moderator analysis will assess whether findings 

significantly differ by: 

- Age 
- Gender 
- Key populations (peadiatric population/ adolescent population/ adult population/ 

women accessing antenatal services) 
- Study quality 

 
 

IV. TIMETABLE 

 

Task  Complete by 

Project planning 

Testing search strategy 

Finalizing review protocol 

Searches  

Contacting authors for published studies 

Abstract inclusion/exclusion 

Full text inclusion/exclusion 

Data extraction 

(Data synthesis 

Write-up 

November 2013 

December 2013 

December 2013 

December 2013 

December 2013 

December 2013 

December 2013 

January 2014 

January 2014) 

February 2014 
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VIII. APPENDIX 1 

Screening questions 

 

Note:  continue  to  subsequent  question  only  if  the  answer  to  the  current  question  is  “yes”. 

Otherwise exclude study from the review.  

 

1. Does the study sample include HIV positive people? 

2. Is the study sample located in sub-Saharan Africa? 

3. Does the study measure and report on internalized HIV-related stigma? 

4. Does the study use quantitative methods? 

5. Does the study fall within one of the following designs? 

a. Quantitative observational study measuring internalized stigma as a DV 

b. Psychometric study validating an internalized HIV-related stigma measure 

c. Prevalence study that assesses level(s) of internalized stigma and reports 

on at least one demographic comparison (i.e. male/female differences in 

levels of IHS) 
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IX. APPENDIX 2 

Data Extraction Form 

 

 

A. Publication information 

 

1. Authors 

2. Title 

3. Year 

4. Reviewer (Date of coding) 

5. IHS definition: 

 

B. Sample information 

 

6. Location 

7. Population of interest 

o HIV-positive children (specify ages and whether sample consists of perinatally 

infected, behaviourally infected, combination of both, or not specified) 

o HIV-positive adolescents (specify ages and whether sample consists perinatally 

infected, behaviourally infected, combination of both, or not specified) 

o HIV-positive adults (specify ages and mode of infection, or not specified) 

o HIV-positive women accessing antenatal care clinics 

o HIV-positive high risk population (MSM, IDU, SW) 

o Other (specify): 

8. Gender breakup 

o Female %  

9. Other potential stigma markers assessed? 

o Women 
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o Poverty 

o Transactional sex 

o Sex work 

o MSM 

o Other (specify) 

 

C. CQC Assessment1 

 

10. Facility (clinic) sampling 

o total population or random sampling  

o purposive sampling 

o convenience sampling 

o not reported 

11. Within-facility sampling of individual participants 

o total population or random sampling  

o purposive sampling 

o convenience sampling 

o not reported 

12. Response rate 

o response2 and retention3 rates ≥70%  and  differential  attrition4 ≤10% 

o response rate <70% or retention rate <70% or differential attrition >10% 

o not reported 

13. Sample size: 

o Sample  size  ≥400 

o Sample size <400 

14. Outcome measure used 

o IHS measure 

                                                      
1 CQC assessment to be completed separately for each association between a correlate and IHS 
2 Response rate scored for cross-sectional design 
3 Retention rate scored for longitudinal design 
4 Differential attrition scored for case control design 
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o Enacted stigma measures 

o Other outcome measures (specify): 

Measure/Scale name:  

15. IHS measure validity 

o Use of a validated standardized scale with the same target population OR use of 

an adapted scale that had been validated with another target population 

o Validation of a newly developed instrument 

o Use of a non-validated measurement 

o Not reported 

16. IHS measure reliability 

o Reliability coefficient  ≥.7 

o Reliability coefficient <.7 

o Not reported 

 

17. Study design score 

o cross-sectional data 

o retrospective data 

o prospective data (or study of fixed factor) 

18. Causal predictor score 

o study without variation in the risk factor, no analysis of change 

o study with variation in the risk factor but inadequately balanced, no analysis of 

change 

o study without variation in the risk factor, with analysis of change 

o study with variation in the risk factor but inadequately balanced, with analysis of 

change 

o study with variation in the risk factor and adequately balanced, no analysis of 

change 

o study with variation in the risk factor and adequately balanced, with analysis of 

change 

19. CQC total score 
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D. Results 

 

20. Quantitative results 

o Correlates/predictors of IHS (include OR, effect size, correlation coefficient, etc)  

o Prevalence of internalized stigma 

o Prevalence of other types of stigma, if applicable 

21. Notes 
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APPENDIX 2: STUDY PROTOCOL 

 

MZANTSI WAKHO RESEARCH PROTOCOL 

 

1. Purpose of the Study 

 

Southern Africa is home to 1.2 million HIV-infected adolescents (1) , whose long-term health outcomes 
depend on strict adherence to antiretroviral therapy (ART). The limited research conducted with 
adolescent ART-users in Africa reflects low adherence rates (2) and poor access to sexual and 
reproductive health (SRH) services (3). As adolescence is a time of increased risk-taking and 
experimentation, HIV-positive teenagers represent an especially vulnerable and challenging group for HIV 
service providers. However, their retention in ART programmes and use of SRH services remain under-
investigated, and HIV-positive adolescents have rarely been included as partners in the design and 
operationalization of their own HIV and SRH services.  

This research applies innovative investigative strategies to study the health needs of HIV-positive young 
people growing up in contexts of extreme risk, investigating their potential for resilience, and exploring 
how to support their adherence to ART and uptake of SRH services. It fills a pressing research gap by 
investigating areas of intersection between adolescent ART adherence and SRH, while also offering 
methodological and programmatic innovation through the development of youth-driven tools to support 
ART adherence and SRH service uptake. 

This study uses both qualitative and quantitative methods to achieve two aims:  

(1) To identify and investigate risk and resilience-promoting factors for ART adherence and access to 
SRH services amongst HIV-positive teenagers, through linked qualitative and quantitative studies. 

(2) To collaborate with HIV-positive adolescents, healthcare and social service providers to design 
support tools to improve adolescent ART adherence and SRH service uptake.  

 

In line with these aims, this mixed-methods research project will have four components: 

1. In-depth qualitative research with 50 adolescents and 70 key informants (caregivers, health and social 
workers) to explore: 1) how HIV-positive adolescents use, adopt and resist HIV care and treatment, and 
SRH services, and 2) how those caring for HIV-positive adolescents experience and perceive challenges 
and facilitators of ART adherence and SRH uptake.  

2. Participatory qualitative workshops to involve adolescents as key stakeholders in the collaborative 
design of youth-driven support tools to:  

a) Support ART adherence and SRH service uptake,  

b) Assist youth in negotiating the barriers and challenges that impede their desired retention in care, and  

c) Customize ART and SRH interventions for optimized adolescent outcomes.  
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3. A linked 3-year longitudinal quantitative study of 600 HIV-positive adolescents will assess risk and 
resilience-promoting factors for ART adherence and SRH utilization. This quantitative study will be directly 
informed by the ongoing qualitative research, and will be conducted in collaboration with a clinical 
research team coordinated by Craig Carty.  

4. Finally, the linked quantitative study will test the acceptability of the support tools developed in 
participatory workshops with a in the larger-scale quantitative sample.  

The aims and methods for this study were developed through collaborative planning between HIV-
positive adolescents, researchers from health and social sciences, UNICEF and South African National 
Departments of Health, Social Development, Basic Education and Women, Children and Disabilities, 
alongside clinical researchers at the Eastern Cape Department of Health, Frere and Cecilia Makiwane 
hospitals, NGO Pediatric AIDS Treatment for Africa (PATA), and CBOs (Raphael Centre, Small Projects 
Foundation and Keiskamma Trust). Ongoing consultations with these and other partners, including the 
Treatment Action Campaign and Kidzpositive, have underlined the importance of combining three 
information sources: in-depth qualitative research on the experiences of HIV-positive adolescents, 
particularly as these relate to ART and SRH; active collaboration with teens to develop relevant support 
tools; and quantitative survey methods to identify causal mechanisms and test acceptability of tools on a 
wider scale.  

The interdisciplinary and collaborative nature of this study, and its inclusion of a range of partners, aims 
to inform a broad-based, inclusive approach to HIV policy and programming. Since the study is planned in 
collaboration with HIV-positive adolescents, as well as state and non-state partners at local, national and 
global levels, it provides an opportunity to bring the experiences of youth into the policy arena. Policy and 
programming impact are integral aims of this research, and will be combined with ongoing results 
dissemination to NGOs, CBOs, government and health sectors, as well as to participating communities.  

This study has a direct capacity-building aim, and includes a South African Principal Investigator (RH) who 
will gain further research skills through mentorship, two South African PhD students and a further two 
students   (one  PhD,  one  Master’s)   from  within  the  South  African  government.  Additionally, all staff take 
part in capacity-building programmes within the project (see section 13 for details). 

2. Background 

90% of adolescents living with HIV reside in Southern Africa, including those infected perinatally, in 
childhood, and in youth (4).  South  Africa  has  the  world’s   largest  population  of  HIV-positive adolescents: 
292,000 in 2011 (1). ART provides an opportunity for long-term survival and wellbeing (5,6), but requires 
diligent lifetime adherence of 87-95% (7) to attain viral suppression and prevent viral resistance (8,9). 
Non-adherence is particularly hazardous in most low- and middle-income countries, where there are 
commonly only two drug regimens available in the public health sector (10). Non-adherence also presents 
a wider public health threat: transmission of drug-resistant HIV (11). 

Adolescence is often a time of initiating sexual relationships, characterized by low levels of 
communication and openness (12).  Many  health  programs  use  models  of  ‘therapeutic  citizenship’  (13,14), 
proscribing disclosure of sero-status to romantic partners and others, the use of condoms during sex, and 
adherence to both ART and contraception. However, fear of rejection and internalized stigma result in low 
rates of disclosure to partners (15). In contrast, research has found low levels of adherence among HIV-
positive youth (2), and demonstrated that AIDS-affected youth are more sexually vulnerable than other 
adolescents, with high levels of unprotected sex (2,3). Adherence and SRH service uptake are closely 
linked for HIV-positive adolescents, but their specific needs present challenges to resource-constrained 
health services (16). In order to develop effective interventions to support HIV-positive adolescents and 
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improve their health outcomes, this research seeks to understand risk and resilience-promoting factors 
for adherence and SRH service utilization. 

 

Despite the crucial role played by HIV-positive adolescents in their own retention in care and in 
preventing HIV transmission, few programming approaches have been led by youth themselves. Advocacy 
groups of people living with HIV (PLHIV) have repeatedly called for increased community participation in 
health service delivery and greater involvement of PLHIV in research (17). By leveraging the participation 
of HIV-positive adolescents in the design of youth-friendly support tools, the study will aim to further 
programmatic collaboration between service-users and service-providers and to enable adolescent-
focused approaches to ART adherence and the uptake of SRH services.    

2.1. State of the evidence 

Limited research and interventions exist for adolescents living with HIV (ALHIV) outside of the United 
States (US) (18). The available, largely qualitative, work identifies challenges with romantic relationships, 
education, gender and family roles (often within homes disrupted by parental death), illness and 
depression (19,20). Preliminary reviews have identified one published qualitative (21) and two 
quantitative studies (2,22) on adolescent ART adherence in sub-Saharan Africa. Nachega et al. reported 
adherence rates, but not risk or protective factors, in 154 adolescents in a private sector clinic programme 
in nine countries. Adolescent adherence was 21% at 6 months and 7% at two years, lower than that of 
adults. Evans et al. used clinic records in 7 NGO-supported clinics in Mpumalanga and Gauteng provinces. 
Older adolescents (15-19 years old) showed greater levels of unsuppressed viral load, virological failure 
and loss to follow-up. Two further adolescent studies in the region investigate linked outcomes: in a US-
run specialist clinic in Botswana, psychological distress was associated with virologic failure amongst 692 
adolescents (23); and in Uganda, 575 adolescents on publicly-funded treatment showed 2-year mortality 
of 8.5% (24). 

The limited research on HIV-positive adolescents in sub-Saharan Africa reveals the complex challenges 
that arise from disclosure of HIV status, ART adherence and the uptake of SRH services. These challenges 
include individual-level ones (mental health, self-perception), family-level (parental death, parenting), 
community-level (norms about sexual activity, stigma), and structural ones (transition to care, poverty). 
ALHIV are confronted by difficulties associated with transition from paediatric to adult HIV care (25), HIV 
status disclosure to peers (26),   the   taboos  associated  with  young  people’s   sexuality (27), parental AIDS 
illness and death (28,29), and the resultant poverty, stigma and bullying victimization (30). Longitudinal 
evidence also suggests that adolescents who have lost a parent due to AIDS are at heightened risk of 
psychological distress due to stigma-by-association (31). Teenagers must grapple with these challenges 
within caregiving arrangements that may include parental death and sickness (19,21). Beliefs regarding 
pollution and uncleanliness – related to HIV and to medication side-effects – may create ambiguity in 
adolescents’  understandings  of   their  own  bodies  and  medical   rituals,  and   this   is   complicated   further  by  
the experiential overlays of peer interactions, romantic relationships, the negotiation of gender and 
family roles, and the transition into and out of school. 

Although research has been conducted on reproductive intentions and services for HIV-positive adult 
women in South Africa (32,33) there are significant evidence gaps on access to SRH and retention in HIV 
care for HIV-positive adolescents, both in relation to ART and SRH programmes. The available studies have 
found that access to ART has accelerated pubertal and sexual maturation (34), with 88% of HIV-positive 
15-19 year old girls reporting sexual activity in Kenya (3). Research has also demonstrated inconsistent 
condom use, poor uptake of SRH services and repeated unintended pregnancies and terminations among 
HIV-positive adolescents (3). While access to prevention of mother to child transmission (PMTCT) services 
has reduced rates of vertical transmission in South Africa (35), research on whether female HIV-positive 
adolescent are accessing these services and outcomes is limited (36). 
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Gender, age, environment (urban/rural) and route of transmission may all play a role in determining ART 
adherence and SRH service uptake, but further research is needed. HIV-positive adolescents differ in 
clinical and social markers, such as disease stage, neurological impact of ART, and disclosure to and by 
families. For example, perinatally-infected adolescents have more resistant virus mutations, while those 
infected in adolescence are more likely to have been diagnosed through pregnancy, and almost nothing is 
known  about  those  infected  through  South  Africa’s  high  rates  of  childhood  sexual  abuse5. 

This study of HIV-positive adolescents hypothesizes an interactive model of individual, family, school, 
structural and service-level factors influencing ART adherence and SRH service uptake, potentially 
mediated by HIV-disclosure, stigma associated with ART and with adolescent sexual activity, and the 
potential side-effects of both ART and contraception. This model also presents an opportunity for 
research to inform policy and practice. Even when some risk factors may be unalterable (such as 
orphanhood), the identification of modifiable risk and resilience factors provides valuable evidence to 
inform interventions. This study will be the first to investigate risk and protective factors for ART 
adherence and its connections to SRH service uptake amongst HIV-positive adolescents in South Africa. 
Using both qualitative and quantitative methodologies, it aims to unpack the complex interplay between 
these health services and to use participatory and youth-driven methods to develop a tool to promote 
ART adherence and SRH service uptake. 

3. Methodology 

This study combines research and programmatic development, and asks the crucial questions: what are 
the lived experiences of HIV-positive adolescents in relation to ART and SRH, and what obstructs or 
promotes their ART adherence and uptake of SRH services? It uses participatory methods to ensure that 
adolescents are active agents in the conceptualization and design of a tool to facilitate ART adherence and 
SRH service utilisation.  

This study uses mixed qualitative and quantitative methods to achieve two aims:  

(1) To identify and investigate risk and resilience-promoting factors for ART adherence and access to 
SRH services amongst HIV-positive teenagers, through linked qualitative and quantitative studies. 

(2) To collaborate with HIV-positive adolescents, healthcare and social service providers to design 
support tools to improve adolescent ART adherence and SRH service uptake.  
 

This study will use: 

i) Systematic reviews of risk and protective factors in ART adherence, SRH service uptake and 
internalised stigma for HIV-positive adolescents (underway); and reviews of best practice in 
support tools and programmes for HIV-positive adolescents (based on the UNICEF Lessons 
Learned report on strengthening health services and outcomes for adolescents living with 
HIV, 2013);  

ii) Qualitative and participatory methods with 50 adolescents and 70 key informants 
(caregivers and service providers), followed by  

                                                      

5 Amongst those perinatally-infected, some have been on treatment from an early age, and new research 

suggests that around  a  third  are  ‘slow  progressors’:  surviving  without  diagnosis  or  care,  but  becoming  ill 

around puberty (4).  
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iii) Participatory workshops with five groups of adolescents. These workshops are conducted in 
collaboration with the South African National Department of Health and UNICEF, and 
explore adolescent views of the Draft National Youth Health Policy and the UNICEF lessons 
learned report. They take an adolescent-led approach to intervention consultation, 
adaptation and design.  

iv) Semi-structured interviews, ethnographic research and clinic observations with social and 
health service providers working in ART, SRH, PMTCT and Out Patient Department clinics. 
Methods iii) and iv) will be integrated with:  

v) Quantitative longitudinal survey (n=600, 3 years) to test risk and resilience-promoting 
factors for adherence and SRH service uptake, and to measure acceptability of the support 
tools developed in the participatory stage. Data collected during this survey will include: 
biomarkers (i.e. viral load, CD4-cell count), clinic-level data (i.e. resources, such as 
counseling, staff/ patient ratio in the clinic) and individual-level panel survey data (i.e. 
potential individual, family, school and community-level factors) through tablet-
administered questionnaires. Survey items were informed by extensive literature reviews as 
well as the qualitative component of Mzantsi Wakho. Where possible, standardized 
validated measurements were used. Cognitive interview methods ensured cultural relevance 
and understandability (37) of key measurements that had not been validated among teens in 
sub-Saharan Africa. Prior to data collection, the survey was translated, back translated and 
piloted with 17 HIV-positive teens. More than 20 leading academic and research experts on 
adolescent health research were consulted on approaches to interviewing HIV-positive 
adolescents, scales used in interviews and overall study design. 

 

The three-year study combines qualitative, participatory and quantitative approaches. In 2013, research 
preparation comprised systematic literature reviews of risk and resilience-promoting factors for 
adolescent adherence and SRH use. It also included extensive consultation with government, NGOs, CBOs 
and our longstanding AIDS-affected Teen Advisory Group. 

Year 1. 2014-15 (underway) will combine qualitative and quantitative approaches. Eighteen months of 
qualitative  research  will   identify  adolescents’  medication-taking practices and engagement with HIV and 
SRH services, and apply participatory methods to develop teen-led support tools. This data directly 
informs the quantitative survey stage which will interview 600 adolescents to examine risk and resilience-
promoting factors in a more generalizable sample. In addition, sampling will allow acceptability-testing of 
the teen-developed support tool. 

South Africa has ART coverage of 52% (38), close to sub-Saharan  Africa’s  median   of   49%      (39). The 
study  will   be   conducted   in   the  Eastern  Cape,  South  Africa’s  poorest   province,  with  30%  antenatal  HIV-
prevalence (40). The study will be conducted predominantly in the Amathole and Cacadu Districts, as well 
as Buffalo City Sub-District.  

3.1. Preliminary consultations 

The study design is based on both a literature review and extensive consultation with government and 
NGOs. Consultations have taken place with: UNICEF, UNAIDS, SA National Action Committee for Children 
Infected and Affected by AIDS, National Departments of Health, Social Development and Basic Education, 
Health Systems Trust, Keiskamma Trust, Kheth’Impilo,  Desmond  Tutu  HIV   foundation,  Kidzpositive,   and  
the Treatment Action Campaign, as well as clinics and youth groups, and our Teen Advisory Group of 
AIDS-affected adolescents, who helped to guide previous qualitative and quantitative research on the 
previous Orphan Resilience study and Young Carers studies (www.youngcarers.org.za). The TAG group 
was established in 2008 and includes children and adolescents living in AIDS-affected families as well as 

http://www.youngcarers.org.za/
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HIV+ adolescents aged between 12 and 19, with whom we have conducted collaborative research since 
2008 (approved by Oxford IDREC in 2008 and 2012 and included in UCT REC applications in 2009). 

3.2. Avoiding stigma 

A primary concern of this study is to avoid the potential for the research to stigmatise participants or their 
families. In light of high levels of HIV-related stigma in South Africa, the quantitative study will be 
presented within communities and organisations as investigating service access for teenagers who have 
had any extended contact with the health system. This ethically necessary methodological approach 
provides an opportunity to identify differences in risk and resilience factors between HIV-positive and 
HIV-negative adolescents, and to explore the need for targeted support.  Recruitment processes and 
documentation will not mention HIV or AIDS, but will mention adolescent health and access to health 
services in general. This approach was emphasised as essential in community consultations prior to our 
past two research studies (Young Carers) in order to avoid unintentional disclosure and stigma, and has 
been   approved   for   both   studies   by   UCT’s   Health   Sciences   REC.   In   each   community   or   location,   both  
adolescents with HIV and those with other chronic illnesses or disabilities (such as asthma or epilepsy) or 
those accessing other types of health services such as home-based care will be included in the study, with 
purposive oversampling of HIV-positive adolescents. This will allow a non-stigmatising research process, 
as  well  as  ‘matching’ of participants. 

 

For the qualitative study, participants will be sampled through women’s  health  clinics,  trauma  clinics,  ART 
clinics, ART support groups and programmes for AIDS-affected and HIV-positive youth. While ART clinics 
and support groups will necessarily target HIV-positive youth, programmes for AIDS-affected teenagers 
may also include those not living with HIV. In these instances, all youth in the programme will be eligible 
to participate in the research, but engaging HIV-negative youth will only serve a comparative and ethical 
function – allowing researchers to observe similar and different experiences between HIV-positive and 
HIV-negative youth, and preventing participation-associated stigma. 

3.3. Community partners: sampling beyond the clinic 

All other known studies of HIV-positive adolescents to date have been based on ART clinic samples, which 
are necessarily biased towards participants more engaged in the HIV health system. If we are to effectively 
identify barriers to SRH uptake and ART retention, it is essential that sampling includes adolescents who 
have never accessed SRH or have ceased ART. Clinic-based samples will include a combination of state 
and NGO-run clinics (both primary health and antenatal facilities), as well as a variety of types of clinics: 
primary, ANC, OPD and women’s   health clinics. Key partners in accessing health facilities are facility 
managers and senior healthcare workers in 31 clinics, Keiskamma Trust (Hamburg), Small Projects 
Foundation, Paediatric AIDS Treatment for Africa (PATA) and provincial government departments. 
Sampling will therefore take place in both clinic and community settings. Adolescents who have been lost 
to follow-up will be identified from clinic-specific defaulter lists, ensuring that the sample has an  “intention  
to  treat”  approach  to  sampling  by  including  all  those  that  have  initiated  ART  and  then  stopped.  Non-clinic 
settings will include schools, children’s   homes,   home-based care organisations and community-based 
sampling through youth programmes in villages or cities. Similar to qualitative research, the researchers 
will also be engaging (in a non-research capacity) with broader categories of youth in the community 
through programme facilitation and workshops. This is to ensure that the researcher team does not become 
associated only with HIV/AIDS, which could amount to participants incurring stigma through their 
association with the researchers. The CBO and NGO advisors, and healthcare workers (both clinic and 
community-based) participating in this research collaboration will guide researchers in selecting, 
approaching and accessing these community forums. 
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3.4. Qualitative methods 

Why qualitative research? 

Public health research and practice has cast the challenge of adolescent ART adherence and SRH service 
use in predominantly clinical terms, informed by a set of assumptions about youth, risk and compliance 
(5,18) with medical prescription. Yet the meaning and relevance of these constructs for adolescents on 
ART and using SRH services remains poorly understood and only superficially accounted for in many HIV 
treatment, care and support programmes.  Exploring  young  people’s  practices  of  ART-adherence and SRH 
uptake as expressions of agency will deepen understandings of youth risk-behaviour, providing a potential 
opportunity to design, implement and integrate health programmes that are more responsive and 
ultimately more effective approaches to adolescent healthcare.  

Public health programmes often position HIV-positive youth both as 'vulnerable victims' and 'reckless risk-
takers'. While the former suggests helplessness, positioning youth as ill-equipped for self-care and 
independence (12), the latter invokes a powerful public health threat. Both assumptions necessitate 
ongoing, but paternalistic, intervention with the aim of encouraging, even policing, youth compliance 
(14,41). Constructions of youth irresponsibility and recklessness are in stark contrast to ideals of 
‘therapeutic   citizenship’   (13,14), now prevalent in HIV and SRH programmes. Here, high demands are 
placed on teenagers to practice 'responsible lifestyles'. This includes strict adherence to complex 
treatment regimens, disclosing to intimate partners, negotiating safer sex and accessing and adhering to 
family planning (often shorthand for avoiding parenthood) - all of which are complicated by context. 
Public health constructions of the behaviours, needs and desires of young people have powerful effects 
on the design, implementation, and ultimate efficacy of interventions. Despite the crucial role played by 
HIV-positive adolescents in their own retention in care and in preventing transmission of HIV, very few of 
the programmatic responses to improve their health-seeking behaviours incorporate adolescent 
participation in their design. 

In the field of HIV programming, a growing body of anthropological and sociological research has 
demonstrated that individuals and societies may have entirely different perceptions and priorities to 
those assumed by public health models (42–45). The standard public health framework often positions 
human beings as isolated decision-makers, unencumbered by social circumstances. Little attention has 
been given to the social structures, obligations or uncertainties that shape health behaviours in ways that 
thwart or contradict medical prescription. 

For example, it is possible that considerations of enjoyment, peer acceptance and dignity may supersede 
those of long-term  survival  for  some  adolescents.  We  need  to  consider  that  secrecy  may  be  an  ‘embodied 
practice’ (46) for these teens – in other words, tactically withholding information regarding sexual 
practices and HIV status may be integral to negotiating the social world, in which norms of culture, 
gender, authority and sexuality may mitigate against strict compliance with prescribed health-seeking 
behaviours such as adherence to ART and contraception. The lived realities of these adolescents may be 
strikingly different from the adult disclosures necessitated by HIV support groups and ART adherence 
programmes. This study will consider the hierarchies of power within which adolescents live – of culture, 
generation and the healthcare system. Without in-depth engagement with the deeply held beliefs and 
understanding of young people regarding the meanings of SRH, chronic illness and bodily integrity, and 
their relation to different conceptions of an adult future – including fertility desires – we risk developing 
ineffective or irrelevant interventions based on inaccurate assumptions that do not account for the 
centrality of agency and locality in health-seeking behaviours, and that thus have little effect on improving 
adolescents’  adherence  to  ART  and  SRH  services.     

While urgent, evidence-based solutions are required to support ART adherence and improve reproductive 
health outcomes among adolescents, this research also recognizes the experiential and cultural 
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complexities of living as a teenager in South Africa. This research therefore aims to generate high-quality 
data on adolescent ART adherence and understandings of SRH through beginning the first phase of the 
study with in-depth, multi-methods qualitative research.  

Qualitative Research Methodology 

Qualitative research will take place in two stages: Stage I will consist of a year-long multi-methods 
qualitative study with 50 adolescents and 70 caregivers, healthcare and social care workers, and will 
explore the web of contextual and interpersonal factors that inform adolescent ART-adherence and 
utilisation of SRH services. Data collection methods will include in-depth thematic and narrative 
interviews, clinic observations, and body-mapping workshops linked with other art-based group work. 

Second in Stage II, adolescents will design youth-friendly support tools to promote ART adherence and 
SRH service uptake, and  contribute  to  planning  the  National  Department  of  Health’s  Youth  Health  Policy  
through review and activities. Researchers will work with HIV-positive adolescents, as well as with NGOs, 
CBOs and clinics, to develop adolescent-led programming recommendations for supporting ART 
adherence and promoting SRH service uptake. While it is difficult to anticipate what form these 
adolescent-led strategies may take, existing tools and best practice approaches outlined in the UNICEF 
Lessons Learned (2013) report will be explored with teen research participants. This stage will use a set of 
participatory   workshops,   and   will   be   guided   by   adolescents’   decisions   on   whether   to   include   other  
stakeholders, for example clinic staff or local leaders, in this process. 

Programmatic interventions that include adolescent participation in youth-friendly health promotion tools 
are starting to be explored in Southern Africa with promising results (47–49). This is in line with global 
policy trends, which advocate for increased community participation in health service delivery, shifting of 
health promotion tasks to lay workers in order to address human resource shortages (50), and greater 
involvement of people living with HIV (PLHIV) (17). By leveraging the participation of HIV-positive 
adolescents in the design of youth-friendly support tools, the study will aim to further programmatic 
collaboration between service users and service providers towards a more holistic approach to youth 
health-seeking behavior. 

This qualitative research will inform the development and interpretation of the quantitative survey, and 
the qualitative and quantitative research team members have planned a set of integrated qualitative and 
quantitative dissemination activities. 

3.5. Quantitative methods 

The findings of the qualitative research, for instance relating to the nature and significance of socio-
cultural barriers that potentially impede ART adherence and SRH service utilisation, have informed the 
content of the quantitative survey, which is underway in 2014. Data collection includes both participant 
self-report and assessment of clinic records. The quantitative study will take place in collaboration with a 
clinical research study led by Dr Craig Carty and Prof. Gerry Boon at Cecilia Makiwane and Frere hospitals 

The first stage of the quantitative survey will interview 600 HIV-positive adolescents. The second and third 
stages of the quantitative survey will include a one-year and two-year follow-up, and a survey with a sub-
sample to test the feasibility of the tool developed through the qualitative participatory workshops. 

The annual quantitative surveys will include 1) biomarkers of adherence; 2) a self-report questionnaire 
that is completed in the supportive presence of an interviewer due to potential low levels of literacy. This 
questionnaire will collect information about socio-demographics, health service access and potential risk 
and resilience-promoting factors for ART adherence and SRH service uptake. Questionnaires will be 
administered using audio mobile-assisted self-interviewing, with language and structures suggested by 
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the Teen Advisory Group and adolescents living with HIV. In addition, 3) clinic-level data will be collected 
from hospitals and clinics.  

The quantitative study will focus on identifying risk and resilience-promoting factors for ART adherence (in 
comparison to other long-term medication) and understandings and uses of SRH services among 
adolescents in South Africa. It hypothesises an interactive model of multiple interlinking influences on 
adolescent adherence, with potential risk and protective factors including neurocognitive, health service-
related, financial, psychological, familial, cultural, nutritional and peer-related ones, but will also include 
factors arising from the qualitative stage. By identifying potentially modifiable intervening factors, this 
study will aim to inform evidence-based interventions to promote ART adherence and SRH service uptake. 
Please contact the research team for copies of questionnaire items at marija.pantelic@spi.ox.ac.uk. A 
follow-up quantitative survey will assess the feasibility of the adolescent-developed support tool in terms 
of fidelity, adherence, exposure, and participant satisfaction. The methodology for feasibility testing will 
follow guidelines for pilot feasibility testing of the Complex Interventions Framework by the MRC (51). 

3.6. Characteristics of the Study Population 

Sampling 
The full mixed-methods study will sample 720 participants (650 adolescents and 70 key informants). The 
proposed qualitative research will include 50 adolescent respondents on ART, and 50 key informants, 
including caregivers, social workers and healthcare workers. The quantitative research will include 600 
adolescents. Sampling for both the qualitative and the quantitative study will use the WHO definition of 
adolescents: aged 10-19 (1,52). 

Qualitative sampling 

The qualitative sample will be comprised of adolescents on ART and HIV-positive adolescents who are 
using SRH services, recruited from sites that provide health and social support services for teenagers living 
with HIV. These include women’s  health  clinics,   trauma  clinics, ART clinics, youth programmes for AIDS-
affected and infected teens and ART support groups. These recruitment sites are likely to produce a 
biased sample given that all adolescents will be currently accessing services. However, engaging 
participants over a year-long period will allow for the inclusion of adolescents who are both retained and 
lost in systems of care. 
 
While   the  study  will  be  presented   to  youth  as  being  about   ‘your   life  and  your  engagement  with  health  
services’,  recruitment  that   is  based  in  ART clinics or programmes for HIV-positive youth implies that the 
researcher is aware of the HIV-status of prospective participants. Presenting the study as being about 
‘your   life  and  health’  will  make   room  for   those  who  are  not  particularly  open  about   their HIV-status to 
participate. Whether or not participants choose to openly disclose their HIV status to the researcher will 
be  left  up  to  them.  Presenting  the  study  as  being  broadly  about  ‘health’  will  also  allow  a  non-stigmatizing 
way to present the research to youth groups that include both AIDS-affected and infected teens. To 
ensure that participants feel comfortable and safe at all times, they will choose the time and place for 
research-related activities and un-structured engagements. 
 
Additional participants in the qualitative study include healthcare workers, social workers, doctors, 
counsellors, teachers and caregivers. Adult participants linked to adolescent participants (i.e. their 
caregivers, health workers or social workers) will only be interviewed with permission from the 
adolescent.   
 
Quantitative sampling 

Due to a lack of data on the population of HIV-positive adolescents and low disclosure rates, identifying 
the composition of a representative sample of HIV-positive teenagers presents numerous methodological 

mailto:mzantsiwakho@gmail.com
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challenges. Extensive review and consultations with the Department of Health and UNICEF have identified 
poor availability of data. National-level data either excludes under-15 year olds (Statistics South Africa, 
2011) or groups by 0-14 and 15-49 years (HSRC, 2009), thus precluding identification of adolescents. The 
2012 UNAIDS Country Report for South Africa, using clinic-level data, is unable to distinguish between 
adults and children – and certainly not adolescents – receiving ART. In addition, there is a lack of data on 
proportions of adolescents infected postnatally, during childhood or adolescence, and of perinatally-
infected adolescents who have been informed of their status (39). 

In summary, the 3-stage sampling strategy is as follows: 1) Probability-proportional-to-size selection of 
ART sites using the Department of Health register and initial clinic mapping results; 2a) Sampling of all 
adolescents on clinic registers that have initiated treatment including adolescents on treatment and in 
care, and adolescents who have defaulted or been lost to follow-up; 2b) Sampling of all perinatally-
infected adolescents on clinic registers including those lost to follow-up and 3) One-year follow-up 
interview and 2-year tracking of clinic records.  

Stage 1: Selection of ART sites using the DoH register. Using a clinic list from online databases of clinics 
and the Tier.net system recently established by the National Department of Health, (e.g. DoH, 2012) we 
consulted with healthcare providers in 84 clinics on the numbers of adolescents on treatment in each 
clinic. Probability-proportional-to-size random sampling from this list, stratified by area, was applied to 
reach the intended 600 cases. 32 facilities with more than 5 adolescents on treatment each were 
stratified in four groups by size: 10 facilities with 5-9 adolescents on treatment, 10 facilities with 10-19 
adolescents on treatment and 10 facilities with 20-60 adolescents on treatment. The remaining 2 
facilities, Frere and Cecilia Makiwane Hospitals, provide treatment for more than 300 adolescents each 
and were thus included in a fourth group. 
 
Stage 2a: Sampling of all adolescents on clinic registers that have initiated treatment in the past three 
years. Using clinic records, all adolescents who have ever initiated treatment will be approached for 
voluntary participation in the study. These adolescents will include primarily adolescents infected through 
sexual transmission. Female participants recruited at ANC clinics will be eligible for the study if they are 
currently on ART as part of a PMTCT programme or if they initiated lifelong ART at pregnancy (based on 
current protocols in which pregnant women with CD4<350 must initiate lifelong ART). Stage 2b: Sampling 
of all perinatally-infected adolescents on clinic registers. Stage 2 sampling will include patients currently 
on treatment, as well as those who are lost to follow-up - no longer attending clinics – estimated 14% per 
year in a recent South African study (22). All other adolescent adherence studies include only clinic 
attendees (2,23,24), but equally important is the inclusion of adolescents who have started treatment but 
who  are  no  longer  or  not  currently  accessing  HIV  services  (often  called  ‘defaulters’  or  ‘lost  to  follow-up’).  
To date, no known adherence studies have included this group, and our sampling approach aims to do so 
in order to minimise potential bias towards adolescents more engaged in the HIV health system.  

Stage 3: Annual follow-up interviews and tracking of clinic records including HI-viral load, pill count 
records, pharmacy refills, loss to follow-up and mortality for two years. All adolescents will be re-
interviewed at one year and adherence will be measured through self-reports. In addition, our clinic-
based research staff will work closely with health facilities over 2 years to record viral load measurement 
and pill counts, and will use clinic records to identify regularity of pharmacy refills, loss to follow-up and 
mortality. Quality of clinic records ranges from excellent to poor, and those clinics with poor record-
keeping have requested assistance with building capacity from our research team to reach Department of 
Health standards. This capacity-building will have a dual benefit of ensuring adequate records for our 
research, and providing support to under-resourced health facilities. Refusal rates and socio-demographic 
characteristics of refusers will be recorded and analysed to estimate the extent of bias in the sample. 
 
All of the very few other known studies to date of adherence amongst adolescents have used clinic-based 
samples. This is problematic as, by default, it excludes key groups of non-adherent adolescents who do 
not attend their clinic appointments (similar to examining truancy by using a sample of school-attending 
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children and adolescents) or adolescents who do not actively engage with the healthcare system, for 
example by sending their caregiver to pick up their medication. In order to access both clinic-attending 
and other at-risk groups within HIV-positive adolescents, a range of targeted sampling strategies will be 
used, with recruitment in a range of locations, including antenatal clinics, ART clinics, testing sites and STI 
clinics, schools, prisons, children’s   homes,   home-based care organisations and community-based 
sampling. 

The research team is aware of the need for extreme sensitivity around disclosure – particularly time since 
disclosure, and context of disclosure – 20% of pregnant adolescents in South Africa are HIV-positive and 
most are diagnosed as part of a Prevention of Mother-to-Child Transmission (PMTCT) programme. There 
are also complexities around partial disclosure (for example adolescents told that they are taking 
medicine  for  an  unspecified  illness),  and  ‘unspoken’  disclosure  (where  adolescents  have  guessed  that  they 
are HIV-positive but have never been told). Some adolescents recruited through clinics will be unaware of 
their own status, and our research team has developed research protocols (see below) to negotiate this 
complex ethical issue. 

3.7. Recruitment and Enrolment 

Recruiting from health facilities: Qualitative and Quantitative Studies 

Government approval will be sought to access state clinics and hospitals, while access to NGO-run clinics 
will be negotiated with NGO management. Healthcare workers at the facilities will be informed of the 
researchers' presence and purpose in the clinics and will be encouraged to ask questions or make 
recommendations. Access to potential adolescent participants will be negotiated with the help of doctors, 
nurses, community healthcare workers/expert patients. While there are clear power inequalities between 
community healthcare workers and their patients, qualitative research among community healthcare 
workers suggests that they are more trusted than nurses or doctors (53). Recruitment for the quantitative 
study in clinics will be conducted by research assistants who will be assigned to work in particular clinics, 
where they will build rapport with healthcare workers and clinic staff. In the first place, clinic cards and 
patient rosters, provided with the permission of site staff, the district, and the provincial Department of 
Health, will provide information about eligible participants, including the numbers of eligible adolescents 
on treatment and their status (active, transferred or lost-to-follow-up). Adolescents who present for 
treatment  at  the  ART,  women’s  health,  OPD  and  trauma  clinics  of  healthcare  facilities  will  be  approached 
with information about the study, and a request to participate should they wish to. The process of obtaining 
assent and consent is clarified in detail in below. 

Because teens may not have disclosed their HIV-status or sexual activity to their family, negotiating initial 
access through caregivers or guardians may risk violating their privacy. It is notable that the consent of a 
legal guardian is not required in order for a child older than 12 to initiate ART or access a range of SRH 
services. However, legal guardians will need to provide consent about their child participating in a research 
project about young people's experience of health services. Community health workers, who interact with 
families regularly, may also assist in negotiating legal guardian consent.  

The question of consent is disputed terrain, especially given that adolescents are situated within the 
complex power structures of the clinic or hospital, communities and homes. Access and consent will need 
to be negotiated and re-negotiated on an ongoing basis, with continual re-enforcement that participation is 
voluntary and may be withdrawn at any time without repercussions. Importantly, researchers will ensure 
that any sign of discomfort or non-consent (whether verbal or not) will be interpreted as non-consent, 
following Psychological Society guidelines in working with children.  

3.8. Inclusion and Exclusion Criteria 

Qualitative study 
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Participants are eligible for one-on-one research engagements (individual interviews, unstructured 
participant observation, participatory group workshops) if: 

a) They are between the ages of 10-19 years, 
b) They are currently initiating/or have previously initiated ART or are accessing SRH services, or 

they are attending a youth programme for AIDS-affected teens, and 
c) If they are below 18 years of age, they, and their legal guardian, have given written, informed 

and voluntary consent 
Participants are eligible for group research activities (body mapping and associated focus groups, 
workshop-based support-tool development) if: 

a) They are between the ages of 10-19 years, 
b) They are currently initiating/have initiated ART, 
c) If they are below 18, they, and their legal guardian, have given written, informed and voluntary 

consent, 
d) They are part of a pre-existing group of openly-disclosed HIV-positive teenagers, 
e) They are willing to discuss their experiences of HIV with the researcher and fellow participants, 

and 
f) They sign a confidentiality agreement stipulating that they will not share what is discussed inside 

the group-space with others. 
 

Quantitative study  

Participants are eligible for the quantitative study if: 

a) They are between the ages of 10-19 years old, 
b) They have accessed/are accessing treatment for HIV (antiretrovirals), and 
c) If they are below 18, they, and their legal guardian, have given written, informed and voluntary 

consent. 

3.9. Qualitative Research Procedures 

The qualitative study will engage adolescent participants over an eighteen month period, using multiple 
methods to explore their treatment decisions and retention in HIV and SRH programmes. A range of 
participatory and more structured data collection methods will complement observation and un-
structured research. Group-based activities will form part of ongoing programme facilitation with HIV-
positive youth, which researchers will conduct in collaboration with local HIV/AIDS organisations. In 
addition to working with youth participants, interviews will be conducted with caregivers and healthcare 
workers, who may or may not be those caring for or providing services to the teenage participants.  

This study design aims towards a minimally invasive, participatory research methodology (54) that will 
facilitate the collection of triangulated qualitative data. The research methodology, while systematized 
and well-substantiated, will also be adaptive and responsive to contextual, ethical or practical demands. 

Existing qualitative research on adolescent adherence to ART has often been conducted with caregivers 
(55) producing research about children, but rarely involving children (56). The reasons for avoiding 
research with adolescents pertain to ethical considerations over their vulnerability and concerns that data 
obtained from children may be less reliable. However, there is a growing body of literature arguing that 
adults cannot serve as proxies of adolescent experience and that young people can be competent 
participants, as long as researchers facilitate their participation with caution and sensitivity (54). 

In South Africa, seminal studies have facilitated focus groups with HIV-positive adolescents on ART (21,57) 
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and conducted qualitative interviews with youth and their caregivers (57). Mixed methods approaches 
conducted within a more extensive time-frame will facilitate rapport between researchers and 
respondents, thereby improving the validity of data collected and allowing for triangulation of methods. 

Qualitative data for this study will be collected through: ongoing participant observation, semi-structured 
in-depth interviews, clinic observation, body-mapping, and participatory group workshops. More detail on 
how, and at what stage, of the research process these methods will be implemented is provided below. 
The use of a variety of methods, both traditional and innovative, may help to address some of the ethical 
and methodological issues that arise in conducting research with adolescents (58). It may help sustain 
participants’   interest,  guard  against   the  bias  of  using  a   single  method,   triangulate   and   crosscheck  data,  
determine the efficacy of different methods (58), and negotiate a balance between non-invasive 
participation and guided interaction.  

Rapport-building and participant observation 

Identifying and recruiting participants for this study will require careful, creative and adaptive strategies, 
which give full consideration to the ethical and methodological challenges of working with teenagers, 
speaking about sensitive topics like sex, health and illness, and entering the research setting as an 
outsider. The research team has established partnerships with local HIV/AIDS organisations, primary 
healthcare clinics, and hospitals, all of which will advise on the most appropriate way to approach 
potential participants. The research design will also be informed by ongoing consultations with AIDS-
affected and HIV-positive teenagers, both through activities with our long-standing Teen Advisory Group 
and our involvement as volunteer facilitators in a number of programmes for HIV-positive youth. These 
interactions will provide an opportunity to learn how young people prefer to be engaged, what their 
interests and concerns are, and what discursive strategies they use to understand and to describe 
sexuality and health.  

Research will begin with an 8-week period of rapport-building, during which researchers will build 
relationships with HIV-positive adolescents through ongoing participation in NGO programme activities, 
observation in primary healthcare clinics, and shadowing community health workers. As researchers build 
relationships with adolescent patients, they may also participate in aspects of their daily life by walking 
them home, attending extra-curricular activities, meeting friends and family etc. Researchers will also be 
facilitating a range of extra-curricular programmes, including art-making, health-related workshops and 
skills-building with HIV-positive young people over this period. The numerous interactions with HIV-
positive youth, both inside and outside of health facilities, will allow opportunities to start negotiating 
future, more structured research participation. During the rapport-building phase, both health-facility and 
programme-based  youth  will  be  aware  of  the  researchers’  position as a participant observer. Permission 
to access state health facilities was obtained from the South African government. Researchers will always 
introduce  themselves  as  researchers  to  those  who  enter  the  ‘scene’  of  study.   

During the period of initial rapport-building and observation, adolescents will decide if they would like to 
participate in more ongoing (one-on-one un-structured time with the researcher) and/or structured 
(workshops,, body-mapping or interviews) components of the research, and offer suggestions of how, 
when and where they would like to engage with researchers. In cases in which participants indicate an 
interest in participating, the researcher will begin negotiating legal guardian and/or other forms of adult 
consent in consultation with the adolescent (as explained in the section on consent below). Another key 
aim of the rapport-building period will be to recruit Xhosa-speaking key informants to assist with access 
and translation. These may be teenagers or adults, depending on what is appropriate for the setting, and 
what participants are most comfortable with.   

In  light  of  low  disclosure  rates,  the  possibility  that  legal  guardians  may  not  know  about  adolescents’  HIV-
status or SRH service access, and the fact that some of the recruitment sites may also include HIV-
negative teens, recruitment materials and consent forms will not make reference to HIV. One-on-one 
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ethnographic engagements, which will lead from initial rapport-building and group activities, will be 
guided by participants, and may include walks, visits to the family home or attending the clinic together. 

During the period of rapport-building, participants will be informed of a range of upcoming, more 
structured research activities in which they could choose to participate. Participation will be voluntary and 
may be withdrawn at any time without consequence. The order in which activities take place will be 
negotiated in field and may occur simultaneously for participants who choose to take part in more than 
one activity. Research activities will be introduced as ways for young people to tell stories about their 
lives, their bodies and their health, and will not make explicit mention of HIV. The extent to which 
teenagers reveal their HIV-related experiences will be left up to them, and may depend on the nature and 
context of the research activity.  

Research activity 1: In-depth interviews 

Adolescent participants may volunteer to participate in a series of (largely informal) interviews, some 
more lengthy than others. These interviews will be interspersed and sometimes merged with 
ethnographic   activities,   such   as   visits   to   adolescents’   homes,   playing,   cooking   or   visiting   the   clinic.   The 
participant will chose the interview location and, with their consent, some of these interviews may be 
recorded, although it is more likely the researchers will take notes. Initial interviews will ask about the life 
histories (59) of respondents, beginning with an open-ended  question  like,   ‘Can  you  tell  me  the  story  of  
your  life?’  and  probing  where  necessary.  These  initial  interviews  will  elicit  information  about  respondents’  
upbringing, when they were diagnosed with HIV, how they discovered their status, their experiences of 
SRH services, their past experiences of sexuality and intimate relationships, and the current members of 
their   household.   Life   histories   provide   a   vital   context   through   which   to   understand   respondents’  
behaviour.  

Follow-up   interviews   will   explore   participants’   daily   lives,   engagement   with   HIV   and   SRH   services,  
treatment practices, and perceptions and experiences of HIV, particularly as they pertain to major health 
events such as an opportunistic infection or pregnancy, adherence struggles and successes. Where 
respondents have also taken part in body-mapping, interviews will be informed by the themes and ideas 
that emerge through these media. 

All interviews will explore a list of themes, but will be minimally-structured. Using open-ended questions 
is more likely to evoke a genuine, spontaneous and un-manipulated narrative as well as eliciting un-
anticipated findings (60). Where necessary, gaps will be filled with more follow-up questions or prompts 
(61).  Where  feasible  and  consented  to,  we  will  also  conduct  interviews  with  respondents’  guardians  and  
healthcare   workers   to   explore   their   perspectives   on   respondents’   health-related practices. Separate 
interviews will also be conducted with 68 healthcare workers, social service providers and guardians 
about their experiences of caring for adolescents on ART.  

Research activity 3: Body-mapping/focus group discussions 

Body-maps are life-size body outlines, filled with visual representations of experiences, feelings and 
interactions as they relate to the body and the social world. They are useful for research relating to health 
and illness because they are able to visually represent the interactions between the physical self, 
perceptions of illness and wellbeing, personal identity and social context.  

Body-maps have been used as a therapeutic tool among HIV-positive women in Khayelitsha (62,63) to 
convey  experiences  of  living  with  HIV  and  taking  ART.  During  the  ‘Mapping  Our  Lives’  workshops,  women  
engaged with medical knowledge, which included anatomical diagrams of organs and representations of 
the virus. But participants were also encouraged to create spaces for the social - to  “think  of  the  body  as  a  
museum  of   life”   (62). The PI and other researchers on this project have previous experience facilitating 
body-mapping workshops. Body-mapping and other research activities that use visual media to explore 
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teenagers’  experiences  of  ART  and  SRH  may  be  conducted  through  weekend  workshops  or  through  two-
hourly sessions connected to support group activities. 

This activity will only be undertaken with HIV-positive adolescents who are willing to disclose both to the 
researcher and to other adolescents in the body-mapping group. Body-mapping workshops will be 
conducted with pre-existing groups of disclosed adolescents, such as support groups or programmes for 
HIV-positive youth. Where non-disclosed adolescents participate in these workshops, extreme care will be 
taken to uphold participant confidentiality. In our past research, this has taken the form of framing 
questions about illness and medicines in the more general sense of chronic illness and treatment, rather 
than with specific reference to HIV and ARVs. A confidentiality contract is discussed and signed by the 
group in the first session of the workshop.  

The first hour of each body-mapping session will be spent in open-ended focus group discussions. These 
discussions will address relevant themes, including living with HIV, taking medication, adherence to 
medications, and sexual and reproductive decision-making. Respondents will reflect on their experiences 
in the home, at school and in the clinic, as well as their perceptions of HIV, ART, contraception and other 
SRH services (such as pregnancy testing and abortion). Reflections generated in these discussions will be 
mapped in and around the body outline; using symbols, words and pictures. 

Given the effect of peer influence on adolescent behaviour, researchers will need to consider the extent 
to which focus group responses are shaped by peers in the group. Respondents may not be willing to 
share the intimacies of living with HIV with their peers, in which case body-mapping strategies will be 
adjusted to accommodate one-on-one as opposed to group reflections.  

In this study, the processes of creating body-maps, eliciting the reflection and expression of participants, 
will be more important than their final product. The maps will be used to elicit discussion in follow-up 
interviews, as well as to verify and develop emerging themes in this study. Importantly, respondents 
should provide their own interpretations of their artwork (56). Data will also be collected through the 
focus group discussions that serve as part of the body-mapping process. As with in-depth interviews, 
adolescents who participate in body-mapping and diary activities may choose to engage with researchers 
on more casual terms beyond these semi-structured methods of data collection. 

Research Activity 4: Clinic observation and shadowing of healthcare workers 

Healthcare workers constitute a vital vanguard in the provision of HIV and SRH care and treatment 
services to HIV-positive adolescents. Through close and respectful observation of the experiences and 
practices of healthcare workers, this research will explore the challenges that they experience in their 
clinical encounters with HIV-positive   teens.   Permission   to   ‘work-shadow’   healthcare   workers   who  
encounter HIV-positive  adolescents  through  their  work  at  ART,  Women’s  Health,  OPD and Trauma clinics, 
will be sought from both hospital management, nurse managers, and the healthcare workers themselves. 
If this permission is granted, researchers will shadow healthcare workers, with a particular focus on 
nurses, the front-line care providers in most of these clinical contexts. Through clinic observation, 
supplemented with in-depth interviews, researchers will aim to learn about how nurses experience 
consulting, treating and supporting the teens in their patient cohorts. It will explore their understandings 
of the greatest facilitators of, and barriers to, ART adherence and the uptake of SRH services, as well as 
their intimate and direct knowledge of how the services which they provide may potentially be improved 
to support better health outcomes among teenagers.  

Tool Development 1: Working with adolescents to collaboratively design support tools for adherence and 
access to sexual and reproductive health services 

Through participant observation, interviews, and body-mapping, researchers will identify adolescents who 
experience challenges in accessing and adhering to ART and SRH, and who may be interested in exploring 



 35 

ways to circumvent or face these challenges. Researchers will work with these adolescents, as well as with 
NGOs and clinics, to develop adolescent-led guidance for ART and SRH programming. This part of the 
study will be focused on adolescent-led strategies and approaches, and it is difficult to anticipate in 
advance what form these may take. This stage will build on the previous ethnographic and qualitative 
processes, including a small number of additional adolescents if desirable, and will take place through a 
set   of   participatory   workshops.   Study   design   will   be   guided   by   adolescent’s   decisions   on   whether   to  
include other stakeholders – for example clinic staff, or local leaders – in this process. A primary goal of 
this stage is to allow the direct input of adolescents into the design and programming that is usually 
undertaken on their behalf. In addition to tool development, the workshops will focus on assessing 
feasibility in terms of: (i) acceptability of intervention, (ii) barriers to implementation and participation 
(64) and local contextual issues. 

Integrating and linking with quantitative methods 

To date, research on ART adherence and SRH decision-making among HIV-positive children and 
adolescents has been minimal, and what is available has been characterized by a sharp divide between 
qualitative and quantitative studies. Clinic-based quantitative research has been unable to account for the 
subtlety and complexity of influences on adolescent ART adherence and SRH decision-making, nor has any 
known research included adolescent participation in the design of surveys and support tool.  

This study has the further aim of directly informing the design of a linked quantitative study of barriers 
and facilitators for HIV-positive and -negative adolescents, and to utilize this larger sample to test for 
acceptability the adolescent-designed support tool described above. Sequencing of research has allowed 
data collected and analysed in the qualitative study to contribute directly to the quantitative study – not 
only in what questions are asked, but also in how they are asked and in what order. By exploring the 
cultural, generational and gendered structures of authority in which adolescents are embedded, and by 
eliciting important information about the way in which adolescents understand, live and speak about key 
concepts such as HIV testing, ART medication, contraception and fertility desires, the quantitative study 
design has been guided by its findings in study design, and sensitised to the context in which this data is 
gathered. 

By working as a team with both qualitative and quantitative researchers, projects will be integrated not 
only in design, but also in the development of inter-disciplinary understandings of the experiences of HIV-
positive adolescents, particularly as these relate to and influence their uptake of, and adherence to, ART 
and SRH. This cooperation has been key during the design of this research protocol and will continue 
throughout analysis and dissemination.  

3.10. Quantitative Research Procedures 

The quantitative data collection process will include: (1) participant interviews, (2) secondary data from 
patient records, and (3) facility-level information. 

Quantitative Measures – Questionnaire 

The questionnaire has been drafted after consultations with over 20 experts in the field of adolescent health 
and piloted with HIV-positive youth in South Africa and the region. Measures use (where available) tools 
validated in Southern Africa (65–67). All measures have been piloted prior to use. 
 
Digital devices – 7-inch tablets – will be provided to participants for completing the questionnaire. Trained 
research assistants will sit with adolescents to demonstrate how to use the tablet and to guide the participant 
where necessary. The participant will then be offered the opportunity to complete the questionnaire 
autonomously. The name or contact details of the participant will not be included in the questionnaire – 
each individual will only be identified through a unique participant ID. Data will later be collated, but the 
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confidentiality of the participant will be upheld. The use of mobile devices – 7-inch tablets – will increase 
the accuracy of the answers given by participants. Adolescent participants of multiple studies using mobile 
devices have reported that this method allows for more truthful answers and greater confidentiality (68–71). 
A study among students in South Africa concluded that most students perceived the electronic 
questionnaire to be a more confidential method of answering questions about sex: 77% of those using 
electronic questionnaires and 51% of those using paper questionnaires (72). The cellphone number made 
available  in  recruiting  material  will  only  be  accessible  to  the  research  team.  If  participants  leave  a  ‘please  
call  me’  message  (a  free  text  message),  only  the  research  team  will  contact  them.  Should  participants  share  
additional contact details with researchers (Facebook, Mxit, etc.), this information will be kept confidential. 
 

(i) Outcome measures: Adherence. For adolescents who report having been prescribed any 
chronic medication, a triangulated approach to measuring ART adherence, found to be the most reliable 
method amongst youth (73,74) will be used. It is important to measure adherence across a sufficient but 
feasible time period. Our systematic reviews of ART adherence amongst adolescents, adults and children 
(in preparation) found either cross-sectional surveys using retrospective reporting of general adherence 
(75), or of past 3 days (76,77) with a small number of studies using pharmacy refills up to 24 months (2). 
Although pharmacy refills are only a moderately reliable indicator of ART adherence, it is important to 
measure adherence over a longer-term period by identifying change over time. This study therefore 
proposes the use of three methods for assessment of adherence. 1) each participating adolescent will 
receive visits,  including a questionnaire completed with the help of an interviewer. These will collect 
information about ART adherence, socio-demographics, service access and potential risk and resilience-
promoting factors, using standardised instruments and triangulating measures of adherence (78,79) and 
used in South Africa (80–82); 2) viral load and CD4 cell-count (where available) measures; 3) medication 
refill rates (83). Viral load, CD4 and medication refill rates will be recorded from patient files at each 
facility where they are receiving care. 
 
Sexual and reproductive health outcomes will be measured using standardized tools from similar Southern 
African studies and studies among HIV-positive adolescents in the region and globally. Sexual health 
outcomes will include measures of: (i) sexual activity: debut, current levels, (ii) types and number of 
partners (84) condom use by partner type, (iv) forced sexual experiences/ sexual abuse, (v) transactional 
sex, and (vi) HIV knowledge and attitudes. Reproductive health outcomes will include (i) parenthood 
ideations and plans, (ii) pregnancy – past and current, and use of contraception (hormonal, condom, 
termination of pregnancy, etc.). Through open-ended questions, the survey will explore experiences of 
adolescents in accessing SRH services and potential reasons for dropping out or defaulting. 

Potential risk & resilience factors: (Figure 1) Individual factors include mental health issues (85), HIV-
related neurocognitive impairment (23), physical and learning disability (86), level of treatment 
understanding, and beliefs in myths or fears around HIV or medication (87). Gender, sexuality and sexual 
health factors are highlighted as important by HIV-positive adolescents (88). Potential factors include 
transactional sexual relationships and challenges around disclosure to sexual partners, particularly 
unintended disclosure via taking medication (21). Teenage pregnancy and enrolment into a PMTCT 
programme may positively or negatively impact adherence. Studies of PMTCT programmes report low 
adherence, and a qualitative study of teenage mothers reported overwhelming fears of confidentiality 
breaches by obstetrics staff (89). In addition, contraceptive and sexual health services use may impact 
adherence, with reports of healthcare staff strongly critical of adolescents wishing to have sexual 
relationships and plan families. 

Family and community factors: Qualitative studies suggest that family relationships and extent and nature 
of primary caregiver involvement may be crucial (90). Potential factors will include HIV disclosure by and 
to families (and timing and nature of disclosure) (91), migration, changes of primary caregiver due to 
death and illness, physical, emotional and sexual abuse and domestic violence (92).  

School, peer & community factors may be particularly important as adolescents develop social identities 
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(93). Potential factors include bullying, stigma and support inside and outside school (94), school 
attendance and achievement, drug and alcohol use, gang membership and incarceration. 

Structural factors: Social protection and economic factors include socio-economic status, food security 
(95) and access to services such as state grants and social services. Distance and transport to clinics have 
been shown to impact adult adherence (96), and may present even greater difficulties for adolescents 
with fewer financial resources. Antiretroviral, HIV treatment, care and support service factors include use 
of traditional healers, the social position of those who may recommend alternatives ART (97), complexity 
of regimens and palatability of medication. Side-effects of medication (such as fat redistribution – 
lipodystrophy) may be especially embarrassing for adolescents in their peer environment. Prior research 
indicates   that   experiencing   lipodystrophy   and   other   side   effects   of   HIV  medication   can   affect   people’s  
self-esteem, sense of control, social and sexual relations, and can contribute to demoralization, forced 
disclosure, and the decision to stop treatment (98,99). Access to HIV support services such as support 
groups, youth clubs and adherence monitors, may be an important predictive factor. In addition, 
adolescent experiences in health services may be relevant, as qualitative studies report adolescents 
treated with disapproval and contempt by healthcare staff (100). 

Based on the initial findings of the qualitative research and participatory workshops on tool development, 
the final step of quantitative research will involve testing the feasibility of a tool for young people 
developed by adolescent   participants.   A   quantitative   appraisal   of   the   tool’s   accessibility,   potential   for  
reach and exposure will be conducted with a sub-sample of the expected 600 youth. Based on the main 
content of the tool, short-term outcome measures shall be selected and measured during the initial data 
collection and feasibility step. These outcomes will most likely include adherence to ART (past-month 
recall) and utilization of SRH services (primarily pregnancy, contraceptive use and TOP services). 

Figure 1: Hypothesised risk and protective factors for adolescent ART and SRH use 
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Quantitative Measures – Retrospective and Prospective Patient Records 

In light of potential poor treatment and health literacy rates among patients on ART, the questionnaire 
information on CD4, viral loads and medication refills (2) will be complemented with data recorded from 
patient files. This data will be recorded using a protocol previously applied in other studies among 
adolescents on ART (94) adapted to patient files in the facilities that participate in the study. Participant 
self-reports through the questionnaire and data extracted from patient files will be linked through an 
anonymous unique identifyer. Data will be extracted from patient files at baseline and on an annual basis 
for two years (2015-2017). 

Quantitative Measures – Clinic-level information 

An extensive literature review on factors affecting adherence and access to SRH points to a series of clinic-
level factors that affect both. Factors including clinics-based nutrition programmes, staff/patient ratio, 
provision of counselling, and ease of access to patient records are associated with improved adherence or 
access to SRH services (literature review is in process). To that end, the research team will develop a 
clinic-level   “profile”  of   literature-informed indicators, which will be linked to each patient who receives 
care in that clinic during data analysis. Clinics will not be uniquely identified, but dummy variables will be 
computed based on the clinic-level factors for participants who receive care in that facility. 

3.11. Data entry, safety, monitoring and storage 

Data quality will be ensured through rigorous training, spot-checking during data collection and during 
data entry, which will happen in parallel with data collection. All data collected will be automatically 
uploaded into a secure server through an open-source software platform – Open Data Kit 
(www.opendatakit.org ), which will be anonymized prior to data analysis to ensure confidentiality of 
participants. Regular backups of all data will ensure that the database is safe. 

Every  effort  will  be  made  to  maintain  participants’  confidentiality.  All  data  will  be  identified  by  a  unique  
participant number and kept in confidential files. Identifiers will be removed from interview transcripts, 
questionnaires and original recordings, and coded so that only the researchers can access identifiable 
information. No individual identifying information will be collected or disclosed in reports, publications, or 
presentations.  

Participants will be notified, both verbally and in consent forms, that confidentiality may be breached if the 
participant is considered to be at significant risk of harm. This includes abuse, neglect or family violence 
(further details below). 

Electronic versions of transcripts, recordings, questionnaires and field notes will be kept in a password-
controlled electronic file, accessible only to the researchers. All study documentation including 
questionnaires and informed consents will be kept in locked cupboards or password protected hard-drives/ 
computers. Consent documents will be kept separately from questionnaires. Hard-copy data (transcripts, 
field notes and questionnaires) will be coded – removing identifiers so that only the researchers are able to 
link it to individuals using a study master list available only to the project investigators and fieldwork 
project managers.  

Data will be stored within the secure offices of the AIDS and Society Research Unit at UCT.  

3.12. Data Analysis  

Qualitative Study 

http://www.opendatakit.org/
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Qualitative data analysis will adopt key procedural principles from Grounded Theory (101). Data collection 
and analysis will occur simultaneously, 2.) Analytic codes and categories will be developed from the data 
and not from preconceived hypotheses, 3.) The analysis will use constant comparison to compare 
similarities and differences across and within themes, thereby limiting bias, 4) Theoretical memo-making 
will occur alongside analysis and during the write-up, and 5) The sample will be selected for the purpose 
of theory construction as opposed to the representativeness of the given population, following theoretical 
sampling, common to grounded theory (102). Multiple researchers will review the coded data in order to 
verify findings. The characteristics of the sample recruited will be thoroughly and clearly presented to 
ensure that others may assess the credibility and transferability of findings (103). Although safeguarding 
the confidentiality and anonymity of the participants is paramount, analysis will document the overall 
pool of available teenagers, caregivers and healthcare and social support workers that were deemed 
eligible for participation, how many refused to participate and their reasons for refusal. 

Quantitative Study 

Data analysis will be undertaken in SPSS and AMOS (with MPlus if needed). Where relevant, mixed-
method data will be used. All analyses will control for socio-demographic co-factors and potential 
confounders. 

Research aim 1: To examine differences in rates of adolescent adherence and access to SRH amongst key 
subgroups will use descriptive statistics, multivariate regression and ANCOVA.  

Research aim 2: to identify which risk and resilience factors predict ART adherence and SRH uptake 
amongst adolescents, to investigate interactive pathways, interactions and cumulative effects between 
factors will use multivariate regression, and a set of statistical techniques previously utilised in our 
longitudinal studies of AIDS-orphaned children. These include log-linear modelling (104), testing of 
interaction effects in regression models, mediator and moderator analyses in path analysis, and structural 
equation modelling – which allows simultaneous analysis of multiple predictors, intervening variables and 
outcomes(105). 

Research Aim 3: To examine whether risk and resilience factors and pathways differ among subgroups of 
HIV-positive adolescents will use ANOVA, SEM and log-linear modelling to compare subgroups; 

Research Aim 4: To determine whether HIV-positive and HIV-negative adolescents have different exposure 
to risk and resilience-promoting factors, and to health services will use multivariate regression and 
ANCOVA. 

Finally, the quantitative study will analyze the feasibility of the tool developed through participatory 
workshops, focusing on participant satisfaction and potential for adherence/exposure to the tool by HIV-
positive adolescents. Descriptive statistics and regression will be used to identify which tool features are 
most appropriate for HIV-positive adolescents. 

4. Risks and Benefits for Participants 

 
This study aims to investigate risk and protective factors for ART adherence and SRH service uptake 
among adolescents in South Africa. We will be interviewing adolescents as young as 10 years old, and 
because the interviewers are adults, this presents a significant power inequality. This power differential is 
further complicated by class and language distinctions between researchers and study participants. These 
inequalities will be sensitively and carefully considered. Building trust and rapport with participants, and 
explicit reflexivity during data collection, data analysis and reporting of the study will all be essential in 
generating high-quality data and research findings in a non-coercive setting. When fieldworkers are 
employed and trained for the study, training will focus on building social sensitivity towards unequal 
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power relations.   By   explicitly   encouraging   social   sensitivity   and   awareness   of   our   team’s   roles   as  
researchers and social positions, we will reduce feelings of inequality and prevent coercive work with 
participants. It is also important to recognise that in a positive and youth-centred research environment, 
adolescents may benefit from the opportunity to interact with adult facilitators. Adolescents may 
appreciate a trusted adult to confide in and an opportunity to access information in a confidential setting. 
We do not anticipate that the interviews will cause any additional distress either to adolescent 
participants or their caregivers. However, in order to reduce any risk of respondents becoming distressed, 
guidelines have been developed (see below).  

We note that – in all our previous studies – a range of complex cases of children and youth in extreme 
need have arisen from our research (partly because this is often the first opportunity a child has to discuss 
in detail their lives, we have very high levels of disclosure regarding rape, abuse and other traumatic life 
events and conditions). All cases where a child or adolescent may be at risk or is experiencing significant 
harm are discussed in detail with the qualified South African child protection social worker on the team. 
Given the very low availability and variable quality of social services in some low-income areas of South 
Africa, close supervision by the social worker is provided of all cases, referrals and any supportive action 
taken by the team. 

1) Qualitative data collection tools will be participant-driven and youth-oriented. Quantitative 
interview materials administered through tablets include teen-friendly images and language 
designed to engage youth in a comfortable and open style.  

2) The majority of adolescents in this study will be HIV-positive and will have disclosed their HIV-
status to the researcher in confidence. This study recognises the duty of researchers to uphold 
participants’   constitutional   right   to   privacy   and   dignity,   particularly   in   a   context   where   HIV  
remains highly stigmatised. Therefore, in line with the National Health Act (2004) and legal 
guidelines released by the Open Society Foundation (106) as well as the former AIDS Law Project 
(2003), researchers will not disclose the status of adolescent participants without their explicit 
consent. All researchers involved in the project have been trained on strict confidentiality and 
disclosure guidelines and have signed a fieldwork agreement that includes this information. In 
cases where HIV-positive participants report having unprotected sex with their partners, 
resulting   in   a   tension   between   the   participant’s   right   to   confidentiality   and   the   public   health  
impetus to protect at-risk partners, researchers will adopt the following procedure as per recent 
guidelines: 1) advise the adolescent about the risks of unprotected sex for both their own health 
and the health of their partner, 2) encourage voluntary disclosure and safer sex and provide 
support to the participant, 3) suggest a joint session with a trained HIV/AIDS counsellor who can 
assist the adolescent in disclosing or negotiating safer sex, 4) if these approaches are not 
successful, the researcher will inform the participant that they will be informing a doctor or 
healthcare worker familiar with the adolescent, explaining the ethical obligation to do so. This is 
in line with section 14 (80) of the National Health Act, which makes provisions for disclosure if 
non-disclosure amounts to a serious threat to public health. When consent for participation is 
sought, participants will be made aware that their confidentiality will be breached only to 
prevent grave harm and never before consulting with them. If researchers have to resort to 
informing  a  healthcare  worker  of  a  participant’s  unsafe  sex  practices and non-disclosure, it will 
be recommended that the relevant healthcare worker follow established best practice for HIV 
disclosure outlined in published legal guidelines (106). 

 
3) Given the complex nature of adhering to long-term medication, this study will identify a number 

of adolescents who have defaulted or not yet initiated life-saving medication, including ART or TB 
medication. In cases when participants report non-adherence, the researchers will highlight the 
importance of adherence to medication and encourage the participant to consult their 
healthcare workers and adherence buddies. Specific information obtained on the dosage, 
adherence patterns and other influencing factors for each individual will not be shared with their 
healthcare worker or legal guardian in order to maintain participant confidentiality. However, 
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adolescents experiencing symptoms of TB, pneumonia or any other opportunistic infection will 
be referred to a healthcare professional. Given the risk of significant harm, this constitutes a 
legitimate breach of confidentiality. Participants will be told at the consent stage and in 
information forms that there are limits to confidentiality when someone is deemed to be at risk 
of significant harm. 

4)  In order to protect confidentiality of the participants and protect them from the stigma 
associated with HIV/AIDS, each interview will be conducted with as much privacy as possible in a 
space chosen by the participant. In addition the study will be presented within communities as 
investigating health and social services experiences generally, rather than being an HIV-specific 
study.  

5) As in all research with children and adolescents, there is a possibility that participants will take 
the opportunity to disclose difficult living circumstances or abuse. This study recognises that 
researchers have a responsibility towards children who may disclose information showing them 
to be at risk of severe harm. Recent research in South Africa has carefully considered these 
issues.  Guidelines  are  set  out  by  the  HSRC/UNICEF  study  on  children’s  psychological  adjustment  
in South Africa (107) and   in   the   South   African   Children’s   Institute/ACESS   Child   Participatory  
Poverty Research (108). These promise confidentiality except when a child is shown through the 
research to be at risk. In cases of risk, and with the consent of the child, they will either be 
referred to organisations that can provide assistance (ACESS study), or their caregivers will be 
told (UNICEF study). The choice of these options will be made in consultation with the social 
worker and psychologist on the research team, and on the basis of best outcomes for the child. 
Most research with vulnerable children in South Africa considers it an ethical principle to provide 
help for children whom the research identifies as in need. For example, research undertaken by 
the Medical Research Council Unit for Anxiety and Stress Disorders routinely refers children to 
child psychiatric services or to the University of the Western Cape Child Psychology clinic in cases 
in which there is need for these services (109,110). A University of Cape Town study on child 
mental health referred children in need to social services, as does research in the Africa Centre 
on HIV-positive caregivers and infants (111). Researchers on this team have been investigators 
on three previous studies with AIDS-affected children in South Africa. Based on these studies and 
on protocols devised from research studies with similarly vulnerable groups (112), the following 
protocol is proposed:  

a) Informing all participants at the consent stage that everything said will be confidential unless it 
becomes clear that they are at risk of significant harm. 

b) If information is disclosed that suggests that the participant, their sexual partner, or a member of 
the household is at risk of significant harm, the researcher will discuss concerns with the child at the 
end of the interview before any further action is taken. 

c) If the participant or a member of their close network is at risk of severe harm, the researcher will 
discuss the possibilities for referral with the child participant. If the child does not consent to sharing 
of information, and the harm is not considered to be significant, the child will be given information 
about self-referral agencies such as ChildLine SA. 

d) However, if the harm is considered to be significant the researcher, assisted by employed fieldwork 
volunteers, will consult with social services or other organisations. If the decision is made to take 
action, the participant(s) will be informed (Please see attached draft referral form). If referral requires 
disclosing  the  child’s  HIV-status, then the procedure described in 2) above should be followed. 

6) This study has an obligation to plan for the possibility of participants, child or adult caregiver, becoming 
distressed. All interviews will be trained and experienced in working with affected children and families. 
The research team includes a social worker, a psychologist and HIV counsellors who will be available to 
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supervise researchers and help them to discuss issues with the families and children following the 
interviews. As discussed above, if there is a need for a participant to access more extensive support (such as 
consulting a counsellor or attending a clinic) referrals will be made (Please see sample referral letters in the 
appendices). 

The research team is obligated to any participant who may feel distressed following the study or who may 
reports behaviours that require follow-up counselling. All interviewers are trained and experienced in 
working with affected children and their families. If a participant becomes distressed, interviewers will be 
available to discuss any issues he or she may have, and make referrals if required. Interviewers will also 
contact the project manager by cell phone when they have a particular concern, or when a participant 
requires more information or their case requires further discussion. Furthermore, in cases laid out in 
question 13.a (i), additional sessions might be needed to ensure that risks identified are addressed by 
participants. 

Risks to Researchers 

There are general risks in doing fieldwork and we ensure that all research assistants and fieldwork staff 
are trained in awareness and safety measures. We provide all staff with panic alarms. Staff will not 
undertake interviews in any situation in which they feel uncomfortable or unsafe. Where there is concern 
about safety of an area, staff travel in pairs. Where needed,  a  ‘community  guide’  with  strong  knowledge  
of risks will be hired to assist with staff safety. Consulting community organisations about the methods 
and purpose of the research in each area will also help to ensure that researchers do not face suspicion 
and mistrust from non-participants in the community. University counselling services will be made 
available to researchers should they need psychological support. All staff cars are properly equipped and 
regularly serviced.  

Benefits to participants 

Participants will have an opportunity to share their experiences and concerns with trusted and sympathetic 
adults and access referrals where necessary. Fieldworkers and volunteers on the project will assist 
adolescents in accessing health and social services. Given the network of partners and collaborators and the 
objectives  of  this  study,  the  intention  if  for  participants’  responses  to  be  used  to  inform  health  policy  and  
programming for youth at local, national and regional levels. Health facilities and organisations 
participating in the study will receive highly specific feedback about the experiences of their youth patients, 
the aim of which is to have a positive impact on service provision. Finally, this project hopes to develop 
and test for acceptability an adolescent-driven support tool to benefit youth accessing ART and SRH.  

5.  Process of Obtaining Informed Consent and Consent 

General Principles 

All information sheets and consent forms will be given to potential participants and their legal guardians 
by the researcher or members of the fieldwork team. All information sheets and consent forms will be 
read   to   participants   in   their   preferred   language   to   prevent   illiteracy   from   hindering   a   participant’s  
understanding of the methods and purpose of the study. All participants will be told they have the right to 
decline to participate, drop out at any time, and that all the results will remain confidential. Any 
avoidance of study participation will be understood as a lack or withdrawal of consent. 

Participants may consent to participate only after having the information sheet been read to them and 
been given an opportunity for questions.  

Participants will have the opportunity to consider consent for up to a week before interviewers return. 
However, when we have previously offered participants periods of 24 hours to 1 week to consider consent, 
the vast majority have requested to participate immediately. In light of this, we propose that participants are 
offered the choice of whether to consent or refuse immediately, or to have 1-7 days to consider whether 
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they choose to consent. 

All participants should be capable of giving their own consent, and we will not interview any adolescent or 
adults deemed incompetent. Special care will be taken to ensure that all participants are fully aware of 
and understand the research. 

We will obtain written informed consent from each participant in this study. 

1) Consent for adolescents to participate 

In order to ensure fully informed, voluntary consent for adolescent participants, all adolescents will be 
provided with information sheets describing the study in their first chosen language, which interviewers 
will read aloud. If participants are illiterate, they will be able to give verbal consent and indicate with a 
cross on the signature line. Particular attention will be given to issues surrounding statutory requirements 
to break confidentiality (i.e. if the adolescent or a member of their household is at significant risk). Only 
after the purpose of the study and the format of the interview have been explained will the adolescent be 
asked for their consent to participate. 

All attempts will be made to ensure that the research is a positive and participatory experience for all 
participants, and that consent is both voluntary and informed. All interviewers will have experience in 
working with vulnerable children affected or infected by HIV/AIDS. If the participants have sensory 
difficulties, the research team will ensure they can access the questions, for example, a signer will sign the 
questions to deaf adolescents. Reading the questions out loud will ensure that blind adolescents can 
participate. 

To ensure that children and adolescents do not feel obliged to participate in the research, emphasis will 
be placed on their ability to refuse to participate, or to cease participation at any point during the 
research (See attached Consent and Information Sheets). Following British Psychological Society 
Guidelines (113), any avoidance by adolescents of the interview situation will be taken as evidence of 
failure to consent. Adolescents who refuse to participate, or who stop the interview, will still receive 
snacks and certificates. All research materials will be provided in English and Xhosa. Interviewers will 
explain  all  aspects  of  the  project  to  adolescents  and  answer  any  questions  they  may  have  in  adolescent’s  
preferred language. 

Perinatal HIV-infection can bring with it cognitive delays for children. These can be reflected in a wide 
range of difficulties, for example a lowered reading age or a lowered cognitive age. The effects and 
impacts of this for adolescents are still under-researched (52,114), and there are no clear guidelines on 
how to account for these difficulties in conducting research with children and adolescents who are 
perinatally-infected with HIV. Many perinatally-infected children look younger than their real age, may 
have developmental and educational delays (115) but feel and understand themselves to be teenagers. 
There is also an ethical imperative not to exclude adolescents based on an inappropriate understanding of 
their potential developmental delays. This study hopes to address this by careful training of research 
assistants to assess cases in which adolescents do not seem to understand the process or meaning of 
participation in research, and in these cases will refer to expert partners working within this research 
collaboration for guidance. We understand that this is a complex issue, and would welcome the advice of 
ethics committees in addressing this. 

2) Legal guardian consent for adolescent participation* 

(*The following process and procedure is applicable to adolescents who have not yet turned 18. 
Adolescents who are 18-19 years old will be treated as adults with regards to informed consent issues, in 
compliance with all the of regulations cited in this protocol.) 
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Each   adolescent’s   legal   caregiver   will   also   provide   consent   for   participation   in   this   study,   and   will   be  
provided with information describing the study in their first chosen language. Particular attention will be 
given to issues surrounding statutory requirements to break confidentiality (i.e. where the adolescent or a 
member of their household is at significant risk).  

In some exceptional circumstances related to HIV/AIDS vulnerability, the adolescent may wish to 
participate but the legal guardian is unavailable (through death, living elsewhere and being un-
contactable, or being too sick to give consent). In these cases, the adolescents will be excluded from the 
study.  

In our prior work with Young Carers and in our orphan resilience study, we identified a small but worrying 
group of orphaned children who wanted to participate in the study but who explained to us that they 
lived with a foster carer who was forcing them to undertake large amounts of domestic work against their 
will, and that the carer would not consent to their participation in the study because of the fear that this 
abuse would be revealed. When consent was requested from the caregiver, they did refuse. In cases in 
which children and adolescents experience abuse from caregivers or guardians, consent for the study 
would be difficult to obtain, as these caregivers would not want to be reported. In light of prior research 
findings regarding abuse experienced by HIV-affected children in the Young Carers project (116), we 
expect that similar difficult cases may arise in this study. These cases will be immediately reported to the 
appropriate authorities. Protocol about reporting the abuse and getting support for the participant will 
follow legal requirements and include reporting of the case to the social worker for the ward or local 
administrative  unit.  The  team’s  co-PI is a trained South African social worker and will provide additional 
guidance on managing each specific case. 

Research team members consulted colleagues at the University of Cape Town Health Sciences REC, the 
University of Witwatersrand, and Social Workers at Cape Town Child Welfare about this issue. We also 
consulted South African legislation, particularly the Department of Health Research Ethics Guidelines 
(2004). The ethics processes and procedures proposed in this research project were reviewed and 
approved by the following ethics committees and institutions: 

(1) Health Sciences REC at University of Cape Town (REC REF 389/2009), 
(2) Research Office at the University of KwaZulu-Natal: ethical clearance number HSS/0254/09), 
(3) Department of Social Development, Republic of South Africa (date: 15/12/08), 
(4) Department of Health, KwaZulu-Natal province (reference HRKM091/09), 
(5) Department of Education, KwaZulu-Natal province (Ref. 0048/2009), 
(6) Department of Education, Mpumalanga province (date: 13/05/2010), 
(7) Department of Health, Mpumalanga province (date: 25/02/2010), 
(8) Department of Education, Western Cape province (Ref. 20100225-0034), and 
(9) Inter-Divisional Research Ethics Committee (I-DREC) of the Social Sciences and Humanities 

Division, University of Oxford for the Preventing Abuse of Children in PACCASA study (Ref. No.: 
SSD/CUREC2/11-40), Young Carers Round 2 study (Ref. No.: SSD/CUREC2/11-02 and 
SSD/CUREC2/09-52), and most recently 

(10) I-DREC of the Social Sciences and Humanities Division, University of Oxford for the study protocol 
hereby presented (Ref No: SSD/CUREC2/12-21). 

(11) Centre for Social Science Research, University of Cape Town (CSSR2013/4) 
(12) Department of Health, Eastern Cape Province (29 August 2013) 
(13) Department of Education, Eastern Cape Province (4 April 2014) 

A growing South African literature (117–120) argues  that  Section  71  of  South  Africa’s  National  Health  Act,  
which requires active written consent from a legal guardian where research subjects are under 18, runs 
the   risk  of   compromising  adolescents’   constitutional   right   to  privacy,   confidentiality and dignity. This is 
particularly the case with regards to research on stigmatised subjects such as HIV, ART and SRH (120). It 
also produces a recruitment bias in favour of respondents who communicate about sexual health with 
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their guardians. Disclosing an HIV-positive status to family members may result in discrimination, violence 
and social ostracism (121). Hence additional parental or guardian consent may a) be logistically 
impossible, b) necessitate breaching of confidentiality, and c) place the participant at risk of harm (120) 

This presents an ethical dilemma for research with HIV+ adolescents. On the one hand, it is essential that 
no  unintended  disclosure  is  made  of  an  adolescent’s  HIV-status where they have not chosen to share this 
with their guardians. On the other hand, it is an ethical responsibility of a research project not to exclude 
those who are potentially the most vulnerable to non-adherence and other negative outcomes, because 
they lack family support and knowledge.  

In order to ensure that these adolescents can participate in this important study, should they choose to, 
the research team has consulted with the National Pediatric Technical Working Group based at the 
National Department of Health and Dr. Galo at Cecilia Makiwane Hospital in East London, Eastern Cape to 
develop the following solution for such ethically complex, yet crucial participants. 

In cases when the research team is aware that an eligible adolescent participant knows their HIV-positive 
status but the parent/guardian does not, the adolescent or family will not be approached for recruitment 
through health facilities. Instead, the research team will follow our 'broad community interviewing' 
approach, whereby we would interview every home including an adolescent within an entire street or 
small area (or every second home for very crowded locations), using a non-HIV specific questionnaire and 
using the approach of a general health and social services survey for adolescents. 

The study will follow the ethical guidelines for conducting research among adolescents as outlined in the 
Child Care Act (2005) and the Department of Health Ethics in Health Research (2004). Where the 
adolescent states that their caregiver will not consent to their participation in the study due to the fear 
that their abuse of the adolescent will be revealed, or in exceptional cases where the adolescent is 
unwilling to disclose their HIV-status to their caregiver (and is concerned that the research – whilst not 
focused only on HIV, will reveal this to the caregiver), the participant will be excluded from the study, but 
researchers will subsequently make social services referrals for all children and adolescents in abusive 
situations. Those eligible participants who have not disclosed to their legal guardian, parent or caregiver 
will be linked with disclosure counselling and support, where available at the local clinic.  

Any adolescent who declines to participate before or after the interviewer has explained the project will 
not be interviewed, even if the legal guardian or nominated adult agrees to or encourages participation. 

3) Informed consent for adult caregivers (qualitative study only) 

For the qualitative study only, where adolescent participants assent, their caregivers will also be 
approached as potential interview respondents. This study will obtain informed consent for each adult 
caregiver.  All  adults  will   fill   in  ‘opt-in’  consent  forms  if  they  agree  to  participate.    All  information  sheets,  
consent forms, and interview  materials  will  be  translated  into  participants’  first  language. 

 

4) Informed consent for professional and community health and social workers (qualitative study only) 

Healthcare workers will provide crucial information that will allow the research team to triangulate 
findings on factors affecting access to treatment (58) during the qualitative part of research. This study 
will obtain informed consent for each healthcare worker included. They will be given information sheets, 
consent   forms,   and   interview   materials   in   the   participants’   first   language.   Professional   and   lay   health  
workers will be reminded not to mention their adolescent patients by name or to give any details that 
might identify patients. No real names (either of healthcare workers or patients they may accidentally 
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mention) will be recorded in interview transcripts. Copies of all information sheets, consent forms and 
interview materials are attached in the Appendices. 

6. Privacy and Confidentiality 
Participants will choose the time, location and nature of their engagement with the research team. In the 
case of focus groups and other group-based research activities, participants will sign a confidentiality 
agreement, but will be warned that confidentiality cannot be guaranteed as group members may discuss 
what was said outside of the group despite having signed this contract. The cell phone number made 
available in recruiting  material  will  only  be  accessible  to  the  research  team.  If  participants  leave  a  ‘please  
call  me’  message,  only  the  research  team  will  contact  them.  Should  participants  share  their  contact  details  
with researchers, this information will be kept confidential. 

7. Reimbursement for Participation 

No financial incentives will be provided to participants, however all participants will be given snacks while 
participating in structured research activities. Participants will choose the site of their interviews to avoid 
unnecessary transport or child-minding costs, but if the participant chooses to travel for the purpose of 
maintaining privacy, they will be reimbursed for travel costs and, if necessary, a volunteer made available 
to assist with child minding. Participants involved in more ongoing research activities (particularly in the 
qualitative study) may also be offered assistance with homework, or other forms of non-monetary help 
based on the nature of the engagement. Following participation all participants will receive a Certificate 
of Participation regardless of completion. As in previous research conducted by members of this research 
team with HIV-affected communities, financial rewards will not be used. This is for two primary reasons: 
firstly, as financial incentives can in some cases lead to conflicts within the community or household, and 
secondly, in order to prevent adolescents agreeing to participate in the study in order to access money – 
which would reduce the voluntary nature of consent. 

8. Emergency Care and Insurance for Research-related Injuries 

Salaries for field staff who are not covered by University insurance include an additional sum to be paid 
towards medical insurance. In addition, the projects have extensive staff safety protocols, addressing issues 
from hazardous animals at research sites to road safety risks. All staff are trained in these protocols, which 
are available and attached.  

9. What Happens at the End of the Study? 

 

The study design, in partnership with government, NGOs and HIV-positive adolescents, has the specific 
aim of informing policy and programming. This collaborative approach to identifying the research focus 
and in designing the study is central in ensuring that findings will have direct relevance for HIV 
programming  in  South  Africa’s  public  health  sector  and  beyond.  

 

Specific policy impacts will include direct input into USAID, UNICEF, UNAIDS and PATA programming 
(through our regular meetings with these organisations), and national policy commitments such as sub-
Saharan  African  governmental  ‘National  Strategic  Plans’,  National  Action  Plans  for  AIDS-affected children 
and   the  Department   for   Social   Development’s   Strategy   for   Adolescent   Sexual   and  Reproductive  Health  
Services. Research team members have experience in the dissemination of research findings for inclusion 
in national HIV policies for both academic and advocacy purposes.  
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Dissemination and outputs will take place throughout the study and will include both peer-reviewed 
publications and dissemination strategies targeted at policy-makers and programmers. With the research 
partners PATA, UNICEF, UNAIDS and the South African government, dissemination will include one-page 
policy briefs (see for example www.youngcarers.org.za/publications), presentations at key policy 
meetings   such  as   the   International  AIDS  Conference,   the   International  Conference   for  AIDS  and  STI’s   in  
Africa, as well as smaller, high-level policy forms with government ministers in the Southern African 
region, funders such as UNAIDS/PEPFAR and the Global Fund. Dissemination of research findings will also 
take place at study sites, with health services, community meetings, and with local leaders. 

Feedback to participants is a key part of a youth-focused research design (122). At each stage of review 
and   data   collection,   the   study  will   create   ‘brief   reports’:      summaries   of   study   findings   in   lay   language.  
These will focus on findings relevant to NGOs, clinics and government in their work with adolescents. 
Researchers will also report back verbally to adolescent participants, encouraging their thoughts and 
feedback on emerging findings. For example, the later stages of the qualitative research will ask 
participants to respond to some of the quantitative findings, which will serve as a form of feedback. 
Presentations will be made to local NGOs, health services and community groups. No identifiable details 
will be given in any dissemination or feedback. 

10. Research team 

 
The UK and South Africa-based team builds on established strong working relationships between 
academics, government and civil society. Dr Cluver (Oxford University & University of Cape Town) has led 
two longitudinal surveys of 8500 AIDS-affected adolescents in South Africa and acts as an adviser to the 
SA Government, WHO, USAID, UNICEF and Save the Children; Dr Hodes (University of Cape Town) has 
conducted qualitative research on partnerships for ART provision and healthcare workers and patients 
experiences of SRH services with a focus on abortion; Dr Mark is Executive Director of Pediatric AIDS 
Treatment for Africa, an NGO working with 235 HIV clinics in 23 Sub-Saharan African countries, Dr Boyes 
(Curtin University) is a psychologist specialising in stress and coping; Dr Kaplan is a sociologist with 
experience in quantitative and qualitative research on HIV and modeling viral load and other biomarkers 
(University of Oxford), Professor Orkin (University of Witwatersrand) is the former Chief Statistician of 
South Africa and is an expert on community survey analysis. The team includes three Oxford University 
doctoral students (on Clarendon and Rhodes scholarships: E Toska, B Vale, M Pantelic) and a PhD and MSc 
student, both officials in the Department of Social Development (M Nxumalo and L Mokotedi), and based 
at Medunsa and University of Pretoria respectively.  

The   study   includes   a   ‘Methods   Advisory   Panel’   of   international   experts   in   adherence   research   (Dr   E  
Lowenthal,  Children’s  Hospital  of  Philadelphia,  Dr  C  Luo,  Senior  HIV  Program  Adviser,  UNICEF  and  the  UN  
Technical Advisory Group for Adolescents Living with HIV: Dr S Kassede, Dr C Suzuki, Dr D Chamla, Ms P 
Lim Ah Ken).  In  addition,  the  study  includes  a  ‘Policy  Advisory  Panel’  (Dr  R  Yates,  Senior  Adviser,  HIV/AIDS,  
UNICEF HQ,) UNAIDS (Dr R Jackson, UNAIDS Secretariat), UNICEF South Africa (Dr S Bhardwaj, Senior 
HIV/AIDS specialist, Dr S Crowley, Chief of Health), The South African Department of Social Development 
(Dr M Kganakga, Chief Director, HIV/AIDS), Department of Health (Dr L Madisha, Division of Pediatric HIV), 
Department of Basic Education (G Ndebele, Deputy Director-General of Social Inclusion). In addition, our 
Teen Advisory Group of AIDS-affected adolescents – with whom we have worked since 2008 – will be 
actively involved throughout the research in ensuring applicability and teen-friendly approaches. 

11. Stakeholder Participation 

Teenagers living with and affected by HIV/AIDS have been key contributors in designing, implementing 
and reviewing this study. The research team has a longstanding working relationship with a Teen Advisory 
Group (comprised of AIDS-affected teens and teens on ART, from the Western Cape and Eastern Cape). 
We will also be facilitating and working within existing programmes for a group of AIDS-affected 

http://www.youngcarers.org.za/publications
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teenagers linked to the Raphael Centre, Grahamstown, and a group of teenagers on ART linked to the 
Keiskamma Trust, Hamburg. Questionnaires and data collection tools will be piloted with these groups of 
young people who will be asked to give suggestions on how the design may be adapted to ensure it is 
teen-friendly. These groups will also highlight key issues and themes for exploration, suggest sensitive and 
exciting ways for engaging youth, and provide advice about the appropriate language and terminology to 
use in relation to sex, illness, medicine-taking and health. Where appropriate, some of these young 
people may be recruited as key informants or translators for the qualitative research.  

The collaboration with adolescent participants will be a crucial aspect of the development of an 
adolescent-friendly support tool to promote ART adherence and SRH service uptake. Through 
participatory workshops, adolescent participants will lead the design of a programmatic tool to support 
their desired retention in care and to help make the healthcare setting more youth-friendly. 

The following stakeholders have been involved in ongoing consultations with the research team, focusing 
our attention on the most relevant and useful questions for practitioners in the field: UNICEF, the South 
African government, Paediatric AIDS Treatment for Africa, Kidzpositive, the Treatment Action Campaign, 
Kheth’Impilo,  Keiskamma  Trust  and  Raphael  Centre.  These  organisations  have  contributed  to  our  research  
design and will be key partners in disseminating findings.  

Finally, participants in both the qualitative and quantitative study will be briefed on emerging findings and 
asked to provide feedback.  

12. Conflicts of Interest 

No member of the research staff will receive incentives for recruiting participants or for any other 
purpose directly related to the study. 

13. Capacity-building and authorship 

All of our research studies include active capacity-building approaches, which have been discussed 
extensively with our Government partner the National Department of Social Development (DSD), and are 
monitored by the HIV and AIDS Division of DSD via bi-annual reports. We believe that effective capacity-
building cannot take place without clear academic benefits of participation for stakeholders, although 
those benefits have to be tailored to different groups and individuals. The project will take place in 
collaboration with a research team at Frere & Cecilia Makiwane hospitals in Buffalo City Sub-District, and 
will work collaboratively with this research team on publications.  

Capacity-building within this study occurs on several levels of expertise. Two senior government officials 
(Mr Lentswe Mokodeti and Ms Zanele Mercedes Nxumalo) will be undertaking MSc and PhD respectively 
through the research study, and are already being co-supervised by Dr Cluver. We also focus on capacity-
building amongst local research assistants, data capturers and community health workers on the study. All 
fieldwork  staff  have  regular  ‘training  workshops’  as  part  of  their  paid  work  time  (we  usually  do  them  after  
our weekly team meetings) on a range of topics, including those designed to build their capacity in 
working with vulnerable families (such as play therapy, counselling skills, gender and sexuality sensitivity) 
and those designed to help them with future careers (such as CV-writing workshops, interview skills). In 
this,   and   all   our   previous   projects,  we   have   a   system   of   a   ‘capacity-building   fund’   for   every   local   staff  
member. This is a sum of money available to all staff but only usable for training or the gaining of 
qualifications. In the past, our staff have used this for a surprising range of purposes, including completing 
their Matric (High School certificate) in night school, training as an HIV counsellor, registering for diplomas 
in nursing and social work, and learning to drive. The provision of the fund worked well as an incentive to 
staff to find out about training courses and to think in a proactive and strategic way about their careers in 
their  quarterly  individual  ‘capacity-building’  meetings  with  the  Project Manager.  
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In terms of publications, use of data and distribution of results, our approach emphasises providing 
opportunities for the whole team, including the capacity-building students, local staff, NGOs and 
government bodies involved to publish from and distribute findings. In our experience, even the most 
detailed advance-planning of who will first-author publications can require changes (as the study 
progresses  and  people’s  interests  and  expertise  develop)  but  perhaps  more  important  is  the  ethos of the 
research team regarding this important area. We believe that all publications should be multiple-
authored, to reflect both the collaborative nature of the study but also the collaborative approach we 
have to the analysis and writing of publications. We also believe that all study members should be 
encouraged and supported to write first-authored publications using data from the study. However, we 
should note that this is not always simple – we have in the past had extremely long delays from students 
who have intended (and very much wanted) to write papers from the studies, but have not managed to 
do this. We reiterate that – beyond the core research team – other research members only have access to 
the anonymised version of the dataset, and only then after signing confidentiality agreements with the 
project investigators. In light of potential collaboration among this research team and other teams, such 
as the Adolescent Transition Model Project team based at Frere and Cecilia Makiwane Hospitals in Buffalo 
City Sub-District, all data sharing will be conducted based on data sharing agreements signed by all 
parties. These agreements, which will be reviewed and approved by the Principal Investigators and 
relevant institutions, will outline who can access the anonymised dataset, as well as shared analysis and 
publication rights and responsibilities. 

14. Ethical and Regulatory Compliance 

There is an extensive body of local and international literature on ethical concerns in conducting research 
with vulnerable children and young people. The ethical guidelines for this study are informed by a number 
of sources. These include the ongoing academic debate on informed consent and confidentiality (123), 
the ethical requirements of the universities and research institutions involved in research design, and 
ethical guidelines from psychological research bodies such as the British Psychological Society (113). 

In planning study design and ethical protocols, key research guidelines and legislation in South Africa have 
been  considered,   including  the  Department  of  Health’s  Ethics   in  Health  Research  Guidelines (2004), the 
Department of Health, Guidelines for Good Clinical Practice in South Africa (2nd Edition 2006), the Open 
Society   Foundation   for   South   Africa’s   ‘Best   Practice   Guide   to   HIV   Disclosure’   (2009),   the   AIDS   Law  
Projects’   ‘HIV   and   the   Law:   A   Resource Manual’   (2003), ‘Selected   ethical-legal norms in child and 
adolescent  HIV  prevention  research:  Consent,  confidentiality  and  mandatory  reporting’  (EDCTP 2011), the 
National  Health  Act  61  of  2003   (enforced  starting  2012),   the  Children’s  Act   (38  of  2005),   the  Children’s  
Amendment Act (41 of 2007) and the Sexual Offences Act (32 of 2007). These South Africa specific 
documents have been supplemented by international guidelines,   such  as   the  WHO’s  Guidelines  on  HIV  
Disclosure and Counselling for Children up to 12 Years of Age (124), and the Helsinki Declaration (2008). 
 
15. Appendices 

1. Community and Schools information sheet (quantitative)  
2. Information and consent form for adolescent participants (qualitative) 
3. Information and consent form for adolescent quantitative questionnaire (quantitative) 
4. Information and consent form for participatory workshop on support tools design 

(qualitative) 
5. Guardian consent form for adolescent participation (qualitative) 
6. Information and consent forms for caregiver participation (qualitative) 
7. Information and consent forms for healthcare and social worker participation 

(qualitative) 
8. Interview guides: adolescent, caregiver, healthcare and social worker participation 

(qualitative) 
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9. Adolescent screening sheet 
10. Example referral forms for adolescents 
11. Adolescent certificate of participation 
12. Letter of authorisation: ethics approval from University of Oxford, 
13. Letter of authorisation: ethics approval from University of Cape Town 
14. Letter of authorisation: Eastern Cape Department of Health 
15. Letter of authorisation: Buffalo City Sub-District Department of Health 
16. Letter of Authorisation: Eastern Cape Department of Basic Education 
17. Letter of support: UNICEF 
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APPENDIX 3: SAMPLE ETHICS UPDATE LETTER 

Re: Quarterly update on Mzantsi Wakho – Adolescent Health Research Project in 
the Eastern Cape 

Dear Mr. Merile, 

Thank you for the opportunity to present our preliminary findings on our research study 
on adolescent health in the Eastern Cape at Unathi House, 10th of April 2015. Since our 
last update in December, we have continued establishing the study in various facilities 
and communities, started collecting viral load and CD4 count data from patient files, and 
established a questionnaire for collecting information on the types of services available in 
partner healthcare facilities (questionnaire attached for your review). We are pleased to 
announce that we have so far completed 1066 baseline quantitative interviews with 10-19 
year olds. 

This update letter includes information on the following: (1) qualitative research on 
medication-taking practices and access to sexual and reproductive health services, (2) 
Preliminary findings of ethnographic research and youth camps in rural and urban 
Eastern Cape on medication taking practices, (3) a summary of quantitative interviews 
completed so far, (4) a summary of our attempts to collect viral load and CD4 count data 
from patient files, and (6) an updated questionnaire for surveying clinics to establish 
which services they offer. 

1. Qualitative research on medication-taking practices and access to sexual and 
reproductive health services  

In the course of 2015, the qualitative research team conduted 72 in-depth interviews with 
43 HIV-positive teenagers, and 30 interviews with 22 caregivers of HIV-positive 
adolescents. Four focus groups were conducted with (i) adolescent girls, (ii) adolescent 
boys, (iii) adolescent girls and boys combined and (iv) caregivers of HIV-positive 
adolescents. Interviews with healthcare workers were conducted at the family planning, 
antenatal care, antiretroviral and trauma units of five public health facilities (three 
hospitals and two health centres). 

2. Preliminary findings of ethnographic research and youth camps in rural and 
urban Eastern Cape on medication taking practices  

Participatory research with teens provided a more comprehensive view of the various 
psychosocial and medical challenges that adolescents confront, including at home, at 
school, and at the clinic. Key findings included the association between substance abuse 
and HIV risk transmission behaviours, and the difficulties that families from rural areas 
face in paying for transport to health facilities.     

3. So far, 1066 quantitative interviews have been conducted. Of these, 737 teens 
were HIV-positive and had initiated ART. We also interviewed another 329 negative 
youth and youth whose status was unknown in order to prevent stigma associated 
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with participation in the study. 

Table 5 Mzantsi Wakho interviews completed so far 
Positive Status unknown 
Child aware of status 482  Never been on chronic medication 298 
Child unaware of 
status 

255  Clarifications needed 31 

Total positive 737  Total negative / status unknown 329  
 

4. Difficulties with accessing biological markers of adherence. We obtained full 
parental  and  participant  consent  to  access  information  from  participants’  patient  files.  
Here, viral load and CD4 count data are essential in order to validate self-reported 
ART adherence. 
 
We attempted to extract viral load and CD4 count data from patient files from 80 of 
our participants. However, our preliminary findings suggest that many clinics are 
missing viral load and CD4 count data from patient files.  
 
We discussed this at the meeting at EC DoH with you and your colleagues, where it 
was established that Tier.net will not have more reliable data due to different 
implementation stages in healthcare facilities. As we continue to investigate how to 
access this information, we welcome any additional suggestions you or your 
colleagues might have. 

 
5. Surveying healthcare facilities. We developed the attached survey that we will start 

implementing in healthcare facilities to assess which services are available to 
adolescent participants. We have piloted the tool with one nurse, and are in the 
process of recruiting a designated data collector, who will visit each of our 39 partner 
healthcare facilities and collect information on the services available. The list of these 
39 facilities is provided in the Appendix. In addition, we intend to launch partnerships 
with NU 3 and Frere Gateway clinics. 

Thank you for your continued support for our research. If there are any further questions, 
please do not hesitate to ask. 

 
Dr Lucie Cluver   
Principal Investigator (Quantitative)  
University Lecturer   
Department of Social Policy and 
Intervention  
32 Wellington Square   
University of Oxford 
lucie.cluver@spi.ox.ac.uk 

 
Dr. Rebecca Hodes   
Principal Investigator (Qualitative)  
Director, AIDS and Society Research Unit 
Centre for Social Science Research  
Leslie Social Science Building  
University of Cape Town 7701  
rebecca.hodes@gmail.com

 

complex situations of disclosure in the home and community. The updated research protocol and 
consent forms are attached to this letter. 

4. Coordination with partners and researchers – In early April 2014, we held a coordinating 
meeting between the Mzantsi Wakho team and the Adolescent Transition Model Project (PI: Craig 
Carty). Both teams committed to collaborating with the goal of reducing participant burden and 
maximising the evidence generated from our research. Attached are the letter of collaboration and Dr. 
Boon’s   letter   of   support for the studies. 

The research team has also held coordination meetings with local NGOs that are likely to benefit from 
the   findings   of   our   research:   Beyond   Zero   (formerly   IYDSA)   and   Kheth’Impilo. 

5. Quantitative Interviews. Following initial relationship building with facility management, 
healthcare providers, ward counsellors, social workers and counsellors, the team has contacted more 
than 250 adolescents and their families to introduce the study and obtain consent. As of June 2, 2014, 
we have conducted nearly 220 interviews in the Buffalo City Sub-district. 

6. Recruitment from schools – many participants are only available in the late afternoons and 
evenings after they return from school. We have consulted with the Department of Basic Education to 
enable our research team to meet the adolescents at schools during breaks and free lessons should they 
choose to. The letter of approval from the Department of Basic Education is attached. 

Thank you for your continued support for our research. If there are any further questions, please do 
not hesitate to ask. 

 

      
Dr Lucie Cluver      Dr. Rebecca Hodes  
Principal Investigator (Quantitative)   Principal Investigator (Qualitative)  
University Lecturer     Post-doctoral fellow  
Department of Social Policy and Intervention  Centre for Social Science Research  
32 Wellington Square     Leslie Social Science Building  
University of Oxford     University of Cape Town 7701  
lucie.cluver@spi.ox.ac.uk      rebecca.hodes@gmail.com  
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Thank you for your continued support for our research. If there are any further questions, please do 
not hesitate to ask. 

 

      
Dr Lucie Cluver      Dr. Rebecca Hodes  
Principal Investigator (Quantitative)   Principal Investigator (Qualitative)  
University Lecturer     Post-doctoral fellow  
Department of Social Policy and Intervention  Centre for Social Science Research  
32 Wellington Square     Leslie Social Science Building  
University of Oxford     University of Cape Town 7701  
lucie.cluver@spi.ox.ac.uk      rebecca.hodes@gmail.com  
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Appendix: Mzantsi Wakho Partner Healthcare Facilities 
1. Berlin Clinic 
2. Bhisho Hospital - ARV clinic 
3. Bhisho Hospital - ANC clinic 
4. Bhisho Gateway Clinic 
5. Cecilia Makiwane Hospital - ARV/ adult clinic 
6. Cecilia Makiwane Hospital - PMTCT/ ANC clinic 
7. Cecilia Makiwane Hospital – Pediatrics 
8. Central Clinic 
9. Duncan Village Day Hospital 
10. Dimbaza Community Healthcare Centre 
11. Empilweni Gompo Healthcare Centre 
12. Frankfort clinic 
13. Frere Hospital - ARV/ adult clinic 
14. Frere Hospital - PMTCT/ ANC clinic 
15. Frere Hospital – Pediatrics 
16. Grey Hospital 
17. Grey Gateway Clinic 
18. Ginsberg clinic 
19. Ilita Clinic 
20. Imidange Clinic 
21. John Dube Clinic 
22. Mt. Coke Community Healthcare Centre 
23. Ncerha clinic 
24. Ndevana 
25. Needs Camp Clinic 
26. Nontyatyambo Clinic 
27. NU8 Nobuhle Clinic 
28. NU9 Clinic 
29. NU12 Eluxolweni Clinic 
30. NU13 Siyaphilisa Clinic 
31. NU17 Clinic 
32. Nonkcampa Clinic 
33. Sweetwaters Clinic 
34. Qurhu Clinic 
35. Tshatshu Clinic 
36. Tyutyu Clinic 
37. Zikhova Clinic 
38. Zwelitsha Clinic zone 5 
39. Zwelitsha Clinic zone 8 

Planned additional partnerships: 
1. NU3 clinic 
2. Frere Gateway clinic 
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APPENDIX 4: OXFORD UNIVERSITY SOCIAL SCIENCES AND 
HUMANITIES INTER-DIVISIONAL RESEARCH ETHICS COMMITTEE 
APPROVAL 
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APPENDIX  5: UNIVERSITY OF CAPE TOWN CENTRE FOR SOCIAL 
SCIENCE RESEARCH ETHICS APPROVAL 

 

 

“OUR   MISSION is to be an outstanding teaching and research university,  
educating   for   l

i
fe    and   addressing   the   ch allenges   facing   our   society” 

 
 
 
 

 
 

 
TO:  Dr Rebecca Hodes 
   
FROM: Jeremy Seekings 
  Professor and Director, Centre for Social Science Research, UCT 
   
SUBJECT: Ethics Review CSSR 2013/4.  
 
RESEARCH:  Promoting Adolescent Antiretroviral Adherence … 
 
DATE: 17th April 2013 
 
 
Dr Hodes, a Research Associate in the Centre for Social Science Research, submitted 
for review relevant documents relating to research that she intends doing, with 
colleagues from the UCT and Oxford University, on adherence to antiretroviral 
treatment among adolescent men and women in the Eastern Cape. The documents 
were scrutinised by the CSSR Research Ethics Review Committee, which included 
(by invitation) a member of UCT’s Health Sciences Faculty Research Ethics 
Committee.  
 
The Review Committee raised a number of concerns, primarily with respect to the 
issue of involuntary disclosure of personal information by other participants in 
discussion groups. The relevant documentation has been reworded, and the 
researchers have made a clear commitment to pay close attention to this issue. With 
these changes, the review panel is satisfied that the research will be conducted in a 
manner that meets the standards of the University of Cape Town.  
 
The proposed research is therefore approved. 
 
 

 
 
Jeremy Seekings 
Professor and Director, Centre for Social Science Research 
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APPENDIX  6: EASTERN CAPE DEPARTMENT OF HEALTH ETHICS 
APPROVAL LETTER 
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APPENDIX  7: AMATHOLE DISTRICT DEPARTMENT OF HEALTH 
ETHICS APPROVAL  
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APPENDIX  8: CECILIA MAKIWANE HOSPITAL ETHICS APPROVAL 
LETTER 
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APPENDIX 9: EASTERN CAPE DEPARTMENT OF EDUCATION ETHICS 
APPROVAL  
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APPENDIX 10: CONSENT FORM 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Why shou ld  I  t ake 

part  in t h is st u d y? 

This st udy will help 
us t o learn more 

about  how t o help 
young people in 
Sout h A f r ica. 

We are par t  of  a research t eam f rom t he 
U niversit ies of  Oxf ord and Cape Town t hat  
is t rying t o learn more about  t he lives and 
healt h of  young people in t he East ern Cape. 
You have been invit ed t o par t icipat e in our  
st udy. We want  t o learn f rom you, share ideas 
so t hat  we can help government  provide 
bet t er  suppor t  and services f or  t eens. 

Please t ake t ime t o read t his sheet  caref ully 
and decide whet her you do or don’t  want  t o 
t ake par t . A sk t he research t eam if  t here is 
anyt hing t hat  is not  c lear  or  if  you have 
quest ions. Thank you f or  reading t his. 

M Z A N TSI  WA K HO is a 
st udy about  young people 
in Sout h A f r ica and how 
t hey t hink about  t heir  
bodies, t heir  healt h and 
t heir  lives.   

 
 

D o I  have t o t ak e part ? N ot  at  all. You can 
decide if  you want  t o t ake par t  or  not . I f  you 
don’t  want  t o, it  won’t  af f ect  any help you are 
get t ing and you won’t  get  int o t rouble. I f  you 
decide t o t ake par t , you are st ill f ree t o st op at  
any t ime and you won’t  have t o give a reason. In 
one year ’s t ime, we will visit  you again t o see how 
you are doing. You can choose t hen whet her 
you want  t o t alk t o us again! 

What  will you  have t o d o? I f  you decide t o t ake 
par t , you will sign t his consent  f orm, and t hen 
spend a couple of  hours t alking t oget her  and 
doing act ivit ies wit h a researcher . 

What  if  t he q u est ions u pset  me? You can st op 
at  any point , and you don’t  have t o give a 
reason. You can also cont act  t he research t eam 
at  any point  and say t hat  you want  your answers 
about  cer t ain quest ions t o be removed, which 
we will do st raight  away.  

Your story is important  

I  have read and I  underst and t he 
inf ormat ion sheet  f or  t his st udy 
and have had a chance t o ask 
quest ions. 
 
I  underst and t hat  I  have chosen t o 
t ake par t  and t hat  I  am f ree t o st op 
at  any t ime, wit hout  giving any 
reason. This will not  change any 
support  or  help I  am get t ing. 
 

 
I  agree t o t ake par t  in t his st udy.  
 
 
 
I  don’t  want  t o t ake par t  in t his 
st udy.  
 

Would you mind if  we cont act ed you again? 
A ddress: 
 
……………………………………………………… 
Telephone number : 
 
……………………………………………………… 
 

What  will happen t o t he resu lt s of  t he 
st u d y? The result s of  t his st udy will be used 

t o help t he government , and healt h and 
welf are organisat ions, t o make bet t er  

policies f or  young people and t heir  f amilies. 
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APPENDIX 11: DATA CONFIDENTIALITY AGREEMENT 

Thank you for being part of this training. 

As a participant of this training, I understand and acknowledge that: 

1. Any and all references to HIV testing and HIV status are specifically protected under law 
and release of information about   someone’s  HIV status may make me subject to legal 
and/ or disciplinary action. I understand that it is illegal to disclose any minor, 
adolescent,   or   adult’s   HIV   status   to   anyone   without   his   or   her   permission.   I 
understand that it is my responsibility to be discrete and mindful of this in all interactions 
or discussions about this training workshop and the research project. 
 

2. I shall only refer to the research project as an Adolescent Health Research project and not 
one that specifically focuses on HIV positive teens. This is done to protect the 
confidentiality of participants and reduce potential stigma associated with participation in 
the study. I understand that saying that the research project focuses on HIV positive 
teens puts all participants at risk of stigma. Because of this, I will not discuss the 
project as being HIV-related in any conversation, including in my personal life and 
with all people not directly involved in the project.  
 

3. I shall respect and maintain the confidentiality of all information about the research 
project or potential participants that were shared in the training. This includes, but is not 
limited to: 

 HIV Status of the study participants 
 Details about the questionnaire 
 Details about recruitment strategies 
 Referral information  

I hereby acknowledge that I have read and understood this information and that my signature 
below signifies my agreement to comply with the above terms. In the event of a breach or 
threatened breach of this Confidentiality Agreement, I acknowledge that Mzantsi Wakho 
may, as applicable and as it deems appropriate, pursue legal disciplinary action including my 
termination from the project. 

Trainee: 

Name: ______________ Signed: ______________ Date: __________________ 

 

Project Manager: 

 

Name: ______________ Signed: ______________ Date: _________________ 
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APPENDIX 12: MZANTSI WAKHO SAFETY PROTOCOL 
Note: This is the version of the safety protocol used while this DPhil candidate was 
conducting fieldwork. It is a working document and continues to be updated.  

 
Overview: 
 

This document aims to outline a general procedure that will be implemented to ensure the 

safety of all Mzantsi Wakho South Africa staff. All staff should read this document and sign the 

declaration included. The structure for the reporting and documenting of any safety issues that 

might arise is outlined in the diagram below (contact details for the Principal Investigator and 

all Mzantsi Wakho Project Managers are included at the end of this document). Included in this 

document are also safety procedures put in place regarding personal safety, driving safety, 

health safety, substance misuse, tablet use and safety, fire and floods (and other natural 

disasters), as well as climate safety. Please read the whole document carefully before submitting 

a signed copy to your Project Manager. 

 

Hierarchy for the reporting and documenting of any safety concerns 

 
Procedure: 
 

1. Any staff safety concerns should be raised with Project Managers immediately. Project 

Managers will make a decision about whether to deal with this immediately, to discuss 

with the Principal Investigator, or to discuss in the weekly staff meeting at each 

provincial site. 
 

2. Project Managers and their team should determine whether the safety concern is likely 

to be a local issue, or whether this issue might impact other sites. If it is deemed that the 

Mzantsi Wakho Principal Investigators

Dr. Lucie Cluver (cc Dr. Franziska Meinck)

Dr. Rebecca Hodes

Quantitative Team

Elona Toska, Project Manager (Baseline)

Marija Pantelic, Project Manager (Follow-up)

Julia Rosenfeld, Project Manager (Baseline and follow-up)

Research Assistants (6-8 

at any given time)
2-3 Volunteers

Qualitative Team

Beth Vale, Project Manager

Fieldwork Staff (Research 

Assistant, Volunteer)
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concern may impact other sites the Principal Investigator and all other Project Managers 

should be informed immediately. Project Managers and staff at all sites should discuss 

the issue and any possible safety procedures that could be implemented to address it. 
 

3. If the concern is deemed to be relevant only to the local site, the Project Manager and 

staff should discuss the issue and any possible safety procedures that could be 

implemented to address the issue. The Project Manager should also contact the Project 

Managers of the other sites to determine whether the concern has been a problem in 

other provinces and, if so, what procedures were put in place to address it. 
 

4. If a safety procedure is decided upon, the initial concern and the proposed procedure 

should be documented (using a copy of the attached Safety Documentation Form). This 

form should be sent to the Principal Investigator (cc Dr. Franziska Meinck). If the 

Principal Investigator has any suggestions, recommendations, or concerns these will be 

communicated directly to Project Managers. 
 

If a safety procedure cannot be decided upon between the Project Managers, the 

Principal Investigator should be informed and a conference call will be arranged so that 

the issue can be discussed between the Principal Investigator and all Project Managers. 

 
5. Once the safety procedure has been approved by the Principal Investigator, the Safety 

Documentation Form should be appended to the office copy of the Safety Protocol (this 

document), this way a record of all safety concerns and staff responses is maintained. 
The other Project Managers should be emailed a copy of the form to append to their 

office copy of the Safety Protocol, this way if the same issue arises at another site the 

approved response is immediately available. 
 

SAFETY PROCEDURES 
 

Please note that every person working in the field in South Africa on Mzantsi Wakho is required 

to have travel insurance.  

 

While many of these safety procedures involve common-sense, please read the personal safety 

guidelines carefully. Note that they are relevant across all safety domains. 

 
Personal Safety in the field: 

 All staff and volunteers should carry a well-charged cell phone at all times in case of 

accident or emergency. 

 Where there is an immediate emergency and Project Managers are not in the field or 

easily contactable, staff (eg RAs) should inform their field coordinators, who will inform 

the Project Managers. 

 Always inform another member of the Mzantsi Wakho team about your destination and 

estimated time of return. 

 If requested, all Mzantsi Wakho staff will be provided with a personal safety alarm. 

 Staff should carry Project ID cards and a safety alarm where they are easily accessible 

(eg around the neck). 
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 Staff should know the closest location to the local authorities to seek refuge if danger 

arises. 

 If possible, never leave a team member behind.  It is best to intervene as a team.  

 If interviewing in a community in which you feel unsafe: 

 Inform your Project Manager 

 Form	
  ‘Interviewer	
  Groups’	
  (and	
  include	
  a	
  male	
  field	
  worker	
  if	
  possible) 
 If necessary a CPF escort can be arranged  

 If needed, staff should discuss emergency SMS or telephone code.  

 Staff should always work in teams of two (preferably with a male RA on each team) and 

within viewing distance of each other. 

 Staff should carry maps of the areas in which they work to facilitate orientation and 

giving directions. 

 

Dealing with Participants:  
 Violent Participants:  

- Staff should not solve the matter independently. 

- Staff should not respond violently (so as not to promote escalating emotions). 

- Do not confront a mob. 

- Walk away and ignore accusations. 

- Inform the Project Manager as soon as possible. 

- If violent accusations result in physical harm, Project Managers should open an 

assault case at the police station. 

 

 Unhappy Participants:  
- RAs should be aware of escalating emotions. 
- When possible, re-address the objectives of the study, privacy guidelines 

for disclosure, and remind the participants that authorities in the areas 

are aware of the project study. 
- If participant is not satisfied with the explanation, offer to make 

appointment with the Project Manager. 
- Appease the unhappy participant by ensuring that their concerns will be 

heard and handled. 
- Contact and inform Project Manager of the encounter. 

Driving Safety: 
 Extreme caution should be used at all times when driving and all rules of the road 

should be obeyed. 

 In rural areas there may be a significant number of cattle on the road and drivers should 

be wary of this. 

 There may also be a significant number of school children on the road who have a 

tendency to dash into traffic 

 If requested, any person who will be driving a Mzantsi Wakho project car will be 

provided with defensive driving training. 

 Using a mobile phone while driving (texting or calling) is a criminal offence in South 

Africa. 

 Staff should carry a well-charged cell phone at all times in case of accident or 

emergency. 

 Always get enough rest before you drive the car to avoid falling asleep behind the wheel. 
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 When using the car for work purposes, another member of the Mzantsi Wakho team 

should always be informed about your destination and estimated time of return. 

 Valuables should never be left in the car. 

 Your personal safety is more important than the car! 

 

Health of staff members 
 All staff members are required to have some form of health insurance 

 All staff members are highly advised to practice safe sex 

 There is a high risk of exposure to TB during interviews. It is important to note the 

following: 

 Interviews should be conducted in well-ventilated areas. Outside under a tree 
would be best (weather permitting). If the interview must be conducted inside 
then make sure all the windows are open and that the RA sits at the open door.  

 Research participants who have been on treatment for 2 weeks are no longer 
infectious, unless they have drug-resistant TB.  

 Contact with infectious participants who are not on treatment should be limited. 
Interviews should be scheduled for a later time when the participant is on 
treatment. 

 Staff members with existing medical conditions: 

 All staff with chronic medical conditions are required to alert the Project Managers 

of their conditions 

 All staff with chronic medical conditions such as epilepsy or diabetes are requested 

to wear medical alert bracelets. 

 All staff are responsible to carry their medication with them at all times and show 

their team members where it is kept and how to administer it in an emergency. 

 
Alcohol and substance use 

 Mzantsi Wakho is a drug-free and alcohol-free programme. This means that the 
consumption or possession of alcohol and illicit drugs whilst at work is unacceptable and 
volunteers/employees should present themselves for work and remain, while at work, 
capable of performing their work duties safely.  

 The effects of drugs and alcohol abuse (ie hangovers or any other affects that will lead to 
impairment) will furthermore not be tolerated. 

 Any employee found to be under the influence of alcohol or drugs may not enter or remain 
on the project premises and will be released from employment immediately. 

 
Tablet use and safety 

 All research assistants must comply with and sign the Tablet Use for Fieldwork 
protocol. 

 Tablets are to be used for work purposes only. Specifically, the tablets will be used 
to:  
 Collect questionnaire data; and 
 Collect video and photo answers from participants. 

 Tablets will be delivered to the field each morning and picked up at the end of each 
day by a project manager or volunteer in the project vehicle. Any changes to this 
policy will be discussed in team meetings. 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 Only take tablets out when you are ready to do an interview with a participant and in 
a space where you feel safe. 

 When traveling on foot or public transport with tablets, keep the tablet in your bag 
at all times. If you are not sure of your safety, get to a nearby safe place (tuck shop, 
participant’s  home,  school,  or  clinic)  and  phone  a  Project Manager. 

 In case of loss or theft of a tablet  you are required to report it missing at the nearest 
police station and to your Project Manager 

Crime 

South Africa has high crime rates. We strongly advise all staff to take the following steps if 
they are attacked or threatened: 

 If you are threatened with a weapon, hand over whatever valuables you have 

been asked to hand over. Do not fight the person your life is more important.  
 Should you be close to another group of people try to seek refuge by asking them 

directly for help – bystanders can be powerful protection. If you are in the 

vicinity of the car try to get into it and drive away. If you are being followed, try 

to find a safe place (i.e. corner shop). 

Wildlife 

 Mzantsi Wakho team members should treat homes with dogs with caution 

 Do NOT approach wildlife. Do not attempt to feed baboons! 

 In rural areas you may encounter snakes. Snakes are most likely to bite when they feel 

threatened, are startled, are provoked, or have no means of escape when cornered. 

Encountering a snake is always considered dangerous and it is recommended that you 

leave the vicinity. Do not ever try to kill a snake.  

 One member of each field-work team will be provided with First Aid training. 

 Staff should carry a well-charged cell phone at all times in case of accident or 

emergency. 

 Stay clear off all areas where lions, cheetahs and leopards have been spotted. 

 

Climate: 
 Heat: fieldworkers will be provided with water bottles, sun umbrellas and sunblock 

during the summer months. 

 Rain: fieldworkers will be provided with umbrellas and/or rain jackets. 

 

Fire, Floods, and Natural Disasters 
 In any case of environmental hazard, consider your own safety and that of your team 

first. 

 The Project Manager and Principal Investigator will make a decision, in consultation 

with the fieldwork team, about how best to deal with these. 

 

 

Taxi wars, riots, political violence 
In the event of taxi wars, riots, or political violence, discuss any safety issues with Project 

Managers, but in any case where there is risk to staff, fieldwork will suspend or move to another 

area. 
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Miscellaneous: 
In various sites fieldworkers have been accused of being Satanists 

 This is being addressed through: addressing concerns that have lead to negative 

impressions of the project (e.g. that we're taking away legitimate/fraudulent grants), 

praying with the people who have accused fieldworkers of Satanism, working with local 

religious leaders to prevent any confusion about our affiliation. 

 All staff members are requested to register a telephone number of a relative or friend 

which can be contacted in case the member of staff is involved in an accident at work. 

Emergency numbers are to be kept on box.net so they are easily accessible for all 

members of the project.  

 

For Project Managers 
 Project Managers should make sure all field staff have a copy of documented safety 

procedures amongst field protocols and ask staff to sign for confirmation of having read 

and accepted adherence to them. Staff should also be encouraged to provide suggestions 

or highlight guidelines that are not working at team meetings. 

 If re-addressing the objectives of the study has not always worked to calm down 

violent participants: 

- Inform the Indunas and ward councillors about the encounter and 

request another community meeting (with Indunas and local authorities - 

Community Development Forum staff, CDFs present). 

- Address some of the issues encountered and explicitly and patiently 

explain the reason for each questions (i.e. Who lives in my home) if 

necessary. 

- Prior assessments of communities is crucial (get information on safety, 

crimes, witchcraft, etc.), and know the village and culture.  

- Monitor your RAs, violent encounters can be traumatic.  Offer 

psychological counselling (with local psychologists in hospitals) or 

debrief team members. 

- If necessary, give RAs crisis prevention training or safety training. 

 

 
 

“I	
  declare	
  that	
  I	
  have	
  read	
  and	
  understood	
  this	
  document.	
  I	
  am	
  aware	
  of	
  the	
  procedure	
  that	
  has	
  
been put in place to ensure the safety of Mzantsi Wakho South Africa staff” 
 

 

 

Name:  ____________________________________________________________  

 

Site:  ____________________________________________________________ 

 

Signed:  ____________________________________________________________ 

 

Date:  ____________________________________________________________ 

Safety Concern 
Documentation and Response Form 
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Date concern raised:  ________________________________ 

 

 

1) Safety Concern: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

2) Proposed Response: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Response approved by PI: Yes/No 

 

Site:    ________________________________ 

 

Signed by Project Manager: ________________________________ 

 

Date Approved:  ________________________________ 
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Mzantsi Wakho South Africa – Contact Details 

 
Principal Investigators:   Dr Lucie Cluver (quantitative) 

     Email: lucie.cluver@socres.ox.ac.uk 

     Phone: +44 1865 2 80370 (Oxford) 

SA cell: +27 826 505 815 

 
     Dr Rebecca Hodes (qualitative) 

     Email: rebeccahodes@gmail.com 

     Phone: +27 794 268 682 

 

Research Officer:   Franziska Meinck 

     Email: franziska.meinck@spi.ox.ac.uk 

mailto:mark.boyes@socres.ox.ac.uk 

     Phone: +44 (0)752 610 8460 (Oxford) 

 

Quantitative Project Manager:  Elona Toska 

     Email: elona.toska@spi.ox.ac.uk 

mailto:Casale@ukzn.ac.za 

     Phone: +27 81 862 9611 

      

     Marija Pantelic 

     Email: marija.pantelic@spi.ox.ac.uk  

 

     Julia Rosenfeld 

     Email: Julia.b.rosenfeld@gmail.com 

     Phone: +27 78 637 3709 

 

Qualitative Project Manager:  Beth Vale 

     Email: beth.nosizwe.vale@gmail.com 

mailto:Casale@ukzn.ac.za 

     Phone:  +27 82 309 3945 

      +27 71 040 9285 

 

  

mailto:lucie.cluver@socres.ox.ac.uk
mailto:rebeccahodes@gmail.com
mailto:franziska.meinck@spi.ox.ac.uk
mailto:mark.boyes@socres.ox.ac.uk
mailto:elona.toska@spi.ox.ac.uk
mailto:Casale@ukzn.ac.za
mailto:marija.pantelic@spi.ox.ac.uk
mailto:Julia.b.rosenfeld@gmail.com
mailto:beth.nosizwe.vale@gmail.com
mailto:Casale@ukzn.ac.za
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APPENDIX 13: QUANTITATIVE QUESTIONNAIRE 
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