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ABSTRACT 

 

Adolescents living with HIV (ALHIV) are a key population in the fight against HIV and 

AIDS. The comparatively poorer treatment outcomes of ALHIV in relation to child and adult 

HIV populations indicate the need for a health response to improve adolescent ART service 

delivery. Research suggests that improving mental wellness may be imperative to improving 

HIV-treatment behaviours such as long-term adherence and engagement in care. However, little 

is known about what mental wellness means for ALHIV. It is further unknown what critical 

mental wellness concepts should be targeted in adolescent interventions. Ultimately, 

understanding mental wellness in ALHIV is essential to design programmes that will help them 

navigate their chronic condition to lead healthy and productive lives. Furthermore, there is a 

need for valid and culturally appropriate mental wellness instrument(s) for ALHIV in hyper-

endemic HIV and resource-constraint settings in Africa. This doctoral research project aimed 

to conceptualise mental wellness for ALHIV and to develop an instrument for measuring mental 

wellness in a South African context. 

The research project consists of three phases. In the first phase, we established the need 

for a measuring instrument through a systematic review of mental wellness instruments for 

adolescents. The findings from the systematic review were used to develop a preliminary 

conceptual framework of mental wellness constructs. In the second phase, we conducted a 

photovoice study with ALHIV from three public primary healthcare facilities in the Cape Town 

Metropole District, South Africa. The findings from the second phase were used to identify 

relevant mental wellness domains for ALHIV and to refine the preliminary mental wellness 

framework from phase 1. The mental wellness framework was then used to guide the integrative 

review search strategy, which aimed to identify mental wellness concepts in literature focused 

on ALHIV in the African context. The findings from phases 1 and 2 aided in establishing the 

theoretical foundations and conceptualisation of mental wellness for ALHIV in the African 

context. Using these findings, we developed a Salutogenic Model of Mental Wellness 

(SMoMW) which, in turn, informed the development of the Measure of Mental Wellness for 

Adolescents Living with HIV (MWM-ALHIV) instrument. We established the content and face 

validity of the MWM-ALHIV through a Delphi study and cognitive interviews with a sample 

of ALHIV, respectively. 

The proposed MWM-ALHIV instrument, upon piloting and translation to local 

languages, could be used to identify unique mental wellness needs of ALHIV living in various 

South African contexts and used in conjunction with interventions to improve HIV treatment 
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outcomes as well as for [general] mental health promotion. The MWM-ALHIV instrument may 

be used as a tool to screen mental wellness among ALHIV in the South African context and 

identify those who may benefit from interventions and mental health promotion services to 

prevent the development of mental health problems. Furthermore, the instrument can be used 

to monitor the progress and efficacy of such interventions and mental health promotion services. 

Instrument development is a time consuming and expensive undertaking – therefore the benefit 

of the MWM-ALHIV in its current state is that it can be used by other researcher to advance 

research on mental wellness among ALHIV by further developing the tool in different contexts 

or to lay the groundwork for the development of similar tools.  
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SECTION I: OVERVIEW 

CHAPTER 1 

Understanding mental health and adherence to antiretroviral treatment among 

adolescents living with HIV in South Africa 

Background 

Adolescence is a unique developmental period. During the transition from childhood to 

adulthood, adolescents aged 10-19 years experience rapid physical, cognitive, emotional, 

psychological, and social growth [1]. They learn that as you get older, your world becomes 

bigger, bringing with it exciting new opportunities, experiences and challenges which need to 

be managed – the choices they make, the skills they acquire, the support they receive and the 

way they connect with others during this period sets the foundation for their health and 

wellbeing later in life. UNICEF reports that an estimated 1.3 billion adolescents are living in 

the world today, comprising 16% of the global population – making them the largest youth 

generation in history [1]. The growth in the global adolescent population is attributed to 

successful public health efforts to increase the survival rates among infants and children [2]. 

However, the growth in adolescent populations has shifted focus to recognising their unique 

health needs [2]. Adolescents are currently prioritized in the global health agenda - as arguments 

are made that investing in adolescent health and wellbeing will have a triple return on 

investment by optimizing the health, social and economic benefits during adolescence, which 

will carry across the life course [2, 3]. Therefore, adolescents' health and well-being are crucial 

drivers of change to create healthier, more equitable and sustainable communities [2, 3]. 

Improving adolescent health and wellbeing is not without challenges, as economic, 

social and environmental changes have given rise to new opportunities and threats to adolescent 

health [2]. Adolescents face multiple biological (HIV/AIDS, obesity, pollution, climate change 

and rise in non- communicable diseases such as diabetes and mental illnesses), psychological 

(suicide, depression, self- harm and substance use), and social (risky sexual behaviour, exposure 

to violence, poverty, gender inequalities, bullying, childhood neglect, food insecurity, teenage 

pregnancy and education exclusion) risks and stressors [2–4]. It is estimated that the effects of 

these duplicitous risks may have serious implications on their health and potential to thrive 

across the individual’s life course. Reports estimate that over 1.5 million adolescents died in 

2020 - most of which were preventable or treatable [5]. Adolescents are a heterogenous group 
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whose health profiles vary considerably across global contexts [6]. For example, UNICEF data 

from 2019 indicated that the top causes of death among adolescent boys and girls aged 15-19 

years were road injury, interpersonal violence, tuberculosis (TB), maternal conditions and self-

harm, respectively [6]. In comparison, regional reports indicate that the leading causes of death 

among the same groups in Sub-Saharan Africa (SSA) were road injury, TB, interpersonal 

violence for boys, and maternal condition, HIV/AIDS, and TB for girls [6]. The heterogeneity 

in the causes of death and disease among adolescents globally highlights the need for 

disaggregated data to monitor and improve health service delivery to be responsive to the 

rapidly changing needs of adolescents. As Kalmakova states, it is critical to developing national, 

regional and global responses that recognise the unique needs of adolescents and provide 

tailored services to help them thrive as individuals [7]. 

Furthermore, HIV continues to be a major health risk and represents a significant burden 

of disease and mortality for adolescents globally [8–10]. Adolescents are the fastest-growing 

age group of people living with HIV (PLHIV). South Africa currently has one of the highest 

populations of adolescents living with HIV (ALHIV) in the world, which was estimated at 320 

000 [210 000 – 410 000] in 2021 [8]. Additionally, reports indicate that 33 000 [4 400 – 62 

000] adolescents living in South Africa between the ages of 10-19 years were newly infected 

with HIV in 2021 [8]. ALHIV can be categorised into two groups based on the mode of HIV 

transmission – those who were behaviourally infected due to engaging in high-risk behaviours 

(i.e., unprotected sexual intercourse, substance use and sensation-seeking behaviours) and those 

who were perinatally infected (during birth, pregnancy or breastfeeding) [11, 12]. In South 

Africa, the prevention of mother-to-child transmission (PMTCT) programme was launched in 

2004, which led to huge strides in curbing the incidence of HIV infection among infants [13]. 

Therefore, the increase in the prevalence of ALHIV can be attributed to ongoing new cases of 

behaviourally infected adolescents and increased access to antiretroviral therapy (ART), which 

enabled millions of perinatally infected children to survive and reach adolescence [14–17]. 

For ALHIV, the experiences and challenges of adolescence are also shaped by their 

experience living with a highly stigmatized, chronic condition [18, 19]. It is widely reported 

that ALHIV experiences worse mental and physical health outcomes than non-infected 

adolescent peers and other groups of PLHIV, such as adults and children [18, 20, 21]. Indeed, 

reports indicate that AIDS-related mortality is the leading cause of death among African 

adolescents [22]. Furthermore, UNAIDS reports that since the epidemic's peak in 2002, the 

https://etd.uwc.ac.za/



3  

number of annual AIDS- related deaths among children has declined by 75%, while the number 

of annual AIDS-related deaths among adolescents has only decreased by 21% [23]. The 

discrepancy in AIDS-related deaths among ALHIV is especially concerning in the wake of 

improved access to and effectiveness of ART services and regimens that have transformed HIV 

from a deadly disease to a manageable, chronic condition [22, 24, 25]. The higher mortality 

among ALHIV is linked with sub-optimal rates of treatment adherence and retention in care, 

suggesting that they experience gaps in the HIV treatment cascade [16, 17, 26]. Therefore, we 

need to understand the type of care and support that ALHIV need to ensure sustained adherence 

to ART. 

Adherence among adolescents living with HIV 

Sustained adherence to ART is needed to achieve and maintain viral suppression of HIV 

[27, 28]. Two markers of ART, namely viral load (HIV RNA) and CD4 T lymphocyte cell 

(CD4) counts, are used to manage and monitor a patient’s HIV infection and disease 

progression [29, 30]. Viral suppression is defined as having less than 200 copies/mL of HIV 

viral replication in the blood, while CD4 count refers to the amount of white blood T cells in 

the blood [29, 30]. According to the WHO, adolescents, adults and children aged 5 years and 

older are considered to have advanced HIV disease if they present with a CD4 cell count less 

than 200 cells/mm3 [29, 30]. To be considered stable, patients should be on ART for one year, 

have no co-morbid illnesses, demonstrate a good understanding of lifelong treatment adherence, 

and demonstrate treatment success through two consecutive viral load measurements below 

1000 copies/mL  [29, 30]. Therefore, routine viral load testing, which is conducted at 6 and 12 

months after ART initiation, followed by every 12 months after that, is recommended as the 

preferred method to confirm treatment failure as well as manage and monitor a patient’s HIV 

infection status [29, 30]. However, in cases where routine viral load testing is unavailable, 

treatment failure should be diagnosed based on routine clinical monitoring, CD4 count and 

targeted viral load testing where possible [29, 30].  

Sustained adherence to ART is a dynamic and complex process which involves 

following a treatment plan, taking daily medications as directed by a healthcare provider and 

following instructions regarding nutrition and other healthcare-related behaviours [15]. 

Recently, UNAIDS has launched the Undetectable = Untransmittable (U=U) campaign to raise 

awareness that having an undetectable viral load resulting from optimal ART adherence stops 

the transmission of HIV [31]. Achieving sustained adherence reduces the viral load to the point 
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of being undetectable in laboratory tests (HIV RNA <20 -75 copies/mL). As such, it is 

imperative to ensure that optimal adherence is achieved among ALHIV to counter rising HIV 

incidence rates in this age group, prevent viral rebound and HIV drug resistance and decrease 

mortality rates [27, 28, 32].  

Achieving optimal adherence among ALHIV requires effective and comprehensive 

service delivery in all aspects of the HIV care continuum - testing, linkage to care, treatment 

and retention in care [24–26]. It is advocated that the mode of transmission may impact how 

ALHIV navigate through the HIV care continuum and how they experience care [12]. For 

example, perinatally infected ALHIV are typically diagnosed during infancy or early childhood, 

initiated on treatment in paediatric care and subject to full disclosure of their HIV status during 

early adolescence (around 11-12 years). On the other hand, behaviourally infected ALHIV need 

to seek out, and access testing services to know their status and initiate treatment – a process 

which may be hampered due to stigma, lack of information or difficulties in accessing services 

[12]. Despite the increased availability of ART, UNAIDS reports that only 54% of ALHIV 

globally were on treatment in 2020 [8]. Furthermore, sustained adherence among ALHIV is 

complex and often not a linear process as many ALHIV struggle to remain engaged in care and 

may become lost to follow-up (LTFU). For example, a recent retrospective cohort analysis of 

16,108 ALHIV enrolled at ART clinics in the Ehlanezi district in South Africa, indicated that 

retention in care dropped over two years from 90.5% at six months to 76.2% at 24 months [33]. 

Therefore, despite the efforts to curb the HIV epidemic through an increase in HIV-

testing campaigns and scale-up of ART programmes, evidence of the poorer health outcomes 

among ALHIV suggest that they are at risk of being left behind. Studies have shown that 

ALHIV faces unique challenges related to adherence and retention in care which is associated 

with various physical, social, and psychological barriers such as difficulties in accessing 

treatment, delayed disclosure of HIV status, stigma, lack of support, lack of resources, treatment 

fatigue, transitioning from paediatric to adult care, inadequate healthcare facilities, and mental 

health [32, 34–38]. The range of barriers to treatment ALHIV experience indicates that effective 

health service delivery should be holistic, integrated into families, communities and health 

systems, and tailored to adolescents' mindsets and needs. 

Mental health and adolescents living with HIV 

There has been an increase in research focusing on the relationship between mental 
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health and adherence – not only because poor mental health is associated with non-adherence 

but also because mental health is a significant driver of adolescent health in general [39, 40]. 

According to the World Health Organization (WHO) [40], common mental disorders (CMD) 

(e.g., anxiety and depression) are a leading cause of disability among adolescents accounting 

for 13% of the global burden of disease. At the same time, suicide is identified as the second 

leading cause of death among adolescents globally. Studies have shown that ALHIV may 

experience a double disease burden as reports indicate a high prevalence of co-morbid CMDs 

[18, 41–44]. Conversely, a growing body of evidence suggests that improved mental health 

outcomes among ALHIV are associated with improved treatment outcomes [34, 45–47]. For 

example, Findings from the VUKA family programme in South Africa indicate that adolescent 

participants aged 10-14 years improved on all measure’s dimensions, including mental health 

and adherence to ART [48]. Similarly, findings from a mobile intervention to support mental 

health and adherence among ALHIV in Kenya found that participants’ mental health and 

adherence improved after six months [49]. The abovementioned findings, along with the 

growing global recognition of the importance of adolescent health, have amplified calls to 

strengthen mental health promotion – to prevent the onset of mental health disorders through 

efforts to increase protective factors (mental wellness) and healthy behaviours – and to provide 

integrated mental health services for ALHIV on ART. 

The increasing recognition of the mental health needs of ALHIV is evidenced in its 

inclusion in global health reports such as the WHO technical brief on Safeguarding the future: 

Giving priority to the needs of adolescent and young mothers living with HIV [50] as well as 

the UNICEF policy brief on Mental health and antiretroviral treatment adherence among 

adolescents living with HIV [51]. While this is a step in the right direction, various ongoing 

challenges are associated with policy uptake, implementation and providing adequate mental 

health care to ALHIV. For example, while there is a lack of targeted policies for ALHIV, the 

South African National Adolescent and Youth Policy emphasises that HIV treatment services 

should include support for ‘mental illnesses’ screening [52]. However, this vague 

recommendation does not provide clear guidance on how mental health should be screened, 

what constitutes ‘mental illnesses’ or what support services are available, especially for ALHIV 

who may show signs of mental health problems but are not diagnosed with a mental illness. 

Such considerations should be clarified as Cluver et al. [53] state there is a significant gap in 

mental healthcare for adolescents in general, especially in low and middle-income countries 

(LMIC). Consequently, only a small portion of ALHIV have access to and receive mental health 
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services. Additionally, there has been an increase in the provision of alternative care models 

aimed at increasing adherence and improving mental health outcomes among ALHIV, such as 

youth clubs and other psychosocial interventions (i.e., peer or family support models) [34, 54–

58]. However, assessing the long-term effectiveness of such interventions is complicated due 

to the sustainability of the interventions and the measurement of mental health outcomes [59].  

Relatedly, a major challenge to providing and assessing care is how mental health is 

defined [59, 60]. Despite the depth of information on the topic, mental health remains an elusive 

concept, as is evident in the consistent lack of agreement over how mental health should be 

conceptualised. As shown in Box 1, there are various attempts to delineate the conceptual 

parameters of mental health – in line with the advent of positive psychology and salutogenic 

models of health – contemporary definitions share commonalities in recognition that mental 

health is more than the absence of illness, but also includes dimensions of positive functioning 

and feeling [60, 61]. Indeed, over the last few decades, there has been a proliferation of wellness 

and wellbeing discourses in both academic and public spheres, signifying a greater recognition 

of the importance of addressing health holistically to prevent disease and achieve health goals 

for all. Consequently, there have been increased calls to integrate mental health promotion 

strategies in public healthcare as a means to enable individuals and communities to improve 

their mental health as a state of wellness [61–65]. However, the discourse around mental 

wellness and mental health promotion are incongruent with the healthcare system's practices 

and values, which continues to perpetuate the pathogenic paradigm focusing on the prevalence, 

burden, and risk factors of the disease rather than building human potential to sustain good 

health [64, 66]. The pathological view of health and mental health is a pervasive and dominant 

paradigm in research and health service delivery – we tend to focus on what causes disease or 

how to improve individualised symptoms, thereby reducing people to the sum of their problems. 

Therefore, the possible scope of mental health promotion in health service delivery depends on 

how mental health is defined in this context. 

Similarly, research on mental health among ALHIV tends to focus on recording the 

prevalence of CMDs or reducing the symptoms of mental illness, which deflects attention from 

the significance of promoting mental wellness. For example, both the VUKA programme and 

the Kenyan mobile intervention were aimed at improving mental health, yet instruments used 

to measure mental health in these studies are designed to measure symptoms of mental illness, 

like the Child Depression Inventory [48, 49]. Additionally, findings from systematic reviews 
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on psychosocial interventions for ALHIV indicate that activities such as motivational 

interviewing, cognitive-behavioural therapy (CBT), peer and family support groups, 

mindfulness techniques and financial empowerment show promise in reducing mental health 

problems and improving psychological wellbeing among ALHIV in the African context [38, 

41, 55, 67]. However, such studies tend to report on a wide range of mental health outcomes, 

with depression and anxiety being the most frequent reported outcomes [38, 41, 55, 67]. Taking 

the WHO definition into consideration which states that ‘mental health is more than the absence 

of illness’ – we can argue that the improvements to mental health reported in these studies 

represent a reduction in mental illness symptoms rather than ‘improved mental health’ [40].  

By only measuring mental illness symptoms, we risk developing a one-dimensional 

view of mental health among ALHIV, affecting the type of treatment and services they receive. 

Moreover, focusing on pathology alone underestimates the capacity of adolescents to be 

resilient and thrive despite their circumstances [68]. Therefore, we need to create a holistic 

understanding of mental health among ALHIV, which includes a comprehensive focus on 

understanding the mental health problems they experience and their mental wellness. As shown 

in Box 1, while there is a lack of agreement, existing definitions of mental health emphasise 

that pathology is a small part of the mental health paradigm. Good mental health includes 

aspects of positive functioning, empowerment, resilience and building capacities of individuals 

and communities. Such definitions provide a broad framework but do not fully operationalise 

what mental wellness means to adolescents, much less for ALHIV. To develop a holistic and 

comprehensive profile of mental health among ALHIV, we need first to understand what mental 

wellness is and how ALHIV experience it as both a state and resource to navigate everyday life.
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Problem statement 

There have been significant scientific advances to improve the efficacy of ART 

regimens and service delivery. For example, Dolutegravir (DTG) is the WHO recommended 

first-line drug to treat HIV and has proven to be more effective, easier to take, shows fewer side 

effects than alternatives, and has a high genetic barrier to developing drug resistance [72]. 

However, the low HIV testing rates, high mortality, and increased prevalence of co-morbid 

mental health problems among ALHIV indicate that health service delivery is lagging behind 

and struggling to meet the needs of ALHIV, especially in LMICs. Addressing the diverse and 

unique needs of ALHIV requires integrated and comprehensive approaches which address 

behavioural, social, and psychological components to improve HIV-related health outcomes 

and overall wellbeing [11, 26, 73]. In recognition, the WHO published guidelines on providing 

Youth Friendly Services (YFS) in healthcare settings as an evidence-based intervention to 

provide accessible, appropriate and acceptable health services for adolescents and young 

people. In line with this, non-governmental organisations (NGOs) in South Africa, such as 

loveLife, collaborated to develop and implement the National Adolescent-Friendly Clinic 

Initiative (NAFCI) in 2009, which aimed to provide appropriate services for adolescents and 

address barriers to service uptake [74, 75]. Additionally, the South African Department of 

Health (DoH) developed the National Adolescent and Youth Health Policy in 2017 and 

highlighted the provision of quality YFS as a key strategy in its mission to improve the health 

Box 1. Examples of Definitions of mental health 

World Health Organization (2000): “state of well-being in which the individual realizes his or 

her abilities, copes with the normal stresses of life, works productively and fruitfully, and makes a 

contribution to his or her community” [4] 

 
Barry and Jenkins (2007): “A good state of mental health is a resource for everyday life and 

contributes to the quality of life and well-being” [69] 

 
Margaret Barry (2009): “a positive emotion or affect such as subjective sense of well-being, and 

feelings of happiness, a personality trait encompassing concepts of self-esteem and sense of control, 

and resilience in the face of adversity and the capacity to cope with life stressors” [70] 

 
Marie Jahoda (1958): “positive mental health includes attributes such as an efficient perception of 

reality, self-knowledge, the exercise of voluntary control over behaviour, self-esteem and self-

acceptance, and the ability to form affectionate relationships and productivity” [71] 
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status of young people [74, 75]. 

Despite the availability of guidelines and evidence supporting the efficacy of YFS in 

public healthcare and buy-in from key stakeholders, evaluation reports indicate that health 

facilities experience challenges in implementing such services long term, which is related to a 

lack of resources, financial constraints and limited staff availability [74, 75]. Furthermore, 

existing YFS are often poorly integrated with services specifically for ALHIV, including mental 

health services [74, 75]. Compounding the challenges of service delivery for ALHIV is the lack 

of evidence to support the implementation, provision, and monitoring of YFS to ensure that 

ALHIV receives appropriate services that meet their unique needs [74, 75]. 

Providing appropriate YFS for perinatally infected ALHIV is critical to support their 

transition from paediatric to adult care, because a growing body of evidence has shown that this 

transition is a contributor to poor treatment outcomes for ALHIV on ART. Additionally, such 

services may also help older behaviourally infected ALHIV who are expected to enter adult 

HIV programme, which is often described as not being sensitive to the needs of adolescents 

[74, 75]. Transitioning ALHIV to adult care is beneficial because this provide access to ART 

regimens that are more effective and present with fewer side effects. However, as mentioned 

before, ALHIV face nuanced challenges related to HIV care and require relevant support, such 

as YFS, to help them adapt to the adult care environment and adopt appropriate health 

behaviours to self-manage their chronic condition. 

There has been a proliferation of policies to guide adolescents from paediatric to adult 

care, such as the South African National Consolidated Guidelines for the prevention of mother-

to-child transmission of HIV (PMTCT) and the management of HIV in children, adolescents, 

and adults [13]. However, standardized definitions, measures of a successful transition, and 

tracking tools are lacking [76]. Furthermore, integrating mental health promotion services in 

YFS to support mental wellness among ALHIV is crucial as evidence has shown that mental 

wellness is a significant protective factor that can help to prevent the development of mental 

health problems and support long-term adherence. Emerging evidence suggests that mental 

wellness factors such as hope and resilience may help direct healthy behaviours among ALHIV 

and motivate them to stay on treatment [42, 77–79]. A key step towards integrating mental 

wellness services into care and improving YFS is the inclusion of routine mental wellness 

screening in public healthcare for ALHIV. However, few measures are available to provide 

much-needed evidence on what mental wellness means to ALHIV or which mental wellness 
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factors are most significant in supporting their well-being and health. 

Additionally, one of the goals of the National Strategic Plan (NSP) for HIV, TB and STI 

2017-2022 is to increase adherence and retention in care through a combination of approaches 

which includes: ‘community education and awareness initiatives, patient tracking systems, 

routine patient counselling, the use of PLHIV and PTB to encourage adherence and access to 

services and age-appropriate psychosocial support’ [33]. Part of this strategy lies in the 

development of various differentiated HIV treatment and care models which operate parallel to 

mainstream ART care [15]. Studies have shown that these differentiated models can improve 

adherence and retention in care and may function to alleviate the burden of congestion in public 

healthcare facilities [15]. 

One such differentiated care model is the adherence club intervention, which aims to 

improve adherence by providing patient-friendly access to ART and peer support for clinically 

stable HIV patients [80]. Evidence from pilot studies suggests that the adherence club model 

improved retention in care and adherence and relieved clinic congestion [57, 81]. As an 

extension, the adherence club model has been modified to youth clubs to address the specific 

needs of ALHIV [57]. However, the role and influence of psychosocial support within such 

models are only partially understood and most often poorly implemented. Empirical evidence 

is needed to describe the interaction of differentiated models of care with other psychosocial 

support interventions and how this may improve mental wellness among ALHIV for improved 

adherence and retention in care. 

To contribute to the body of evidence on understanding mental health among ALHIV 

and the role it plays in supporting adherence outcomes, we aimed to conceptualise mental 

wellness among ALHIV and develop an instrument to measure this in the South African 

context. Such an instrument is needed to build an evidence base of the critical mental wellness 

factors that should be prioritised in interventions and YFS for ALHIV. Additionally, this 

measure can screen and identify which ALHIV are at risk of developing mental health problems 

during any stage of the HIV care continuum so that they may receive adequate care. 

Aims and objectives 

The doctoral research project aimed to conceptualise mental wellness for ALHIV in the 

context of the HIV “test and treat” era and to develop a mental wellness instrument for ALHIV. 

https://etd.uwc.ac.za/



11  

The two main objectives of the study were: 

1. To conceptualise mental wellness amongst ALHIV and identify key mental wellness 

constructs. This objective was achieved through phases 1 and 2: 

• Phase 1: To identify the gap(s) and establish the need for a mental health instrument for 

adolescents living with HIV through a systematic review. 

• Phase 2: To establish the theoretical foundations of mental wellness through (1) conducting an 

exploratory photovoice study with ALHIV, which aided in describing the context of HIV 

service delivery for ALHIV and identifying the mental wellness discourses (concepts) that are 

relevant to ALHIV on ART; and (2) conducting an integrative review of mental wellness 

concepts for ALHIV to confirm the mental wellness concepts that were identified in the 

systematic review and photovoice studies. 

2. To develop a mental wellness instrument for ALHIV. This objective was achieved through 

the third phase of the study, which included: 

• Phase 3: To develop the instrument and establish content validity by conducting a Delphi Study 

with experts in the field; and to establish the face validity of the instrument through cognitive 

interviewing with ALHIV. 

Project design and methodology 

This doctoral study followed a multi-phased, mixed-methods exploratory sequential 

design. Cresswell [82] argues that a mixed-methods design is useful for developing an 

instrument or exploring a phenomenon in depth. A further strength of the experimental 

sequential design is that it can easily be applied to multiphase research studies. 

As the study aims to develop an instrument to measure mental wellness, we utilized test 

construction theory design as a framework to guide the study and methodological choices. Test 

construction is not linear. Rather, it comprises multiple phases in developing and evaluating a 

test to measure a specific phenomenon [83]. While a substantial body of literature collectively 

outlines the instrument development process with various guidelines proposed, the guidelines 

proposed by DeVellis [83] and Boateng et al. [84] provide a comprehensive methodological 

overview of the test construction process. DeVellis [83] presents the fundamentals of social 

science scale development in a series of steps, while Boateng et al. [84] present the phases of 
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scale development as a primer for best practices in scale development in measuring complex 

social phenomena. DeVellis [83] provides complete detail of each of the steps and theory 

involved in scale development through the following steps: 

1) determine what is measured, 

2) generate an item pool, 

3) determine the format of the measure, 

4) expert review and revision, and 

5) pilot testing and establishing psychometric properties. 

Boateng et al. [81] provide clear and logical boundaries to indicate the differences in 

item- and scale- development and scale evaluation as three distinct phases, including nine 

steps: 

1) Item development: Identification of domain, item generation and content validity 

2) Scale development: Pre-testing questions, survey administration, item reduction, 

extraction of factors 

3) Scale evaluation: Test reliability and validity. 

In this PhD project, we report on the first four steps of DeVellis [83] and the 1st phase 

of Boateng et al. [84] to guide the development of a mental wellness measure for ALHIV in 

South Africa and inform the methodological choices. Based on these guidelines, we 

conceptualized the study over three phases: 

(1) identifying the gap, (2) setting the theoretical foundations and (3) item development and 

initial validation (figure 1.1). 
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Figure 1.1: Process to develop the mental wellness measure for adolescents living with HIV 

 

Phases 1 and 2 addressed the study's first objective and represented the first two steps 

of the DeVellis framework - which aimed to establish what is being measured. To this end, we 

first set out to identify the gaps and establish the need to develop an instrument through a 

systematic review of all instruments used to measure mental health among adolescent 

populations. The systematic review was chosen as an appropriate method to aid in identifying 

measures that already exist for adolescent populations and determine how adolescent mental 

health is being measured in research. Our interest wrested in developing an instrument to 

measure mental wellness specifically. However, as we identified early on in the study, there is 

a lack of agreement on how mental health is defined – therefore, it was decided that reviewing 

instruments which measure positive and negative aspects of mental health would help us to 

develop a comprehensive understanding of the concept in general. Additionally, we retained a 

broad scope of the review to include all adolescent populations between the ages of 10-19 years 

to be as inclusive as possible and to allow for comparisons between different groups of 

adolescents. 

The second phase built on the findings from phase 1 to establish the theoretical 

foundations of mental wellness for ALHIV. We used photovoice methods with ALHIV and 

qualitative interviews with key healthcare workers to determine the most relevant mental 

wellness factors for ALHIV to be included in the instrument. Photovoice is a participatory 

method that allows participants to reflect creatively, talk freely and share their narratives of 

mental wellness. Therefore, this method was particularly useful in listening to the participants' 
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feelings and experiences, giving us an improved understanding of mental wellness from their 

perspective without imposing our own biases and assumptions. 

Additionally, the qualitative interviews with the healthcare workers further 

contextualised the role of mental wellness and supporting adherence to ALHIV from the health 

systems perspective. According to Krause [85], utilising multiple qualitative methods is useful 

for triangulation and strengthening the item development strategy. As such, we set out to further 

refine the findings from phases 1 and 2 through an integrative review of mental wellness 

concepts identified in research with ALHIV in the African context. This review provided further 

clarity on what mental wellness concepts are salient for ALHIV in the African context and aided 

in establishing the concepts' operationalisation. The findings from phases 1 and 2 were used to 

develop a conceptual model of mental wellness for ALHIV in the African context, which served 

as a guide for the item writing phase. 

Phase 3 of the study addressed the second objective of this study and represented the 3rd 

and 4th steps of DeVellis’s [83] framework. In this phase, we generated items for each domain 

in the instrument using the findings from the previous phases. We developed a draft version of 

the instrument, including the operational definitions for all the included concepts, the measure 

format, and scaling decisions. To establish content validity, we conducted a Delphi Study with 

a panel of key experts in the fields of instrument design, adolescent mental health, and ALHIV. 

As highlighted in DeVellis’ framework, consulting the experts is essential in the test 

construction process by providing consensus on the relevance of the domain how it is 

operationalised and verifying that the key dimensions of the domain are included [83]. Once 

the feedback from the Delphi study was integrated, we conducted cognitive interviews with a 

sample of ALHIV to establish face validity. These phases represent the completion of phase 1 

of Boateng et al. [84] test construction framework and the first four steps outlined by DeVellis 

[83]. Phases 2 and 3 of Boateng et al. and step 5 of DeVellis’ framework represent an ongoing 

process beyond the scope of the doctoral study. 

Overview of the thesis 

Section I presents an overview of the context of mental health and adherence among 

ALHIV, and the methodology used to carry out this doctoral study. In the following sections, I 

present the findings from the three phases and end with the conclusions and recommendations. 

In Section II, we report on the first phase of the study. The findings from the systematic 
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review are presented and illustrate how the review provided a comprehensive view of the 

literature on measuring mental health in adolescents globally. The findings from this review 

provided the necessary justification to develop a measure of mental wellness for ALHIV in 

South Africa. 

In Section III, we report on the findings from the study's second phase. The findings 

from the photovoice study and integrative review were used to establish the theoretical 

foundations of mental wellness for ALHIV and map the relevant mental wellness concepts, 

culminating in the development of the Salutogenic Model of Mental Wellness (SMoMW). 

In Section IV, we report and present the findings of the third phase of the study. We 

describe how the SMoMW was used to guide the development of the instrument, which was 

then reviewed by a panel of experts and a sample of ALHIV to establish the content and face 

validity. We present the conclusion at the end of this section which states the contribution of 

this thesis and provides recommendations for future research. 
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SECTION II: IDENTIFYING THE GAP 

This section is related to the aim of conceptualizing mental wellness for ALHIV. It addresses 

the first objective of the study – to identify gaps in the literature on measuring adolescent mental 

health and determine the need for an instrument to be developed by conducting a systematic 

review of mental health and mental wellness instruments used in research with adolescents aged 

10-19 years. Three publications emanated from the systematic review. 

In Chapter 2, the systematic review protocol is presented. 

Using the comprehensive search strategy outlined in the protocol, we identified 350 eligible 

articles related to measuring mental health and wellbeing in adolescent populations. Due to the 

large number of eligible studies identified, the analysis was done in two phases, resulting in two 

subsequent publications described in chapters 3 and 4. 

In Chapter 3, I describe the mental health and mental wellness instruments used in research 

with adolescents with a chronic condition. The findings from this paper indicated that there is 

a lack of appropriate mental wellness measures for adolescents living with a chronic condition, 

especially in LMICS, thereby providing support for the need to develop a mental wellness 

measure for ALHIV in the South African context. 

 

Chapter 4 describes the mental wellness instruments used with adolescents in general. We 

identified 13 mental wellness concepts, namely: life satisfaction, mental wellbeing [general], 

resilience, self-efficacy, self-esteem, connectedness, coping, self-control, mindfulness/spiritual, 

hope, sense of coherence, happiness, and life purpose, which comprised the preliminary mental 

wellness framework 

PAPER 1: Orth Z., & van Wyk B. Adolescent mental wellness: A systematic review protocol of 

instruments measuring general mental health and well-being. BMJ open. 2020;10(8): 1-6. doi: 

10.1136/bmjopen-2020-037237. 

PAPER 2: Orth Z & van Wyk B. Measuring mental wellness among adolescents living with a physical 

chronic condition: A systematic review of the mental health and mental well-being instruments. BMC 

Psychology. 2021;9(176): 1-17. doi: 10.1186/s40359-021-00680-w. 

PAPER 3: Orth Z, Moosajee F & van Wyk B. Measuring mental wellness of adolescents: A systematic 

review of instruments. Frontiers in Psychology. 2022; 13:1-14. doi: 10.3389/fpsyg.2022.835601. 
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CHAPTER 2 

Paper 1: Orth, Z., & van Wyk, B. Adolescent mental wellness: A systematic review 

protocol of instruments measuring general mental health and well-being. BMJ open. 

2020;10(8): 1-6. doi: 10.1136/bmjopen-2020-037237.  

Abstract 

Introduction: Promoting mental health well-being among global adolescent populations is of 

great public health and social significance. This is particularly true for adolescents with chronic 

illnesses, as studies have shown that these populations are at higher risk for developing mental 

health problems. There is vast recognition of the need for age and culturally appropriate 

interventions to promote mental well-being and prevent mental health problems. In stark 

contrast, there is a dearth of relevant measures of mental well-being for adolescents. Our 

proposed systematic review aims to identify mental well-being measures and to assess domain 

content, psychometric properties, and relevance to adolescent populations.  

Methods and analysis: The systematic review methodology will be guided by the seven steps 

proposed by Eggar, Davey, and Smith. Documents will be sourced from electronic databases 

(Academic Search Complete, ERIC, Medline, CINAHL plus, PsyArticles, SocIndex, & 

Sabinet). All documents will be exported to Mendeley, and two reviewers will independently 

screen the titles, abstracts, and full texts for inclusion. A third party will resolve any 

discrepancies. We will include studies published in all languages from 2000-2020 that utilise 

an instrument(s) that measure mental well-being among adolescent populations. Studies 

reporting on clinically significant mental illnesses or disorders will be excluded. A descriptive 

meta-synthesis approach will be used to identify and describe adolescent populations' mental 

health instruments and report on the psychometric properties. 

Ethics and dissemination: Ethical approval is not required. The results of this review will be 

disseminated through a peer-reviewed publication and conference presentations.  

Introduction 

In recent years, mental health has been a key public health concern, particularly for 

children and adolescents [1, 2]. According to the World Health Organisation (WHO) [3], mental 

health conditions account for 16% of the global burden of disease and injury for adolescents 

aged 10-19 years, with depression being identified as the leading cause of disability and illness 
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among this population. Evidence suggests that half of all lifetime mental disorders will start 

during adolescence, yet most of these will go unrecognised and untreated [4]. There are various 

factors which hinder the effective treatment of adolescent mental health. These include a lack 

of resources, a lack of communication between parents and health care practitioners, policies 

aimed at child and adolescent health, and how mental health problems are diagnosed. According 

to Wissow et al. [4], many children and adolescents have functional problems related to 

emotions or behaviour but do not meet the mental health disorder diagnosis criteria. It is critical 

that such at-risk children and adolescents be identified, so that appropriate prevention is 

implemented. This is concerning as adolescence represents a crucial period of development, 

where exposures, learnt behaviours, and experiences can set the trajectory for an individual’s 

mental and physical health in adult life [3, 4]. The life-course approach advocates for effective 

interventions during adolescence to protect public health investments in child survival and early 

childhood development and to ensure the next generation's physical and mental health and 

development [6]. To this end, it is imperative to widen the focus from providing care and 

treatment for adolescents diagnosed with a mental health disorder to including those who are 

challenged with their mental health and well-being before diagnoses are reached. 

Studies exploring mental health problems among children and adolescents have found 

various attitudinal, stigma-related, and structural barriers to accessing mental health services. 

Findings from a study suggested that 80 per cent of children and adolescents who require mental 

health services did not receive any [7]. These barriers are particularly apparent among 

adolescents living with chronic disorders or diseases. According to the WHO, the incidence and 

prevalence of chronic conditions are rising in most developed and developing countries and 

will constitute the main cause of death for children and adolescents by 2020 [8]. As such, it is 

necessary to consider mental health challenges in the context of adolescents living with chronic 

conditions. 

Research has demonstrated that while children and adolescents with chronic health 

conditions are at increased risk for developing mental health problems, the overall mental well-

being of chronically ill youth is largely determined by, among others, the severity of the disease, 

the amount of treatment required, and the psychological and social complications associated 

with such conditions [7, 8]. The variable nature of these factors has resulted in contradictory 

findings in different research studies. For example, studies have found gendered differences 

with chronically ill girls more likely to demonstrate emotional health problems than chronically 
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ill boys compared to healthy control groups [8]. 

Findings from a South African study comparing psychological vulnerabilities among 

perinatally- and behaviourally infected HIV-positive adolescents found that perinatally infected 

adolescents were more likely to be adherent to antiretroviral therapy (ART) and retained in 

care. In contrast, behaviourally infected adolescents were more likely to be depressed, report 

internalised stigma and express suicidal ideation [9]. These findings suggest that adherence, 

retention in care and mental health problems among adolescents living with HIV (ALHIV) are 

differentially influenced by the mode of infection [9]. As such, tailored interventions are 

recommended to address the differences between these groups to ensure optimal health 

outcomes. However, the differences between these two groups may also be influenced by 

external circumstances related to the care received rather than factors related to the disease. For 

example, perinatally infected adolescents receive support and build a trusting relationship with 

their healthcare worker while in paediatric care [9]. Behaviourally infected adolescents may not 

have similar experiences in the healthcare system. 

In the context of prioritising adolescent mental health, prevention and health promotion 

programmes have been identified as key strategies to help adolescents thrive [3]. In line with 

the United Nations (UN) Sustainable Developmental Goal 3 (SDG 3) – which aims to promote 

well-being for all ages – many countries and organisations aim to improve the development of 

age-appropriate interventions to provide psychosocial support and services to adolescents. For 

example, the Every Child Matters United Kingdom government initiative increased investment 

in child and adolescent mental health services (CAHMS) to increase access to appropriate 

services [10]. Additionally, global, and local policies such as the Global Strategy for Women’s, 

Children’s and Adolescents’ Health [11], the Global Accelerated Action for the Health of 

Adolescents [12], the Lancet Commission on Adolescent Health and Well-being [13], and the 

South African National Adolescent and Youth Policy 2017-2022 [14], have identified 

adolescent mental health as a priority area and has committed to developing specific 

programmes to promote mental health among adolescents. 

Despite the increased focus on adolescent mental health on the global health agenda, 

there is a lack of evidence concerning mental health conditions among adolescents, especially 

in low- and middle- income countries (LMIC) [2]. According to Vreeman, McCoy and Lee [2], 

the lack of information about adolescent mental health in LMICs may be partially related to the 

lack of validated instruments for these contexts. To address this, UNICEF has launched a 
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project to develop a measure of mental health among adolescents at the population level [5]. 

This is of great significance as it will provide valuable evidence regarding the prevalence of 

mental disorders, inform policy makers and healthcare workers, and guide intervention and 

treatment programmes. However, the aim of this instrument is majorly focused on improving 

data on the prevalence and burden of mental illness, meaning that adolescents who experience 

challenges to their mental health and well-being but do not meet the characteristics for a mental 

diagnosis may be overlooked. 

It is argued that the development of valid instruments to measure mental health depends 

on how mental health is conceptualised. However, there is currently little agreement on a 

general definition of ‘mental health’, which results in inconsistencies in how mental health is 

being measured and addressed in global health policies [15]. Traditionally, clinical 

psychologists focused more on the pathogenic side of mental health by describing and treating 

mental disorders. As such, mental health has popularly been used as a euphemism for ‘mental 

illness’ [15]. Consequently, the majority of the research focused on adolescent mental health 

adopts a pathological view by focusing on mental health disorders such as psychiatric disorders, 

general mental health disorders, emotional and behavioural problems, psychological distress 

and lower levels of illness symptoms as representative of mental well-being [2, 16]. 

However, this pathological view of mental health and human health, in general, is not 

without its critiques. According to the WHO defining human health as more than the absence 

of illness has been on ongoing and elusive objective [17]. As Ryff [18] argues, to advance our 

understanding of human health, we should also focus on the presence of wellness and what it 

means to flourish. In contrast to the pathological view of health, positive psychologists have 

focused on positive mental health or general mental health [15], which is defined as the absence 

of psychopathology and the presence of optimal wellbeing [19]. From this point, mental health 

is viewed as including both hedonic (feeling well) and eudemonic (functioning well) traditions 

of wellbeing. 

The concept of wellbeing in mental health has gained significant interest as evidence 

has shown that positive mental health functions as a recovery factor and a protective factor 

against both physical and mental illness [13, 20, 21]. Studies have shown that high levels of 

wellbeing are associated with better health outcomes in general and chronic adult populations, 

while low levels of wellbeing were associated with poorer health outcomes [20]. For example, 

psychological factors, including well-being, have been associated with adjustment in patients 
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diagnosed with hypertension [22]. Additionally, research has shown that individuals who 

engage in diverse types of physical activity are more likely to report higher levels of 

psychological wellbeing than those who do not exercise, suggesting a link between physical 

outcomes and wellbeing [23]. 

There are fewer studies focused on adolescent health and psychological wellbeing. 

However, the available evidence shows that while adolescents may experience multiple 

physical, social and emotional changes which can negatively impact their mental well-being, 

providing psychosocial support and mental health promotion to support positive mental health 

can protect against psychopathology and support physical health [3, 19]. For example, a 

longitudinal study in Australia found that one-third of boys and nearly half of girls in a 

secondary school experienced an episode of depressive and anxiety symptoms. However, these 

episodes did not follow into their adult life, suggesting that interventions may prevent morbidity 

in later life [24]. Additionally, research on ALHIV suggests that mental health well-being may 

support adherence to ART. A randomised control trial conducted by Willis et al. [25] found that 

adolescents who received the community adolescent treatment support intervention were 3.9 

times more likely to adhere to ART than those who only received a standard of care. 

While there may be disputes regarding the definition of mental health, there is agreement 

that mental health should be viewed as more than the absence of mental illness. To this end, the 

WHO has adopted the complete state model to define mental health as ‘a state of wellness in 

which every individual realizes his or her potential can cope with the normal stresses of life can 

work productively and fruitfully and can contribute to her or his community’ [26]. While this 

is a step forward in advancing our understanding of mental health in general, considerations 

should be made that focus specifically on adolescent mental health and its association with 

physical health, especially given the rise of chronic conditions. Understanding how positive 

mental health can be used as a resilience resource to protect against psychopathology and poor 

physical health outcomes is necessary to develop appropriate health policies and interventions. 

Measures aimed at diagnosing or screening mental health problems are useful in contexts where 

CAMHS are well-developed and supported. However, LMICs like South Africa face challenges 

relating to a lack of policy development and implementation for CAMHs, a lack of resources 

and overburdened public healthcare facilities, which challenges the sustainability of adolescent 

mental health and healthcare in general [27]. 

Mental health measurements play a significant role in policy and intervention 
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development as these are used to provide empirical evidence regarding the effectiveness of 

programmes aimed at improving adolescent mental well-being. Focusing primarily on 

measuring low-level disorder symptoms may result in ceiling effects by limiting the range of 

scores in a positive direction. Consequently, this limits the opportunity to measure the full range 

of mental health well-being [16]. Additionally, evidence linking wellbeing and physical health 

outcomes make it important to consider these associations in adolescence. Measuring mental 

health among adolescents necessitates using age- appropriate and culturally valid instruments 

to capture improvements in mental well-being where variances in general mental health can be 

accurately measured [16, 28]. 

More research focused on emphasising the healthy psychosocial development of 

adolescents that moves beyond identifying and addressing social and psychological problem 

trajectories is needed to support the development of psychosocial support programmes and 

interventions for adolescents who do not qualify for a mental illness diagnosis yet experience 

challenges to their mental wellness [29]. These interventions should be theory-driven and 

accessible within the local culture without placing strain on healthcare systems, especially in 

resource-limited contexts [24, 30]. 

The rationale for the review 

To identify currently available general mental health and well-being instruments for 

adolescents between the ages of 10-19 years to describe the content and review the 

psychometric properties of the instruments. For this study, general mental health and well-being 

instruments are those that measure ‘generic’ outcome measures that do not aim to diagnose and 

can be applied in a wide range of settings. In other words, these wellbeing and general mental 

health factors may include social and psychological functioning, relationships with others, 

social support, self-perception, quality of life etc. The findings of this review will provide 

evidence-based knowledge regarding what mental health instruments are used in research 

focused and adolescents and how reliable and valid these instruments are. 

Methods and data analysis 

This section describes the methods used in conducting the systematic review. The seven 

steps described by Eggar, Davey and Smith [31] will be used to guide the systematic review 

process. These steps are; 1) formulate the review question; 2) define the inclusion and exclusion 

criteria; 3) develop a search strategy; 4) study selection; 5) assess the quality of studies; 6) 
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extract data; and 7) analyse or synthesis the data. 

Review question 

The following question will guide the review; 

1) What instruments are used to measure/describe adolescent mental health outcomes? 

2) What are the psychometric properties of instruments used to measure/describe adolescent 

mental health outcomes? 

Inclusion and exclusion criteria 

The inclusion criteria for the search are as follows: 

(1) Studies published in peer-reviewed journals or grey literature. 

(2) The sample includes adolescents between the ages of 10-19. 

(3) The measure used was a self-report measure of general mental health and well-

being. 

(4) Quantitative and mixed methods studies. 

(5) Studies published in all languages 

(6) Studies from all countries will be included; and 

(7) Studies aimed at developing or validating instruments 

Studies will be excluded based on the following criteria: 

1) Review papers or case studies. 

2) Screening tools for mental disorders or disorder/symptom-specific measures. 

The decision to include studies with adolescent samples between the ages of 10-19 is 

based on the WHO definition of adolescence. However, not all studies focus specifically on 

adolescents between these age groups. Some studies may include samples of younger children 

(under ten years), while others may focus on older adolescents and young adults (older than 19 

years). Additionally, other studies may focus on mental health for general populations and have 

adolescents included in the sample. This study aims to review instruments used with adolescents 

specifically that recognise adolescence as a unique developmental period. Therefore, studies on 

mental health in general populations or young adults (including 18–19-year-olds) will be 

excluded. Studies that include samples of children younger than ten may be included if there is 

a strong focus on adolescent mental health. Furthermore, studies with measures aimed at 
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diagnosing mental health disorders or specific to mental illness are excluded as measures for 

mental health conditions are well-known compared to general mental health and well- being 

measures. As previously mentioned, many adolescents are often overlooked in mental health 

policies as they do not meet the requirements for a mental disorder diagnosis. Therefore, we 

aim to review instruments that can provide a broad measure of general health and wellbeing 

that capture a range of common presenting difficulties and strengths. 

Search strategy 

The search strategy was developed after consultation with the faculty librarian. The 

broad search strategy includes all research articles that use a psychological or psychometric 

instrument to measure mental health outcomes among adolescents. A systematic database 

search will be performed using Ebscohost (Psycharticles, Academic Search Premier), 

Cumulative Index of Nursing and Allied Health Literature (CINAHL), Educational Resource 

Information Center (ERIC), Medical Literature Analysis Retrieval System Online (MEDLINE) 

and Sabinet. Full texts will be searched using the list of key words for the search strategy; 

“((adolescent* OR teenage* OR young people OR youth) [AND] (psychological instrument 

OR measure* OR tool) [AND] (mental health OR mental well-being OR psychological well-

being) [AND] {psychometri*; reliability*; validity*)). 

Study selection 

Studies were included in the systematic review using the PICOT mnemonics for reviews (Table 

2.1). These included: 

Table 2.1: PICOT 

Patient population Adolescents aged 10-19 years 

Intervention or 

Interest 

Reviewing the psychometric properties of psychological tools or 

instruments 

which measure general mental health and well-being among adolescents 

Comparison 

interventions 

Not applicable 

Outcomes  

Primary outcomes The definitions and/or concepts of mental health and psychological 

wellbeing 

Secondary outcomes Psychometric properties of instrument/measure 

Time 2000–2020 
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Other considerations Geographical area: Global 

Age limits: Adolescents or young adults aged 10 – 19 years. 

Language: All language. 

Study designs: Quantitative method or mixed methods. 

 

The above criteria and search strategy will be used to search the databases. The search 

strategy's time period was chosen due to the paucity of research in this area [2, 12, 30]. 

Furthermore, the prioritization of adolescent health and the focus on adolescent-friendly 

services occurred after 2000 [32]. However, we recognise that studies published after 2000 may 

use already developed measures and established psychometric properties. In these cases, we 

will compare the psychometric data of the study included in the review with the psychometric 

data available from previous studies if those studies also focused on our population of interest. 

The review's screening and reporting will be conducted per the Preferred Reporting Items for 

Systematic Reviews and Meta-Analyses (PRISMA) guidelines. The number of hits for each 

database will be recorded, and the citations will be exported to Mendeley citation software. 

Following this, two reviewers will independently review all the titles and abstracts to assess 

which articles are appropriate for inclusion. The full-text articles of the included abstracts will 

be downloaded and independently reviewed to determine which articles should be included in 

the final assessment [31, 33]. 

Quality assessment 

Evaluating the quality of a study is an essential step in systematic reviews as it ensures 

the validity and reliability of findings [33]. Therefore, each of the potentially relevant articles 

to be included in the review will be evaluated using the SFS scoring system (version D) [34]. 

Version D of the SFS is an appropriate tool to use for assessing the quality of studies in this 

review as it will allow the two reviewers to assess the appropriateness of the methodological 

elements of the included studies, such as the psychometric properties of the instruments and the 

theoretical and operational definitions used to define constructs. The SFS version D scoring 

system contains 29 questions covering the following sub- sections; 1) purpose of the measure, 

which includes questions regarding the purpose, target group and theoretical dimensions of the 

measure; 2) methodological rigour, which focuses on the design, sample, and data collection 

and analyses; 3) and general considerations which includes questions regarding the type of 

publication. The first reviewer will score each of the included studies using the scoring system 

and present them in tabular form to be reviewed by the second reviewer. The overall quality of 

https://etd.uwc.ac.za/



34  

the study is based on the score it obtained and will be categorised as either weak (0-25%), 

moderate (26-50%), strong (51-75%), or excellent (76-100%). Only articles with a score of 

51% and above will be included in the analysis. 

Data extraction 

Following the quality assessment, a data extraction sheet will be set up in excel. The 

two reviewers will then extract the sample characteristics (ages, gender, school grade, etc.), 

geographic location, mental health concepts, psychometric properties of the instrument, type of 

instrument and the instrument's format and the instrument's results. For the purpose of this 

study, only data presented in the articles will be used as we are interested in how the data is 

reported. Where needed, we will contact authors for original data. 

Data synthesis 

A descriptive meta-synthesis approach will be used to identify and describe adolescent 

populations' mental health instruments and report on the psychometric properties. The synthesis 

of information regarding each instrument will be presented in tabular form, in which the 

included articles will be ranked based on the methodological rigour scores of the quality 

assessment [35]. This will allow the reviewers to assess whether the research design reflects a 

particular study's aims and objectives and whether the conclusions are supported by the data 

[33, 35]. As part of the review's aims, we will focus on how mental health or concepts of mental 

health are defined in the studies and which theories are used (if any) to frame mental health. As 

we look at sample characteristics, we will consider if there are any notable differences in the 

studies based on sample characteristics. We would also be interested to see the differences 

across countries regarding the number of studies conducted in higher and LMICs, and how 

mental health is investigated in these contexts. The data extracted from each included article 

will be presented in the table to clearly summarise the core findings. 

Patient and public involvement 

As this is a protocol for a systematic review, no patients or the public were involved in 

the design or research of this study. 

Ethics and dissemination 

Ethics approval is not required as the systematic review does not involve the 
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participation of human subjects; rather, it involves reviewing and collecting data from publicly 

available sources. This review aims to contribute to research on adolescent mental health. 

Specifically, it aims to understand what measures are available to measure mental health and 

well-being to identify gaps and areas of improvement for future measures. There is an 

increasing need to develop instruments which can measure all aspects of adolescent mental 

health. These include instruments which can identify adolescents who may be experiencing 

challenges to their mental health yet do not qualify for a mental illness diagnosis. Measures of 

general mental health and well-being may provide useful information to inform intervention 

and policy. We plan to publish the results of this systematic review and present the findings to 

key stakeholders and colleagues on various platforms, such as webinars and conferences. 
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CHAPTER 3 

Paper 2: Orth, Z., van Wyk, B. Measuring mental wellness among adolescents living 

with a physical chronic condition: A systematic review of the mental health and mental 

well-being instruments. BMC Psychology. 2021;9(176): 1- 17. doi: 10.1186/s40359-021-

00680-w. 

Abstract 

Background: Globally, promoting mental health and well-being among adolescents has 

become a public health priority, especially for adolescents living with a chronic physical 

condition (CC), as research suggests they may be more at risk of developing mental health co-

morbidities. Valid and reliable instruments are needed to measure and better understand mental 

health and well-being among adolescents living with a CC. To this end, we reviewed studies 

reporting on mental health and well- being instruments used in global adolescent populations 

living with a chronic physical condition/disease. 

Methods: We used a systematic review method guided by PRISMA to identify and assess 

mental health and mental well-being instruments used in adolescents living with a CC. In this 

instance, mental health instruments were defined as those representing negative domains of 

mental health (i.e., depression and anxiety), while mental well-being instruments included 

positive aspects of mental health (i.e., self-concept and resilience). 

Results: We identified 22 articles, which include 31 instruments that were used to measure 

either mental health (n= 8) or mental well-being (n= 15) or both (n=8) in adolescents living 

with a CC. Of these, thirteen studies used a Health-Related Quality of Life (HRQoL) scale to 

measure mental health and/or mental well-being; three were used. The KIDSCREEN and 

Strengths and Difficulties Questionnaire were identified as frequently used across the 22 

studies. Additionally, 7 out of the 31 instruments were disease-specific, with three focusing on 

adolescents with diabetes. All the instruments were developed in high-income countries and 

adapted for use in lower- and middle- income countries (LMICs). Adolescents with Type 1 

Diabetes (n=7) and HIV (n=4) were researched in 11 out of 22 studies. Only eight studies were 

conducted in LMIC, four in Africa. 

Conclusions: HRQoL instruments are useful in measuring mental health and well-being in 

adolescents living with a CC. However, relatively few valid measures of mental health and 

mental well-being for adolescents living with CC exist, accentuating the paucity of research on 
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mental health and mental well-being of adolescents living with CC. Specific measures need to 

be developed in and for LMIC, where cultural contexts uniquely affect mental well-being. 

Background 

As of 2015, there were an estimated 1.2 billion adolescents (aged 10-19 years), 

representing 16 per cent of the global population – making them the largest group of adolescents 

in history [1,2]. In recent years, the global public health agenda has shifted to recognise the 

importance of adolescent mental health in achieving global development goals [1,2]. According 

to the World Health Organisation (WHO) [2], mental health conditions account for 16% of 

adolescents' global disease burden. 

Depression, anxiety, self-harm, and childhood behavioural disorders have been reported 

as the leading causes of disability and illness [3]. It is further argued that half of all chronic 

mental disorders will start during adolescence, with approximately 75% of adults reporting the 

onset of a mental health problem before the age of 24 years [4]. However, most adolescent 

mental health problems often go undiagnosed and untreated [5]. Crenna-Jennings and 

Hutchinson (2020), for example, report that despite the increased investment in child and 

adolescent mental health services (CAHMS) in England, considerable treatment gaps persist, 

as evidenced in approximately one-quarter of children and adolescents referred to mental health 

specialists not receiving treatment [6]. This is concerning as adolescence represents a crucial 

period of development, where exposures, learnt behaviours, and experiences can set the 

trajectory for an individual’s mental and physical health in adult life [5,7]. 

Concomitantly, children and adolescents with physical chronic conditions (CC) are at 

increased risk for developing mental health problems or co-morbidities [8, 9]. Alderman et al. 

[10] confirmed a global trend of an increasing number of paediatric patients living with chronic 

medical conditions. In 2017, Jin et al. [11] reported that the overall prevalence of CCs among 

child and adolescent populations is estimated at 15-20%. According to Sawyer [9], initial 

stresses associated with diagnosis, ongoing stresses from treatments, social disruption, 

perceived stigma, marginalisation, and changes in plans and expectations about the future 

present substantive challenges to the social and emotional well-being of adolescents living with 

a CC. While most child and adolescent CC are not preventable by lifestyle changes, it is possible 

to prevent or modify the socially mediated co- morbidities adolescents experience with CC [9]. 

However, there are various challenges, as reports indicate that adolescents living with CC 
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experience various attitudinal, stigma-related, and structural barriers to accessing mental health 

services and psycho-social support [12]. Furthermore, the overall mental well-being of 

chronically ill adolescents is largely determined by, among others, the severity of the disease, 

the amount of treatment required, and the psychological and social complications associated 

with such conditions [12, 13]. 

Given the link between adult and adolescent health, it is necessary to promote a life-

course perspective in adolescent health which advocates for effective interventions during 

adolescence to protect public health investments in child survival and early childhood 

development and to ensure the physical and mental health and development of the next 

generation [14]. Glasner suggests that almost 70% of the disease burden in adults can be 

prevented through early interventions during adolescents [23]. However, it is argued that 

preventative strategies to reduce the effect of mental health problems need to go beyond the 

traditional disease model of mental health. To this end, it is imperative to widen the focus from 

providing care and treatment for adolescents diagnosed with a mental health disorder to include 

those who experience challenges to their mental health and well-being before diagnoses are 

made. 

In line with the United Nations (UN) Sustainable Developmental Goal 3 (SDG 3) - 

which aims to promote well-being for all ages - many countries and organisations are aiming 

to improve the development of age-appropriate interventions to provide psychosocial support 

and services to adolescents [15, 16]. Despite the increased focus on adolescent mental health 

on the global health agenda, there is a lack of evidence concerning mental health conditions 

among adolescents, especially in LMICs [17]. To address this, UNICEF has launched a project 

to develop a measure to determine the prevalence of mental illness among adolescents at the 

population level to inform policy makers and healthcare workers and guide intervention and 

treatment programmes level [5]. Current instruments in use to measure mental health are based 

on the traditional clinical psychology definitions of mental health as a pathology, which focuses 

on psychiatric disorders, general mental health disorders, emotional and behavioural problems, 

psychological distress, and lower levels of illness symptoms as representative of mental well-

being [2,18]. As such, mental health has popularly been used as a euphemism for ‘mental 

illness’ [19]. 

However, it has been argued that mental health is more than the absence of illness. 

Therefore, instruments measuring general mental health should also include a high degree of 
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psychological well- being [21, 22]. Mental health should then include a focus on the presence 

of wellness and what it means for an individual to flourish. In contrast to the pathological view 

of health, positive psychologists have shifted their views to focus on positive mental health or 

psychological well-being (mental wellness) [19]. From the perspective mentioned above, 

mental health is viewed as including both hedonic (feeling well) and eudemonic (functioning 

well) traditions of well-being [22]. 

Research on well-being in mental health has gained significant interest as evidence 

suggests that positive mental health aids as a recovery factor and a protective factor against 

pathology, including both physical and mental [16, 20, 21]. Measures of mental well-being are 

useful in assessing the strengths and resilience that adolescents possess, which is essential to 

promote positive mental health (wellness) and youth development [23]. However, there is a 

lack of studies focused on the effectiveness of such measures or on identifying which mental 

well-being domains are the most useful for screening and assessment [23]. Considerations 

should be made that focus specifically on adolescent mental health and its association with 

physical health, especially given the rise of CCs. This paper reports on a systematic review of 

mental health and well-being instruments used globally in adolescent populations living with 

chronic physical conditions/diseases. 

Methods 

The current review is based on a larger systematic review of mental health instruments for 

adolescents [3]. For this paper, we have chosen to focus on an instrument used specifically for 

adolescents living with a physical CC. For the purpose of this study, general mental health and 

well-being instruments are those that measure ‘generic’ outcomes that do no not intend to 

diagnose and can be applied in a wide range of settings [24]. In other words, these well-being 

and general mental health factors may include social and psychological functioning, 

relationships with others, social support, self- perception, and quality of life. The seven steps 

described by Eggar, Davey and Smith [25] were used to guide the review process, namely: 1) 

formulate the review question; 2) define the inclusion and exclusion criteria; 3) develop a search 

strategy; 4) study selection; 5) assess the quality of studies; 6) extract data; and 7) analyse or 

synthesis the data. 

Review question 

We identified the following research question: 

https://etd.uwc.ac.za/



44  

1. What instruments are used to measure the mental health and well-being of adolescents 

living with a chronic physical condition/disease? 

Inclusion and exclusion criteria 

The inclusion criteria for the search are as follows: 

(1) Published in peer-reviewed journals or grey literature. 

(2) The sample includes adolescents between 10-19 years old. 

(3) The measure used was a self-report measure of general mental health and/or well-being. 

(4) Quantitative and mixed methods studies. 

(5) Studies aimed at developing or validating instruments [3]. 

Studies will be excluded based on the following criteria: 

1) Review papers or case studies. 

2) Screening tools for mental disorders or disorder/symptom-specific measures [3]. 

The decision to include studies with adolescent samples between the ages of 10-19 years 

is based on the WHO definition of adolescents [3]. This study aims to review instruments used 

with adolescents specifically, that recognise adolescence as a unique developmental period. 

Studies that focused on adults or young adults, where 18–19-year-old adolescents were included 

in the sample, were therefore excluded [3]. Furthermore, studies with measures aimed at 

diagnosing mental health disorders or specific to mental illness were excluded [3]. As such, we 

do not consider adolescents diagnosed with a chronic mental illness/disorder. While studies 

indicate that adolescents with a physical CC may have mental illness diagnoses as co-

morbidities, our interest lies in identifying instruments which may be used to measure general 

health among adolescents with a physical CC, which can be used to inform mental health 

services and intervention to prevent mental health problems from developing into mental illness 

co-morbidities. 

Search strategy 

The search strategy was developed in consultation with the university’s community and 
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health sciences faculty librarian. The search strategy was broad to include all research articles 

that use a psychological or psychometric instrument to measure mental health outcomes among 

adolescents [3]. A systematic database search was performed using Ebscohost (Psycharticles, 

Academic Search Premier), Cumulative Index of Nursing and Allied Health Literature 

(CINAHL), Educational Resource Information Center (ERIC), Medical Literature Analysis 

Retrieval System Online (MEDLINE) and Sabinet. Full-texts searches were done using the 

following key words for the search strategy; “((adolescen* OR teenage* OR young people OR 

youth) [AND] (psychological instrument OR measure* OR tool) [AND] (mental health OR 

mental well-being OR psychological well-being) [AND] {psychometri*; reliability*; validit*)) 

[3, 24]. 

Study selection 

Studies were included in the systematic review using the PICOT mnemonics for reviews 

(Table 3.1). 

Table 3.1. PICOT 

Patient population Adolescents aged 10-19 years 

Intervention of 

Interest 

Measure general mental health and/or well-being among adolescents 

living 

with a chronic physical condition/disease 

Comparison 

interventions 

Not applicable 

Outcomes Mental health and psychological well-being 

Time 2000–2020 

Other considerations Study designs: Quantitative method or mixed methods. Language: All 

The period of the search strategy was chosen due to the paucity of research in this area 

[2, 17, 26]. Furthermore, the prioritization of adolescent health and the focus on adolescent-

friendly services occurred after 2000 [27]. The review's screening and reporting were conducted 

per the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) 

guidelines. The number of hits for each database was recorded, and the citations were exported 
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to Mendeley citation software. Following this, two reviewers (ZO & FM) independently 

reviewed all the titles and abstracts to assess which articles were appropriate for inclusion. The 

full-text articles of the included abstracts were downloaded and independently reviewed to 

determine which articles should be included in the final assessment [25, 28]. 

Quality assessment 

Each of the potentially relevant articles included in the review was evaluated using the 

SFS scoring system (version D), which is an appropriate tool to use for assessing the quality of 

studies in this review as it allowed the two reviewers to assess the appropriateness of the 

methodological elements of the included studies, such as the psychometric properties of the 

instruments and the theoretical and operational definitions used to define constructs [28]. The 

SFS version D scoring system contains 29 questions covering the following sub-sections, 

namely: 1) purpose of the measure, 2) methodological rigour, and 3) general considerations. 

The overall quality of the study is based on the score as weak (0- 25%), moderate (26-50%), 

strong (51-75%), or excellent (76-100%). Only articles with a score of 51% and above were 

included in the synthesis. 

Data extraction and synthesis 

A descriptive meta-synthesis approach was used to identify and describe the mental 

health instruments used among adolescent populations. The synthesis of information regarding 

each instrument was presented in tabular form to display relevant information [29]. The article 

information was entered into an excel sheet, and the sample characteristics (ages, gender, school 

grade, etc.) geographic location, physical health, mental health and well-being domains and 

purpose of the instrument were extracted. For the purpose of this study, only data presented in 

the articles will be used as we are interested in how the data is reported. 

Ethics 

Ethics approval is not required as the systematic review does not involve the 

participation of human subjects; rather, it involves reviewing and collecting data from publicly 

available sources. However, this review forms part of the first-author’s doctoral research 

project, which received ethical clearance from the University of the Western Cape Biomedical 

Research Ethics committee (BM19/09/18). 
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Results 

In accordance with PRISMA guidelines, we completed a flowchart detailing the 

selection process (Figure 3.1). Following the screening, we included 208 articles for the quality 

appraisal. From this, 20 articles scored below 51% on the SFS scoring system and were 

subsequently excluded, leaving a sample of 188 articles. We screened the full text of 188 

eligible articles and identified 22 articles, including samples of adolescents living with a CC or 

disease. 
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Figure 3.1: PRISMA Diagram 

Study characteristics 

An overview of the study characteristics is presented in Table 3.2. The study sample 

sizes ranged from 49 - 1,938, and the participants ranged from 8 to 19 years. More than half of 
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the studies were conducted in developed countries: three in the Netherlands, two each in 

Canada, the United States of America, Australia, and Poland, and one each in France, Taiwan, 

Spain, and Germany. 

Most studies (n=18) were published after 2010, with only four studies published before 

2010. Adolescents with Type 1 Diabetes (n=7) [33, 35 – 37, 42, 43, 49] and HIV (n=4) [30, 31, 

38, 41] constituted half of the total number of studies. Other conditions were Asthma [33, 49], 

Cerebral Palsy [34, 46], Cystic Fibrosis [35, 40, 51]and Chronic Pain [45, 50] with two studies 

each: with single studies on Congenital Heart Disease [32], Sickle cell disease [33], Cancer 

[35], Adolescent Idiopathic Scoliosis [39], Juvenile Idiopathic Arthritis [44], Strabismus [47] 

and Short Stature [48]. Chronic Disease (unspecified by authors) [49]. Additionally, 3 of the 

studies [33, 35, 49] used samples of adolescents living with various chronic illnesses rather than 

looking at adolescents with a specific chronic illness, thereby suggesting that the instruments 

used in these studies were not symptom/disease specific. All four African studies involved 

ALHIV [30, 31, 38, 41], while studies involving adolescents living with type 1 diabetes are 

mostly from European and American countries [33, 36, 37, 42, 43, 49]. The KIDSCREEN [n=5] 

and Strengths and Difficulties Questionnaire [n=5] were the most frequently used measuring 

instruments. 
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Table 3.2: Characteristics of included studies (N=22) 

 
First Author, Year Country and setting Sample 

size 
Age Range 
(years) 

Chronic 
condition 

Instruments 

Boyes et al., 2019 [30] South 

Africa, 

Eastern 

Cape 

1060 10-19 HIV Child Depression Inventory – Short 

Form (translated to Xhosa) 

 

Revised Children’s Manifest 

Anxiety Scale (translated to 

Xhosa) 

Cavasos-Rehg et 

al., 2020 [31] 

Uganda, 

Southwest 

Uganda 

702 10-16 HIV Beck Hopelessness scale 

Children's Depression 

Inventory Tennessee Self-

Concept Scale 

(All three instruments were adapted to be 

culturally appropriate in the Ugandan 

context) 

Chen, C-W., 2017 et 

al. [32] 

Taiwan 500 15-20 Congenital Heart Disease Healthcare Needs Scale 
for Youth with Congenital Heart 

Disease (Mandarin) 

 

The questionnaire on health needs 

for adolescents (Mandarin) 

 

WHO Quality of Life-BREF (Taiwan 

version) 

Cox, E.D. et al., 

2020 [33] 

United States of 

America, 
Wisconsi
n 

195 8-17 Asthma, Diabetes, Sickle 

cell disease 

Patient-Reported Outcomes 

Measurement Information System 

(PROMIS) 
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Davis, E et al., 2013 
[34] 

Australia, 

Melbourne 

& 

Queensland 

87 12-18 Cerebral Palsy Cerebral Palsy Quality of Life 

Questionnaire- Teen 

 

KIDSCREEN-10 

 

Paediatric Quality of Live Inventory 

De Alvegera, W et 
al., 2019 [35] 

Brazil, 
São 
Paulo 

212 12-17 Chronic Illness (cancer, 
type 1 diabetes, cystic 
fibrosis) 

The FACIT-Sp-12 Spiritual Well-Being 
Scale (Translated to Portuguese) 

De Wit, M et al., 

2012 [36] 

Netherlands

, Rotterdam 

& 

Amsterdam 

84 8-18 Type 1 Diabetes Monitoring 
Individual Needs in Diabetes Youth 

Questionnaire (MY-Q) (Dutch 

version) 

 

Paediatric Quality of Live 

Inventory (Dutch version) 

 

WHO-5 wellbeing index (Dutch version) 

De Wit, M et al., 

2007 [37] 

Netherlands, 

North Holland 

91 13-17 Type 1 Diabetes WHO-5 wellbeing index (Dutch version) 

 

Center for Epidemiologic Studies 

Depression Scale (CES-D) (Dutch 

version) 

 
Child 
Health Questionnaire (CHQ-CF87) 
(Dutch version)s 

Gentz, S et al., 2018 

[38] 

Namibia, 

Windhoe

k 

99 12-18 HIV Strengths and Difficulties 

Questionnaire (Oshimwaba and 

English versions) https://etd.uwc.ac.za/
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Glowacki, M et al., 
2013 
[39] 

Poland, 
Poznan 

36 10-17 Adolescent Idiopathic Scoliosis Strengths and Difficulties Questionnaire 
(Polish 
version) 

Goldbeck, L et al., 

2001 [40] 

Germany, 

Southern 

Germany 

70 16-38 Cystic Fibrosis The Short Form 36 Health Survey (SF-

36) (German version) 

 

The Quality of Life Profile for Chronic 

Diseases (PLC) (German) 

 

The Questions on Life Satisfaction 

(FLZ) (German) 

Kaunda-Khangamwa 

et al., 2020 [41] 

Malawi

, 

Blantyr

e 

406 15-19 HIV Child Youth Resilience 

Measurement (CYRM-28) 

(translated to Chicewa) 

Klages, K et al., 

2019 [42] 

United States of 

America, Tennesee 

181 12-18 Diabetes Diabetes Stress Questionnaire 

 

The Paediatric Quality of Life Inventory 

3.2 Diabetes module 

https://etd.uwc.ac.za/



53  

 

Mayoral, K et al., 

2019 [43] 

Spain, 

Barcelon

a 

136 8-19 Type 1 Diabetes EQ-5D-Y (Spanish version) 

 

KIDSCREEN-27 (Spanish version) 

 

Strengths and Difficulties 

Questionnaire (Spanish version) 

Misterka, E et al., 

2017 [44] 

Poland

, 

Pozna

n 

52 11-18 Juvenile Idiopathic Arthritis Strength and Difficulties Questionnaire 

(Polish version) 

Pavlova, M et al., 2017 
[45] 

Canada, 
Alberta 

147 8-18 Chronic Pain Patient-Reported Outcomes Measurement 
Information System (PROMIS) 

Power R et al., 2019 

[46] 

Bangladesh, 

Sirajganj district 

154 10-18 Cerebral Palsy Cerebral Palsy Quality of Life 

Questionnaire- Teen (translated to 

Bengali) 

 

Bengali version Kidscreen-27 

 

Bengali version Strengths and 

difficulties questionnaire 

Ramirez-Hernandez, 
A et al., 2018 [47] 

Mexico, 
Mexico 
City 

71 8-18 Strabismus Kidscreen-52 Spanish version 
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Rohenkal, A et al., 

2016 [48] 

Netherland

s, 

Hilversum 

49 8-18 Short Stature Quality of Life in Short Stature 

Youth (QoLISSY) (translated to 

Dutch) KIDSCREEN-52 (Dutch 

version) 

Sapin, C et al., 2005 
[49] 

France 1938 10-17 180 inpatient youth (asthma 
& diabetes) 254 chronic 
disease 

Vécu et Santé Perçue des 
Adolescents (VSP-A) 
(French). 

Soltani, S et al., 

2018 [50] 

Canada

, 

Alberta 

145 8-18 Chronic Pain Patient-Reported Outcomes 

Measurement Information System 

(PROMIS) 

 

The Paediatric Quality of Life Inventory 

(Peds- QL) 

Szyndler et al., 

2005 [51] 

Australia

, Sydney 

52 12-18 Cystic Fibrosis The Cystic Fibrosis Questionnaire (CFQ) 

 

The Hunter's Opinions and 

Personal Expectations 

Scale (HOPES). 
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Measuring instruments of mental health and mental well-being in adolescents 

From the 22 articles, we identified a total of 31 instruments that were used to measure 

either mental health (n= 8) or mental well-being (n= 15) or in combination (n=8) (Table 3.3). 

We categorised the mental health instruments as those that measure symptoms or aspects 

related to a specific mental illness (i.e., symptoms of depression) and mental well-being 

instruments as those that measure aspects related to [over-all] mental wellness or positive 

mental health (i.e., resilience, hopefulness). 

Measuring constructs of mental health and mental well-being 

With the exception of the WHO-5 well-being index [36, 37], all instruments measured 

domains associated with either mental health, mental well-being or both. For example, five of 

the mental well-being instruments are aimed at measuring different constructs related to 

mental well-being, such as resilience [41], hopefulness [51], self-esteem or sense of coherence 

[31] and spirituality [35]. These concepts refer to hedonic dimensions of mental well-being, 

i.e., are associated with ‘feeling well’. The exception is measuring resilience as a concept, 

which related to function or eudemonic well-being. This suggests that studies using 

instruments which measure singular constructs of mental well-being may be interested in 

understanding how hedonic (feeling well) indicators influence the general mental health and 

well-being of adolescents with a physical CC. On the other hand, it may be that eudemonic 

(functioning well) measures are being underrepresented or that these indicators are subsumed 

as subscales in HRQoL measures. However, each of these instruments was used only once, 

whereas the WHO-5 Well-being Index was used twice, indicating that instruments which 

include multiple domains of mental health and well-being may be preferable to instruments 

which measure singular constructs. 

Additionally, seven of the instruments measured constructs that are detriments to 

mental health, such as emotional and behavioural problems [38, 39, 43, 44, 46], symptoms of 

depression [30, 31, 37], symptoms of anxiety [30], and hopelessness [31]. These instruments 

measure negative feelings, except for the SDQ, which also measures behaviours that can 

negatively affect mental health. The SDQ measure was used frequently across the studies 

suggesting that bothemotional and behavioural risks to mental health are important 

considerations among adolescents living with a physical CC. Additionally, measures 

screening for depression among adolescents with a CC were used frequently. This is not 
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surprising as adolescents with a physical CC are at risk of developing depression as a co-

morbidity. The CESD scale is the only measure of depression in this review which measures 

a positive aspect of mental health (positive affect). Screening for depressive symptoms may 

help prevent the onset of disorders. 

The Diabetes Stress questionnaire is a disease-specific instrument measuring mental 

health and well-being in adolescents living with diabetes. It is included in this category as it 

measures specific stressors related to living with diabetes, which may negatively impact 

mental health. Additionally, it includes the subscale of ‘self-care’, which is related to the 

eudemonic well-being construct of self-efficacy. 

Health-related quality of life and quality of life 

The review identified various HRQoL and QoL instruments used as mental health and 

well-being measures. HRQoL and QoL are often related to mental well-being measures as the 

social indicator’s movement in the 1950s, which pertained to quality of life, gave rise to the 

development of theoretically based and validated instruments of positive psychological 

functioning, including a sense of well-being and hope [52]. This may explain why none of the 

HRQoL or QoL instruments can be categorised as having only mental health subscales. 

HRQoL has been developed into a multi-dimensional concept that includes domains related 

to physical, mental, emotional, and social functioning. It goes beyond direct measures of 

population health, life expectancy, and causes of death and focuses on the impact health status 

has on quality of life [53]. 

From Table 3.3, seven of the HRQoL include both mental health and mental well-being 

subscales, namely: Patient-Reported Outcomes Measurement Information System (PROMIS) 

paediatric profile -25 [33, 46, 50]; Child Health Questionnaire [37]; EQ-5D-Y [43]; Monitoring 

Individual Needs in Diabetes Youth Questionnaire (MY-Q) [36]; Quality of Life Profile for 

Chronic Diseases (PLC) [40]; Paediatric Quality of Life Inventory Diabetes Module (PedsQL-

DMTM) [42]; and the Short Form 36 Health Survey (SF-36) [40]. The Questions on Life 

Satisfaction (FLZ) was also identified as a QoL measure [40]. 

In this category, the PROMIS instrument paediatric profile-25 [30, 31, 37] was used 

frequently. Additionally, PROMIS, EQ-5D-Y and CHQ are the only instruments in this 

category designed to measure HRQoL in general child and adolescent populations and those 

living with a physical CC or illness. This may allow for comparisons between general 
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child/adolescent populations and those living with a CC. In comparison to the CHQ, 

thePROMIS measure has fewer subscales. However, in these subscales’ mental health (anxiety, 

depression) and physical well-being are emphasized, whereas the CHQ seem to emphasize the 

mental well-being subscales. Similarly, the EQ-5D-Y focuses more on the physical aspects of 

well-being. The PROMIS may be used more frequently to provide information regarding the 

prevalence of depressive and anxiety symptoms concerning physical functioning. 

Similarly, the MY-Q and PedsQL-DMTM are disease-specific measures designed for 

children and adolescents living with diabetes. The four subscales of the MY-Q mostly 

emphasize both hedonic and eudemonic mental well-being concepts such as social and 

emotional well-being, self-efficacy satisfaction and general QoL. However, the ‘diabetes 

management’ subscale includes aspects related to mental health (worries) and physical well- 

being (problematic eating and treatment barriers). The PedsQL-DMTM also has four subscales 

which represent mental health, well-being and physical well-being as it relates to living with 

diabetes specifically. 

The SF-36 is a validated and well-researched measure of QoL in adult populations. This 

review was used in a comparison study with the PLC and FLZ instruments on a sample of 

adolescents and adults living with cystic fibrosis. Both the PLC and FLZ instruments were 

developed in Germany to measure QoL in the general population, with the PLC being designed 

specifically for those with a chronic disease. Compared to the other instruments in this review, 

these may be less suited for adolescent populations. 

Additionally, six HRQoL and three QoL measures are categorized as mental well- being 

measures. These are the Paediatric Quality of Life Inventory (PedsQL) [34, 36, 50], The 

KIDSREEN questionnaires [34, 43, 46–48], the Cystic Fibrosis Questionnaire (CFQ) 

[51],Vécu et Santé Perçue des Adolescents (VSP-A) [49], WHO Quality of Life BREF [32]; 

Cerebral Palsy Quality of Life Questionnaire-Teen [34, 46]; and the Quality of Life in Short 

Stature Youth (QoLiSSY) [48]. 

The KIDSCREEN questionnaires, PedsQL and VSP-A, were specifically developed to 

measure HRQoL in adolescent populations. The three versions of the KIDSCREEN 

questionnaires provide some flexibility for researchers who may choose to use the 

questionnaire based on completion time. For example, for younger adolescents, it may be more 

appropriate to use the KIDSCREEN-10 (5 minutes) or KIDSCREEN-27 (10-15 minutes) to 

https://etd.uwc.ac.za/



58  

ensure they do not get fatigued while filling out the questionnaire. The KIDSCREEN-52 (15-

25 minutes) may be more appropriate for older adolescents. Additionally, the KIDSCREEN 

questionnaires were designed to measure physical well-being and emphasized both hedonic 

and eudemonic dimensions of mental well-being. Similarly, the Peds-QL measures physical 

well-being and hedonic and eudemonic well-being. The VSP-A is a French instrument with 

similar well-being subscales to the KIDSCREEN and Peds-QL. However, it also includes 

‘vitality’ and ‘relationship with medical staff’, which may be useful to assess in adolescents 

living with chronic conditions. 

The CFQ is a disease-specific instrument that can measure mental well-being among 

adolescent and adult populations diagnosed with cystic fibrosis. The Cerebral Palsy Quality of 

Life Questionnaire-Teen and QoLiSSY instruments are age- and disease-specific measures of 

well-being. Unlike other instruments in this review, the QoLiSSY includes a specific ‘coping’ 

subscale. Coping is often listed as an important indicator of eudemonic well-being as it speaks 

to one’s ability to overcome challenges and improve resilience. It may be that ‘coping’ items 

are included within other subscales in the instruments, such as the ‘individual’ subscale in the 

CYRM-28 measure or the ‘psychological well-being’ scale in the KIDSCREEN. 

Healthcare needs instruments 

The Healthcare Needs Scale for Youth with Congenital Heart Disease (HNS-CHD) 

measures the transitional healthcare needs of adolescents living with congenital heart disease. 

The questionnaire on health needs for adolescents [32] measured the healthcare needs of 

adolescents and was used to establish the concurrent validity of the HNS-CHD [41]. These 

instruments measure mental health and well-being by looking at adolescents' healthcare needs, 

which allows for early identification of mental health problems. However, not much 

information about these instruments is available outside this initial study [41]. 

Physical well-being subscales 

We found that 21 instruments included one or more subscales related to physical well- 

being. As shown in Table 3.3, some physical well-being subscales may overlap with the mental 

health and mental well-being subscales. For example, the Center for Epidemiological Studies 

Depression (CESD) questionnaire includes four subscales aimed at measuring symptoms of 

depression. One of the subscales, ‘somatic complaints,’ relates to physical symptoms of 

depression. However, it is also related to the individual’s physical well-being. 

https://etd.uwc.ac.za/



59  

Similarly, the Short Form Health 36 Survey (SF-36) includes subscales like 

‘Limitations in social activities because of physical or emotional problems’, which relates to 

both physical well-being and mental health (i.e., the emotional state has a negative effect on 

functioning). This is not surprising as mental health, as it relates to mental illness, considers 

somatic symptoms or functioning capabilities as an indicator to diagnose and assess the severity 

of an individual’s mental illness. 
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Table 3.3: Characteristics of the included instruments 

 

Instrument Aim of the 

Instrumen

t 

Subscales in 

the 

instrument 

# 

Subscales 

Mental 

health 

subscale

s 

Mental 

wellbein

g 

subscale

s 

Physical 

wellbein

g 

Studies 

Beck 

Hopelessnes

s scale 

Hopelessness Feelings about the 

future Loss of 

motivation 

Expectations 

3  

 

(n=3) 

  
[83] 

Cerebral 

Palsy Quality 

of Life 

Questionnair

e- Teen 

QoL in 

adolescents 

living with 

Cerebral Palsy 

global QoL, 

social 

wellbeing, 

emotional 

wellbeing, school 

wellbeing, physical 

wellbeing, 

participation, 

communication, 

pain 

8 
 

 

 

(n=5) 

 

 

(n=3) 

[34, 36] 

Child 

Youth 

Resilience 

Measureme

nt (CYRM-

Measure

s 

resilienc

e 

Individual, 

relational, 

community, 

cultural 

4 
 

 

 

(n=4) 

 
[41] 
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28) 

https://etd.uwc.ac.za/



62  

 

Cystic 

Fibrosis 

Questionnaire 

(CFQ) 

Measures 

HRQoL in 

patients with 

Cystic 

Fibrosis 

Physical, role 

limitations/ school 

performance, 

energy/wellbeing, 

emotional state, social 

limitations 

5 
 

 

 

(n=2) 

 

 

(n=3) 

[51] 

EQ-5D-Y Measur

e 

HRQoL 

mobility, looking 

after myself, doing 

usual activities, 

having pain or 

discomfort and feeling 

worried, sad or unhappy 

5  

 

(n=1) 

 

 

(n=1) 

 

 

(n=3) 

[43] 

FACIT-Sp-12 

Spiritual 

Well- Being 

Scale 

Measure 

Spiritual 

Wellbein

g 

Spiritual Well-

Being, Meaning, 

Peace, Faith 

4 
 

 

 

(n=4) 

 
[35] 

Healthcare 

Needs Scale 

for Youth with 

Congenital 

Heart Disease 

(HNS- 

CHD) 

Measure 

Healthcar

e Needs 

health, family, 

individual, 

interpersonal and 

policy needs 

5 
 

 

 

(n=2) 

 

 

(n=1) 

[32] 
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Hunter's 

Opinions 

and 

Measure 

hope and 

despair for 

Hope, despair, 

global personal 

happiness 

3  

 

(n=1) 

 

 

(n=2) 

 
[51] 
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Personal 

Expectation

s 

Scale (HOPES). 

adolescent

s and 

adults 

      

KIDSCREEN-10 Measure 

HRQoL in 

children 

and 

adolescents 

unidimensional 

construct of HRQOL 

1 
 

 

 

(n=1) 

 

 

(n=1) 

[34] 

KIDSCREEN-27 Measure 

HRQoL in 

children 

and 

adolescents 

Physical Well-Being, 

Psychological Well-

Being, Autonomy & 

Parents, Peers & Social 

Support 

and School Environment. 

5 
 

 

 

(n=4) 

 

 

(n=1) 

[43, 36] 

KIDSCREEN-52 Measure 

HRQoL in 

children 

and 

adolescents 

Physical, 

Psychological 

Wellbeing, Moods 

and Emotions, Self- 

Perception, 

Autonomy, Parent 

Relations and Home 

Life, Social Support 

and 

10 
 

 

 

(n=8) 

 

 

(n=1) 

[47, 48] 
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Peers, School 
Environment 

(6 items), Social 
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  Acceptance (Bullying), 

Financial Resources 

     

Paediatric 

Quality of Life 

Inventory 

(Peds- QL) 

Measur

e 

HRQoL 

Physical Functioning 

(8 items) 

Emotional Functioning 

(5 items) 

Social Functioning 

(5 items) 

School Functioning (5 

items) 

4 
 

 

 

(n=3) 

 

 

(n=1) 

[34, 36, 50] 

Quality of Life 

in Short Stature 

Youth 

(QoLISSY 

Measures QoL Physical, Social, 

Emotional, 

Coping, 

Treatment, 

Beliefs 

6 
 

 

 

(n=4) 

 

 

(n=2) 

[48] 

Tennessee 

Self- Concept 

Scale 

Measures 

self- concept 

Physical, moral, 

personal, family, 

social, academic 

6 
 

 

 

(n=5) 

 

 

(n=1) 

[31] 

Vécu et 

Santé 

Perçue des 

Adolescents 

(VSP-A) 

Measur

e 

HRQoL 

Vitality, Psychological 

Well-being, 

Relationships with 

Friends, Leisure 

Activities, 

Relationships with 

10 
 

 

 

(n=8) 

 

 

(n=2) 

[49] 
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Parents, Physical Well-

being, Relationships 

with Teachers, School 
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  Performance, Body 

Image 

and Relationships 

with Medical Staff 

     

WHO-5 

wellbeing index 

Measures 

current 

mental 

wellbeing 

Mental /Emotional 

wellbeing 

(unidimensiona

l) 

1 
 

 

 

(n=1) 

 
[36, 37] 

WHO Quality 

of Life-BREF 

Measures QoL physical health, 

psychological 

health, social 

relationship and 

environment. 

4 
 

 

 

(n=3) 

 

 

(n=1) 

[32] 

Center for 

Epidemiologic

al Studies 

Depression 

Symptoms 

of 

depression 

Depressive affect 

Somatic 

complaints 

Positive affect 

Interpersonal activity 

4  

 

(n=4) 

 
 

 

(n=1) 

[37] 

Child 

Depression 

Inventory 

(CDI) 

Symptoms 

of 

depression 

Anhedonia, 

negative 

mood/physical 

symptoms, 

negative self-esteem, 

interpersonal 

problems, 

5  

 

(n=5) 

  
[31] 
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Ineffectiveness 
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Child 

Depression 

Inventory – 

Short 

Form 

Symptoms 

of 

depression 

Negative 

mood/physical 

symptoms, 

negative self-esteem, 

interpersonal 

problems, 

ineffectiveness 

4  

 

(n=4) 

  
[30] 

Paediatric 

Quality of 

Life 

Inventory 

Diabetes 

Module 

(PedsQL- 

DMTM) 

Measure 

HRQoL in 

adolescents 

with 

Diabetes 

general concerns about 

diabetes, treatment, 

worry, and 

communication 

4  

 

(n=1) 

 

 

(n=1) 

 

 

(n=2) 

[42] 

Revised 

Children’

s 

Manifest 

Anxiety Scale 

Measures 

symptoms 

of anxiety 

in children 

and 

adolescents 

Psychological 

anxiety, 

worry/oversensitivity

, social 

concerns/concentrati

on 

3  

 

(n=3) 

  
[30] 
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Strengths 

and 

Difficulties 

Questionnair

e (SDQ) 

Emotional 

and 

Behavioural 

Screening 

Questionnair

e 

Emotional 

symptoms subscale 

Conduct problems 

subscale 

Hyperactivity/inattenti

on 

5  

 

(n=5) 

  
[38, 39, 43, 44, 

46] 
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  subscale 

Peer relationships 

problem subscale 

Prosocial behaviour 

subscale 

     

The 

questionnaire on 

health needs for 

adolescents 

Measure 

of 

Healthcar

e Needs 

physical health, 

reproductive health, 

mental health, 

interpersonal concerns 

and behavioural 

concerns 

5  

 

(n=3) 

 
 

 

(n=2) 

[32] 

Child 

Health 

Questionnair

e (CHQ) 

Measur

e 

HRQoL 

General health 

perceptions, physical 

functioning, role/social 

physical functioning, 

bodily pain, role/social 

emotional functioning, 

role/social behavioural 

functioning, parent 

impact-time, parent 

impact-emotion, self- 

esteem, mental health, 

behaviour, family 

activities, family 

14  

 

(n=1) 

 

 

(n=7) 

 

 

(n=3) 

[37] 
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cohesion, 

change in health 
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Diabetes 

Stress 

Questionnaire 

Measure

s 

Diabetes 

stressors 

Distress- 

Worry, Peer Stress, 

Adverse-Personal 

Effects, Parental 

Stress, 

Hyperglycemia, 

Self-Care, Diet, and 

Hypoglycemia 

8  

 

(n=5) 

 

 

(n=1) 

 

 

(n=3) 

[42] 

Monitoring 

Individual 

Needs in 

Diabetes Youth 

Questionnaire 

(MY-Q) 

Measure 

HRQoL in 

adolescents 

with 

Diabetes 

General QoL, the 

teenagers’ social 

life (friends, 

family, and 

school), 

diabetes management 

(worries, treatment 

barriers, self-efficacy 

and satisfaction, and 

problematic eating), 

and 

emotional well-being 

4  

 

(n=1) 

 

 

(n=4) 

 

 

(n=1) 

[36] 
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Patient-

Reported 

Outcomes 

Measurement 

Information 

System 

Measure 

that 

evaluates 

and 

monitors 

physical, 

mental, and 

anxiety, depressive 

symptoms, fatigue, 

pain interference, 

physical function-

mobility, peer 

7  

 

(n=2) 

 

 

(n=1) 

 

 

(n=4) 

[33, 45, 50] 
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(PROMIS) 

paediatric profile 

-25 

social health 

in 

adolescents 

and children 

(HRQoL) 

relationships, and a 

single pain intensity 

item. 

     

Quality of Life 

Profile for 

Chronic 

Diseases (PLC) 

Measures 

HRQoL 

in 

chronic 

patients 

Capacity, positive 

mood, negative mood, 

ability to relax and 

enjoy, sense of 

belonging to others, 

contact ability 

6  

 

(n=1) 

 

 

(n=4) 

 

 

(n=2) 

[40] 

Questions on 

Life 

Satisfaction 

(FLZ) 

Measure

s 

subjectiv

e QoL 

Friends/acquaintances, 

leisure, general health, 

income, occupation, 

housing, family life, 

partner 

relationship/sexuality, 

physical, ability to 

relax, energy, mobility, 

vision & hearing, 

freedom from anxiety, 

freedom from pain, 

independence from 

help 

16  

 

(n=1) 

 

 

(n=7) 

 

 

(n=5) 

[40] 
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Short Form 

36 Health 

Survey (SF-

36) 

Measur

e 

HRQoL 

Limitations in physical 

activities because of 

health problems. 

Limitations in 

social activities 

because of physical 

or emotional 

problems 

Limitations in usual 

role activities because 

of physical health 

problems Bodily pain 

General mental health 

(psychological distress 

and well-being) 

Limitations in usual 

role activities because 

of emotional problems 

Vitality (energy and 

fatigue) 

General health 
perceptions 

8  

 

(n=3) 

 

 

(n=1) 

 

 

(n=5) 

[40] 
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Discussion 

The increase in HRQoL studies on people living with a CC indicates a shift to include 

social and psychological dimensions of health in biomedical research [9]. Our review confirmed 

that HRQoL is useful for assessing physical and psychosocial well-being among adolescents 

living with a CC. However, there are concerns that measures of HRQoL may focus more on 

physical health domains and, therefore, may not be appropriate for measuring HRQoL in people 

with mental health problems [54]. However, as shown in Table 3.3 and confirmed by Bech et 

al. [19], HRQoL instruments have more domains relating to mental well-being than physical 

well-being. Indeed, we found that many other instruments measuring mental well-being also 

included measures of HRQoL or QoL. 

Additionally, adolescents in these studies were not diagnosed with any mental health 

problems. Therefore, it may be that these HRQoL instruments are useful for assessing the 

mental well-being of adolescents with a CC before they develop or are diagnosed with mental 

health problems. The PedsQL-DMTM was the only HRQoL instrument which measured a 

mental health domain (worry). This suggests that while mental well-being may be a key and 

necessary feature in HRQoL research, it may be that mental health is either underrepresented, 

as Connel et al. [56] argue, or it may be that measuring mental health is not considered useful 

in certain contexts. According to Bech [55], the mixture of distress and well-being items has 

become increasingly problematic as well-being is an important aspect of HRQoL, while mental 

health measures are related to the stipulations of diagnostic manuals such as the DSM V and 

ICD-10. However, as seen in Table 3.3, instruments often include both mental health (distress) 

and mental well-being domains to decrease floor and ceiling effects. In their study, Bech et al. 

[55] show that despite containing ‘pure’ well-being items, the WHO-Five measure was more 

sensitive and had lower ceiling effects compared to the SF-36 mental health (distress) scales. 

This reflects a conceptual problem related to the psychometrics of measuring mental health –to 

what extent is the absence of mental disorder symptoms equal to a high degree of psychological 

well-being? Nevertheless, this highlights the importance of conceptualising mental health and 

well-being as it will determine which instruments are most appropriate. 

Sawyer et al. discussed issues relating to HRQoL measures as there are discrepancies 

between parental proxy reports and adolescent self-reports [9]. We found that ten of the 

included studies used self-report measures to measure HRQoL, while five included both parent 

and adolescent reports. This suggests that self-report measures with adolescents living with a 
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CC may be preferred to measure HRQoL. Of the five studies using HRQoL self- and parent 

reports, three [33, 34, 46] reported discrepancies between the adolescents and parents, which 

were discussed as being consistent with previous studies. According to the KIDSCREEN group 

[57], there are issues regarding discrepancies between parent and adolescent reports, yet 

sometimes proxy reports are necessary for additional information or when the adolescent is 

unable to respond. Additionally, parent perspectives are important as they contribute to 

healthcare decision-making [57]. However, if there are discrepancies between the 

child/adolescent report, the adolescent should be considered the preferred respondent [9, 37, 

42]. 

Additionally, the choice of disease-specific or generic instruments should be considered 

as generic instruments facilitate comparisons between adolescents with different conditions and 

population norms, whereas disease-specific instruments can measure differential effects related 

to a specific disorder [56]. Our findings show that of the 31 instruments, 7 were disease-specific 

(of which three focused on diabetes). Previously only a few studies have compared HRQoL 

across adolescents with different disorders, as most focus on adolescent populations with a 

specific disorder. In our review, we found three studies which involved samples of adolescents 

with different disorders. While disease-specific studies are useful in describing the 

psychological effects (i.e., coping, adjustment, mental health problems) of individual diseases 

and conditions on adolescents and their families, research on the similarities and differences 

between disorders or diseases could inform practice and policy [56]. Additionally, measures 

that transcend specific diseases and conditions may help us better understand how structural 

elements of paediatric and mainstream healthcare systems can facilitate or hinder transitions of 

care [56]. Furthermore, considering the context of resource-limited countries, it may be more 

practical to compare features of different disorders or conditions to understand how best to 

maximise health resources, design sustainable intervention programmes and establish 

adolescent- friendly services for adolescents living with a CC. 

The KIDSCREEN, SDQ, Paediatric Quality of Life and PROMIS instruments were 

repeatedly used across the 22 studies and proven to be reliable and valid instruments. Unlike 

the other instruments mentioned here, the SDQ is the only ‘mental health’ measure as it is often 

used as an emotional and behavioural screening tool rather than a measure of HRQoL or QoL. 

This is not to say that the SDQ is the only mental health/mental well-being measure to use 

among adolescents living with a CC. Indeed, there are a variety of reliable and valid measures 
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of mental well-being and mental health to be used in adolescent populations, such as the 

Warwick-Edinburgh Mental Well-being Scale (WEMWBS) or the Beck Youth Inventory. 

However, as shown in this review, it may be that HRQoL instruments are preferable for use in 

adolescent populations with a CC, as Sawyer et al. [9] argued. Additionally, instruments such 

as the SDQ and KIDSCREEN were specifically developed for adolescent populations, whereas 

the WEMWBS is designed for all ages. 

Limitations and future research 

We conducted a comprehensive and systematic review of the literature using broad 

search terms and criteria to ensure the inclusion of all relevant articles. Unlike previous studies 

in this field [18, 24], our review included general mental health and well-being measures. 

However, some limitations are noted. While we tried to keep the criteria as broad as possible, 

we acknowledge that there are inherent issues related to the databases we have chosen, which 

may have restricted our access to certain articles. For example, the chosen databases may have 

restricted access to psychological journals. Additionally, we gained access to these databases 

via our institution. As such, we only had access to articles based on our institutional access.  

Additionally, it should be noted that this review forms part of a larger review focused 

on assessing mental health measures used among adolescents [3]. Therefore, this review 

represents a snapshot of our main review. Assessing general mental health and well-being 

among adolescents living with a CC is important for clinicians and policy makers. However, 

future research should focus on clearly conceptualising what mental health and well-being mean 

to adolescents, especially those living with a CC. This is relevant as we previously mentioned 

that there is currently no agreed-upon definition of mental health, and how a concept is defined 

has implications for how it is measured. This study shows that many mental health/well-being 

instruments were HRQoL instruments. Future research should also establish the validity of 

HRQoL instruments as measures of mental health/well-being by comparing the convergent 

validity of mental health/well-being instruments. 

Conclusions 

Many adolescent CCs are not preventable. However, the potential mental co-morbidities 

resulting from living with a life-long condition can be prevented or modified to ensure optimal 

quality of life. As such, the findings from our review reflect previous research trends suggesting 

that HRQoL measures seem to be more useful in measuring mental health and/or mental well-

https://etd.uwc.ac.za/



81 
 

being among adolescents living with a CC as this allows for an all-round assessment of both 

physical, psychological and social outcomes. Measures such as the KIDSCREEN, SDQ and 

Paediatric Quality of Life scales are useful and valid measures to assess mental health and well-

being among adolescents living with a CC in developed and developing countries. However, 

all the instruments included in this study were developed in high-income countries and then 

adapted for use in LMICs. While these instruments were useful, we would suggest that more 

instruments be developed in LMICs as this may provide us with more insight into which 

constructs of mental health/mental well-being and health are important to adolescents living in 

this context. Furthermore, such assessments may help researchers, policy makers, and health 

professionals better understand the complex issues experienced by adolescents living with a CC 

in resource-limited settings. We recommend more research to compare adolescents with 

different CC, especially in LMICs, which will inform the development of new frameworks for 

healthcare systems that will [better] support the healthy development of adolescents living with 

a CC as they transition to adult life. 
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CHAPTER 4 

Paper 3: Orth, Z., Moosajee, F., & van Wyk. B. Measuring mental wellness of 

adolescents: A systematic review of instruments. Frontiers in Psychology. 2022; 13:1-14. 

doi: 10.3389/fpsyg.2022.835601.  

Abstract 

Objective: Mental health is critical to the healthy development of adolescents. However, mental 

health encompasses more than the absence of mental illness; and should include indicators of 

mental wellness. A critical review of available mental wellness instruments for adolescents was 

conducted to identify operational definitions of mental wellness concepts for this population 

group. 

Method: A systematic review of the literature published between 2000-2020 was done to 

identify mental wellness instruments for adolescent populations. The review followed the 

PRISMA operational steps. 

Results: We identified 2,543 articles from the search strategy and screened titles and abstracts 

for eligibility. After the appraisal, 97 studies were included in the qualitative synthesis; 79 

mental wellness instruments were identified. Most studies did not define mental wellness. We 

identified thirteen mental wellness concepts from 97 studies, namely: life satisfaction, mental 

well-being [general], resilience, self-efficacy, self-esteem, connectedness, coping, self-control, 

mindfulness/spirituality, hope, sense of coherence, happiness, and life purpose. 

Conclusion: The review reflected previous research identifying a lack of consensus around 

mental health, mental wellness, and mental well-being definitions. This has implications for 

developing instruments for adolescents that adequately measure these constructs. Most of the 

instruments identified in the review were predominantly English and from developed countries. 

This indicates a need for explicitly conceptualised and operationalised instruments for 

adolescents in all their varied contexts. 

Background 

Adolescents are prioritized in the global public health agenda because they play a central 

role in achieving the 2030 Sustainable Development Goals (SDGs) [1–3]. In 2019 UNICEF 

estimated that there were 1.2 billion adolescents (aged 10-19 years), representing approximately 

16% of the global population [4]. It is further estimated that approximately 50% of all mental 
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disorders have their onset during adolescence [1,5,6]. According to the World Health 

Organization (WHO) [7], one in seven adolescents experienced a mental health condition in 

2019. Poor mental health hinders healthy adolescent development and is associated with poorer 

health and social and economic outcomes across their lifetime [1,5]. Adolescent mental 

disorders represent a significant disease burden on health systems, particularly in low- and 

middle-income countries (LMICs), where mental health services and resources are lacking 

[5,7,8]. 

Early intervention and prevention programs are critical for the healthy development of 

adolescents. The SDGs, the Global Strategy for Women’s, Children’s and Adolescent’s Health, 

the Global Accelerated Action for the Health of Adolescents, and the Lancet Commission on 

Adolescent Health and Well-Being highlight the gaps in research on adolescent mental health 

and argue for the need for valid high-quality data across different contexts to identify priorities 

and monitor progress in adolescent health [3,9,10]. A notable exception is UNICEF’s 

Measurement of Mental Health among Adolescents at the Population Level (MMAP) 

programme, which aims to measure the prevalence of mental health disorders globally [6]. 

However, mental health is more than the absence of [mental] illness symptoms and should 

include wellness measures [11–14]. Research on positive mental health or mental wellness 

among adolescents is largely underdeveloped [11]. To stimulate more research on mental well-

being among adolescents, measures of mental wellness are needed [15]. To this end, we 

systematically reviewed mental wellness instruments used in research with adolescents and 

reported on the mental wellness concepts that emerge from the identified instruments. 

Methods 

The review was registered with PROSPERO (CRD42020186707), and the methods for 

this review have been explained in detail in the published protocol [16]. 

Review question 

We identified the following research questions: 

What instruments are used to measure mental wellness in adolescents? 

What dimensions of mental wellness were measured? What indicators were used? How is 

mental wellness conceptualized in the studies? 
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Search strategy 

The search strategy was developed in consultation with the faculty librarian. The 

databases searched included Ebscohost (Psycharticles, Academic Search Premier), Cumulative 

Index of Nursing and Allied Health Literature (CINAHL), Educational Resource Information 

Center (ERIC), Medical Literature Analysis Retrieval System Online (MEDLINE), Google 

scholar and Sabinet. The following search terms were used: “((adolescen* OR teenage* OR 

young people OR youth) [AND] (psychological instrument OR measure* OR tool) [AND] 

(mental health OR mental well-being OR psychological well-being OR mental wellness) 

[AND] {psychometri*; reliability*; validit*)). The search was concluded in December 2020. 

Inclusion and exclusion criteria 

Our study selection was guided by the Population, Intervention, Comparison, Outcome 

and Time (PICOT) criteria (see Table 4.1.). To be included in the review, studies had to include 

adolescents aged 10-19 years, and the instruments used focused on general mental wellness 

[relating to positive mental health]. Instruments measuring mental illness symptoms or aiding 

clinical diagnoses were excluded. Studies that included samples of people outside our age 

criteria were only included if the study had a clear focus on discussing adolescent mental 

wellness. 

The period of the search strategy was chosen due to the paucity of research in this area 

[6,17,18]. Furthermore, the prioritization of adolescent health and the focus on adolescent-

friendly services occurred after 2000 [19]. 

Table 4.1: PICOT 

Population of interest Adolescents aged 10-19 years 

Intervention of Interest Use a validated measuring instrument for mental wellness 

Comparison interventions Not applicable 

Outcomes Mental wellness 

Time 2000–2020 

Other considerations Study designs: Quantitative method or mixed methods. 

Language: All 
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Review procedure 

We follow the preferred reporting item for systematic reviews and meta-analysis 

(PRISMA statement) results in the conduct of this review. The number of hits for each database 

was recorded, and the citations were exported to Mendeley citation software. Following this, 

two reviewers (ZO & FI) independently reviewed all the titles and abstracts to assess which 

articles were appropriate for inclusion. The full-text articles of the included abstracts were 

downloaded and independently reviewed to determine which articles should be included in the 

final assessment. Conflicts were discussed and arbitrated by third reviewer (BVW) where 

necessary. 

Quality appraisal 

Articles remaining after abstract screening were critically appraised using the SFS 

scoring system version D [20]. This tool was developed to evaluate full-text studies' 

methodological coherence and rigour by providing scores on a generic set of categories. The 

SFS scoring system contains 29 questions covering the following sub-sections, namely: 1) 

purpose of the measure, 2) methodological rigour, and 3) general considerations. The overall 

quality of the study is scored as weak (0-25%), moderate (26-50%), strong (51-75%), or 

excellent (76-100%). Only articles that scored 51% and above in each of the abovementioned 

sub-sections were included in the final synthesis, which indicated that the articles were of good 

quality. 

Data extraction and synthesis 

A descriptive meta-synthesis approach was used to identify and describe the mental 

wellness instruments used among adolescent populations. The synthesis of information 

regarding each instrument was presented in tabular form to display relevant information [21]. 

The article information was entered into an excel sheet, and the sample characteristics, ages, 

sample size, distinctive population, languages of studies, and geographic location and purpose 

of the instrument were extracted. 

Ethics 

This review, a sub-study of the first author’s doctoral research project, received ethics clearance 

from the University of the Western Cape Biomedical Research Ethics committee 

(BM19/09/18). 
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Results 

The screening and selection process results are presented in the PRISMA diagram 

(Figure 4.1). We found 2,543 articles from the search strategy and screened titles and abstracts 

for eligibility; 326 full-text articles were screened for possible inclusion. We excluded 196 

articles because the measures used in the study focused on measures for mental illness or were 

conducted with general population samples rather than adolescents specifically. Furthermore, 

14 articles could not be accessed due to payment and were excluded. After conducting a quality 

appraisal, a further 19 articles were excluded leaving a total of 97 studies to be included in the 

qualitative synthesis. 

As shown in Figure 4.2, most studies were conducted in Europe (36%) or North America 

(23%) and in English (n = 48), followed by Spanish (n = 18), Chinese (n = 8) and Portuguese 

language (n = 7). All instruments were originally developed in English, with some (n = 75) 

translated and adapted for use in a different cultural/language context. 
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Figure 4.1: Prisma flowchart for selection of studies  
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Table 4.2 summarises the characteristics of 79 mental wellness instruments identified from the 

97 studies. The instruments were categorised into 13 broad themes representing indicators of 

mental wellness, namely, life satisfaction (n = 12), mental wellbeing [general] (n = 7), resilience 

(n = 7), self- efficacy (n = 7), self-esteem (n = 7), connectedness (n = 6), coping (n = 6), self-

control (n = 6), mindfulness/spiritual (n = 6), hope (n = 5), sense of coherence (n = 4), happiness 

(n = 3), and life purpose/goal (n = 3). 

Table 4.3 provides an overview of the summary characteristics of all the mental wellness 

instruments included in the qualitative synthesis. 

Figure 4.2: Pie chart depicting the percentages of studies conducted across continents 
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Table 4.2: Summary of mental wellness concepts (n = 13) and mental wellness instruments (n-79) 

 

 

Mental wellness 

concept 

Definition of mental wellness Title of Instrument  Frequency of use; 

[Study references] 

Mental well-being 

[general] 

 

 

 

 

 

Experience of positive mental 

and physical health 

 

 

 

 

 

 

Mental Health Continuum-Short Form 5; [22–26] 

Ryff Psychological Wellbeing Scale  5; [27–31] 

Warwick-Edinburgh Mental Well-Being Scale 

(WEMWBS) 

6; [25,32–36] 

WHO-5 Wellbeing Index 5; [25,37–40] 

Warwick-Edinburgh Mental Well-Being Scale short 

(SWEMWBS) 

1; 30,36 

EPOCH Measure (Engagement, Perseverance, 

Optimism, Connectedness, and Happiness)  

1; [42] 

QEWB Eudemonic Well-being Questionnaire 1; [43] 

Connectedness 

 

Refers to the supportive and 

caring relationships of the child 

Hemingway Measure of Adolescent 

Connectedness–Short Version 

1; [44] 

Awareness of Connectedness Scale 1; [45] 
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in relation to groups and other 

people 

Cultural Connectedness Scale-Short Version (CSS-

S) 

1; [44] 

Milwaukee Youth Belongingness Scale (MYBS 1; [46] 

Social Support Appraisals 1; [46] 

Social Support Scale (Cluver) 1; [47] 

 

Coping 

 

 

 

 

Ability to employ strategies to 

handle adverse or stressful 

events 

 

 

A-COPE 1; [48]  

COPE 1; [49]  

KIDCOPE 1; [50]  

The Coping Response Inventory-Youth (CRI-Y) 1; [51]  

The Schoolagers' Coping Strategies Inventory 

(SCSI) 

1; [52]  

Utrechtse Coping List 1; [53]  

Self-control 

 

 

 

 

Ability to control and regulate 

their emotions and thoughts 

 

 

 

Difficulties in Emotion Regulation Scale (DERS) 2; [54,55]  

Trait Meta-Mood Scale (TMMS) 2;[56,57]  

Weinberger Adjustment Inventory 2; [46,58]  

Brief control scale  1; [59]  

Self-Control Scale (SCS) 1; [60]  
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  Psychological Empowerment  1; [61]  

Happiness 

 

 

Emotional state of mind or 

mood that determines 

satisfaction with life, flourishing 

and overall, well being 

Oxford happiness questionnaire 2; [62,63]  

Adolescent Happiness Scale 1; [64]  

The Subjective Happiness Scale (SHS) 1; [65]  

Hope 

 

 

 

 

Belief in the future and that 

hopes, and goals will be met 

 

 

 

(FESA Scale) Children Future Expectation Scale 1; [66]  

Children’s Hope Scale  2; [67,68]  

The Children’s dispositional hope scale 1; [49]  

The Hopefulness about Future (Hope) scale 2; [66,69]  

Urban Adolescent Hope Scale 1; [69]  

Life purpose/goal 

 

 

Feeling that one’s life is 

significant, comprehensible, or 

purposeful 

Adolescent Life Goal Profile Scale (ALGPS) 1; [65]  

Meaning in life questionnaire 1; [70]  

The Purpose in Life Test‐10 Items 1; [55]  

 

 

 

 

Life Satisfaction 

 

 

 

 

Students' Life Satisfaction Scale (SLSS) 5; [52,71–74]  

The Personal Well-Being Index 4; [75–78]  

The Personal Well-Being Index School Children 

(PWI-SC) 

4; [52,79–81]  

The Satisfaction with Life Scale (SWLS) 6; [32,44,65,82–84]  
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Overall quality of life rather 

than current feelings 

 

 Single Item on Overall Life Satisfaction 4; [76–78,85]  

Huebner’s Multidimensional Students’ Life 

Satisfaction Scale (MSLSS) 

3; [86–88]  

Cantril’s self-anchoring ladder  3; [35,71,86]  

Overall Life Satisfaction (OLS) 1; [74]  

Affect Balance Scale (ABS) 1; [54]  

Multidimensional Student Life Satisfaction 

Questionnaire Short Form (MDAS-SF) 

1; [89]  

The Children’s Intrinsic Needs Satisfaction Scale 

(CINSS) 

1; [90]  

The Satisfaction with Life Scale for Children 1; [44]  

Mindfulness/ 

Spiritual 

 

 

 

Ability to be present in life and 

the multidimensional concept 

that nurtures and celebrates 

wholeness through attention and 

awareness 

Child and Adolescent Mindfulness Measure 

(CAMM) 

3; [30,91,92]  

Mindful Attention Awareness Scale  1; [60]  

Spiritual well-being scale shortened version 2; [93,94]  

Newly developed strong souls 1; [95]  

Spiritual Well-being Questionnaire (SWBQ) 1; [96]  

The FACIT-Sp-12 Spiritual Well-Being Scale 1; [97]  
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Resilience 

 

 

 

 

 

Ability to cope with and recover 

from adverse situations or stress 

 

 

Child and Youth Resilience Measure (CYRM-28) 5; [46,82,98–100]  

Resilience Scale for Adolescents (READ) 4; [101–104]  

Chinese version of the resilience scale 1; [70]  

GMSR measure- gender minority stress and 

resilience scale 

1; [105]  

Modified Connor Davidson Resilience Scale 1; [75]  

Student Resilience Scale 1; [106]  

Student Resilience Survey 1; [107]  

Self-efficacy 

 

 

 

 

 

 

Personal judgement on how 

well they will be able to cope in 

situations given the skills they 

possess 

 

 

 

 General Perceived Self-Efficacy Scale (GSE) 4; [32,65,84,108]  

Adolescent self-consciousness questionnaire 1; [59]  

Emotional Self-Efficacy Instrumentation 1; [109]  

Mandala Model of Self Scale (MMSS) 1; [70]  

Perceived Social Self-Efficacy (PSSE) 1; [60]  

Research and action self-efficacy  1; [61]  

Self-Efficacy Scale 1; [70]  

Self-esteem 

 

 

Confidence in own abilities and 

worth 

 

Rosenberg Self-esteem Scale (RSE) 15; 

[32,33,62,66,68,69,84,89,

104,108,110–114] 
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Self-Compassion Scale (SCS) 2; [30,115]  

The Self-Esteem Questionnaire (SEQ) 2; [61,116]  

 Self-Perception Profile for children 1; [117]  

Harter Self-Perception Profile for children 1; [67]  

Self-Compassion Scale- Short Form 1; [83]  

Tennessee self-concept scale 1; [118]  

Sense of Coherence 

 

 

Ability to manage and cope 

with everyday life stressors due 

to their confidence and 

resources. A mixture of 

optimism and control 

Sense of Coherence Scale (SOC-13) 1; [65]  

Orientation to Life Questionnaire 1; [104]  

The Life Orientation Test-Revised (LOT-R) 1; [84]  

The Social Capital and Cohesion Scale (SCCS) 1; [119]  
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Mental wellness concepts from the general mental wellbeing instruments 

In line with the aims of this study, we examined each mental well-being [general] 

instrument to explore what mental wellness concepts are utilised to represent overall mental 

well-being. Through this process, we extracted the individual mental wellness concepts within 

each of the seven mental well-being [general] instruments – which brought the total amount of 

mental wellness concepts to 24. In Table 4.3, we rank the 24 mental wellness concepts in order 

of frequency of use in the identified instruments. 
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Table 4.3: Mental wellness concepts by frequency of use and definitions 

 

 

 

Mental wellness concept 

 

Frequenc

y 

 

Definition or 

Interpretation 

 

Connectedness 

 

 

7 

A sense that one has satisfying relationships with others, believing that one 

is cared for, loved, esteemed, and valued, and providing friendship or 

support to others 

 

Happiness 

 

 

5 

Steady states of positive mood and feeling content with one life rather 

than a momentary emotion. 

 

Hope 

 

 

4 

An emotion characterized by positive feelings about the immediate or 

long-term future. 

 

 

Life purpose/goal 

 

 

 

4 

You have goals in life and a sense of directedness; feel there is meaning to 

your present and past life; hold beliefs that give life purpose; and have aims 

and objectives for living. 

 

 

Self-efficacy 

 

 

 

4 

A person’s particular set of beliefs that determine how well one can execute a 

plan of action in prospective situations. Self-efficacy is a person's belief in 

their ability to succeed in a particular situation. 

 

 

Personal expressiveness 

 

 

 

 

4 

Personal expressiveness and self-realization are thus linked to eudaimonia, 

where what is considered worth desiring and having in life is the best within 

us or personal excellence. Experiences of an activity as personally 

expressive occur when there is (a) 

an unusually intense involvement in an undertaking, (b) a feeling of a special 

fit or 
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  meshing with an activity that is not characteristic of most daily tasks, (c) a 

feeling of intensely being alive, (d) a feeling of being complete or fulfilled 

while engaged in an activity, (e) an impression that this is what the person was 

meant to do, and (f) a 

feeling that this is who one really is 

Life satisfaction 
 

3 

 

A person's cognitive and affective evaluations of his or her life 

 

 

Personal growth 

 

 

 

 

3 

You have a feeling of continued development; see yourself growing and 

expanding; are open to new experiences; have the sense of realizing your 

potential; see improvement in yourself and your behaviour over time; are 

changing in ways that 

reflect more self-knowledge and effectiveness. 

 

 

Autonomy 

 

 

 

3 

You are self-determining and independent; you can resist social pressures 

to think and act in certain ways, regulate behaviour from within, and 

evaluate yourself by personal standards. 

Physical functioning (feeling relaxed/energy) 
 

3 

 

Related to physical well-being, i.e. feeling relaxed, energy 

Self-esteem 
 

2 

 

A person's overall subjective sense of personal worth or value 

 

Coping 

 

 

2 

Coping refers to cognitive and behavioural efforts to manage (master, 

reduce, or tolerate) a troubled person-environment relationship 

 

 

Self-acceptance 

 

 

 

2 

A positive attitude toward yourself; acknowledge and accept multiple 

aspects of yourself, including both good and bad qualities; and feel positive 

about your past life. 
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Environmental mastery 

 

 

 

 

2 

You have a sense of mastery and competence in managing the environment; 

controlling a complex array of external activities; making effective use of 

surrounding opportunities; and can choose or create contexts suitable to your 

personal needs and values. 

 

Engagement 

 

 

2 

Capacity to become absorbed in and focused on what one is doing, as well as 

involvement and interest in life activities and tasks 

 

 

Mindfulness/spiritual 

 

 

 

1 

The psychological process of bringing one's attention to the internal and 

external 

experiences occurring in the present moment; concern for or sensitivity to 

things of the spirit or soul. 

 

Sense of coherence 

 

 

 

1 

 

Degree of meaningfulness, comprehensibility, and manageability that people 

feel in their life 

Self-control 1 The ability to control behaviours in order to avoid temptations and achieve 

goals 

 

Resilience 

 

 

1 

 

 

The ability to mentally withstand or adapt to uncertainty, challenges, and 

adversity. 

 

 

Social contribution 

 

 

 

1 

A belief that one is a vital member of society with something of value to 

give to the world. It includes the extent to which individuals believe that 

whatever they do in the world is valued by society and contributes to the 

commonwealth 

 

 

Social coherence 

 

 

 

1 

Concern for knowing about the world and constitutes the perception of the 

social world's quality, organisation and operation. Social coherence involves 

appraisals that society is discernible, sensible and predictable. 
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Social actualization 

 

 

 

 

1 

Similar to the themes of self-realisation and personal growth. Individuals with 

a high degree of social actualisation are hopeful about the condition and 

future of society, and they recognise the potential that re- sides in a collective 

and believe that the world can change and improve for people like themselves 

 

 

Social acceptance 

 

 

 

1 

The social counterpart to self-acceptance indicates that people hold 

favourable views of human nature, expect others to be capable of kindness 

and consequently feel comfortable with others 

Perseverance 1 Ability to pursue one’s goals to completion, even in the face of obstacles. 
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Discussion 

Definition of mental wellness concepts 

From our review, few authors (38%) explicitly defined the concepts of mental health, 

mental wellness or well-being as used in their study. This finding follows the trend in literature 

where mental wellness is not clearly or adequately defined and used interchangeably with mental 

health and mental well-being concepts [12,120–124]. The observed absence of clear definitions or 

concepts of mental wellness perpetuates the lethargy in adolescent research on mental wellness. 

This is an important point of consideration as the way in which concepts are defined affect the 

ways in which concepts are measured. Careful consideration should be taken on theory 

development and conceptualizing mental wellness, given the need for valid and reliable 

instruments specifically for adolescent populations. While instruments providing data on symptom 

and problem-oriented analyses are needed to improve our understanding of the mental health 

challenges adolescents face, there is a simultaneous need to examine positive aspects of mental 

wellness to enhance our understanding of the different mental health-related dimensions [11,17]. 

This, in turn, will be beneficial in aiding the development of theories and policies to guide 

sustainable health programmes which can address adolescent mental health on multiple levels of 

intervention and prevention. 

The mental wellness concepts identified in this review are consistent with definitions of 

mental wellness in studies with adult populations [120-121]. However, the same fault line in 

interchanging mental wellness with mental well-being concepts is perpetuated. For example, 

Adams et al. [125] identified six dimensions of wellness - spiritual, physical, intellectual, 

emotional, psychological, and social – which provide a fitting categorization for the wellness 

concepts identified from our review of mental wellness instruments for adolescents. Similarly, 

Ryff [126] based her model of psychological well-being on concepts of self-acceptance, quality 

ties to others, a sense of autonomy, the ability to manage complex environments to suit personal 

needs and values, the pursuit of meaningful goals and purpose in life, and continued growth and 

development, - which are synonymous with our mental wellness concepts for adolescents. This 

may suggest that frameworks for mental wellness developed for adult populations may be fitting 

for adolescents. However, this also indicates that the constraints encountered in the 
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conceptualisation and operationalisation of mental wellness for research with adults are equally 

present in research with adolescents. Thus, the shortcomings in adolescent mental wellness 

research require critical conceptual development of mental wellness in general, with particular 

emphasis on reaching a consensus on the definition of mental wellness and the concomitant 

development of mental wellness indicators and measuring instruments. The mental wellness 

concepts identified from the instruments in this review may provide building blocks to 

conceptualise and guide theory development around adolescent mental wellness, which can aid in 

the development of valid and reliable instruments. 

Although definitions of mental wellness vary, the concepts of eudaimonia and hedonia are 

commonly agreed-upon facets of mental wellness [121,123]. From a eudemonic perspective, 

mental wellness is associated with an individual’s ability to function well and reach their full 

potential/purpose in life, while the hedonic perspective associates mental wellness with positive 

affects (feeling well) in the present [11,123,127]. Research on eudemonic and hedonic concepts 

have been well-documented for adult populations, indicating that both serve as protective factors 

against mental illness while promoting overall mental wellness [121,123]. Witten et al. [121] 

comment that research on hedonic mental wellness concepts in adolescents is well established, 

while less attention has been paid to eudemonic concepts. To explore this, we categorised 12 of 

the 13 types of mental wellness concepts to reflect eudemonic (functioning well) and hedonic 

(feeling well) mental wellness.  

Our review identified six eudemonic concepts: coping, self-control, life purpose/goal, 

resilience, self-efficacy, and sense of coherence from the existing mental wellness instruments. 

This review also identified five hedonic concepts of connectedness, happiness, hope, life 

satisfaction, and self-esteem. We argue that mindfulness/spirituality can be considered a 

eudemonic and hedonic concept depending on the context. Additionally, the seven Mental well-

being [general] instruments measured multiple mental wellness concepts and therefore included 

both hedonic (n=7) and eudomonic concepts (n=17). This suggests that instruments aimed at 

measuring general well-being as an indicator of adolescent mental wellness may reflect more 

comprehensive dimensions of mental wellness. In comparison to instruments which measure 

single concepts of mental wellness (i.e., self-esteem, resilience etc.), we found that the general 

well-being instruments in this review provided a better representation of overall mental wellness. 
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In this review, we see that hedonic mental wellness in adolescents goes beyond subjective 

feelings related to the self (i.e., happiness, hope, and life satisfaction) but also includes social 

aspects centred on the adolescents' connections to others and their sense of spirituality. While 

hedonic mental wellness is valuable, prioritising only happiness or life satisfaction may have 

unintended negative outcomes in adolescents. Therefore, a balance between eudemonic and 

hedonic concepts is necessary to promote mental wellness. For example, research has shown that 

adolescents have less impulse control than adults and show heightened activation in brain regions 

associated with reward processing, meaning they tend to engage in reward-seeking behaviours and 

pursue hedonic pleasures more frequently, resulting in an imbalance in their mental wellness [123].  

Additionally, self-focused hedonic behaviours (i.e., partying, self-indulgence) are related 

to negative affect, lower life satisfaction, and more depressive symptoms [123]. Therefore, 

exclusive emphasis on hedonic wellness may influence adolescents’ resilience and make them 

more vulnerable to social hardships and other challenges in life. In support of this, hedonic 

behaviours are considered less predictive of mental wellness than eudemonic behaviours. As an 

illustration, one longitudinal study of 15–17-year-olds found that hedonic decisions (gaining 

money for themselves) predicted greater depressive symptoms as opposed to eudemonic 

behaviours (donating money) [123]. Furthermore, emerging research suggests that globally 

subjective well-being tends to decrease in young people between the ages of 13-24 years [121]. 

The challenges related to the conceptualisation of mental wellness and related concepts and the 

lack of research on both eudomonic, and hedonic mental wellness simultaneously make it difficult 

to pinpoint the mechanism contributing to this phenomenon [121]. 

We argue that this decrease-with-age tendency may occur when adolescents only focus on 

pursuing hedonic mental wellness without developing eudemonic mental wellness, as the former 

is associated with lower levels of meaning in life [121]. Therefore, while adolescents may 

experience happiness or life satisfaction, their overall subjective well-being may decline as they 

come to terms with getting older, increasing responsibilities, and making sense of the changing 

world around them. Without the balance of eudemonic wellness, adolescents may struggle to cope 

with challenges and life demands associated with their development which could increase their 

engagement in risky behaviour as they try to stimulate the reward centre of their brains to maintain 

their hedonic wellness. On the other hand, adolescents who pursue both hedonic and eudemonic 
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mental wellness are more likely to adopt a balanced and realistic stance towards life by accepting 

that challenges are a part of life while maintaining the belief that these are manageable and that 

they are capable of working towards a better life. In such cases, the presence of eudemonic 

wellness may act as a buffer against risks associated with hedonic pursuits. To support this, 

longitudinal studies have shown that a stabilizing effect occurs as subjective well-being (SWB) 

scores stop decreasing over time [128]. This stabilizing effect may be influenced by the socio- 

political and cultural context in which adolescents develop – data shows that Australian 

adolescents' SWB scores start increasing at age 17/18, and Brazilian adolescents' SWB scores stop 

decreasing at 16, while data from Romania suggests SWB may continue decreasing after 20 years 

of age [128]. Some cultures may provide more opportunities for adolescents to develop both 

hedonic and eudomonic mental wellness, allowing them to regain a sense of SWB. 

Additionally, due to the proliferation of quantitative studies aimed at measuring SWB in 

adolescents – we argue that more qualitative research is needed to explore why SWB decreases 

during these years and which eudemonic and hedonic factors may act as a buffer to promote 

enduring mental wellness. Therefore, our review supports previous research indicating that both 

hedonic and eudemonic indicators should be represented in instruments aimed at measuring mental 

wellness in adolescents – these indicators can be useful to track intervention and policy outcomes 

related to increasing adolescent mental wellness as it allows us to focus on gaining a better 

understanding of how they balance the desire to feel good and pursue a meaningful life, and under 

what conditions mental wellness is maintained. 

Furthermore, while mental wellness instruments were originally developed for adult 

populations and adapted to demonstrate good reliability and validity scores among adolescents, it 

may be that these measures do not capture aspects of mental wellness that may be unique to 

adolescents [129]. As the decreasing-with-age tendency shows, some concepts related to mental 

wellness may be influenced by factors related to the developmental stage. This brings into question 

the extent to which research with adults can be generalised and adapted to adolescent populations. 

For example, the WEMWBS was originally developed to support work to develop Scottish mental 

health indicators for adults. This indicates that the identification and development of important 

mental wellness domains were derived from research focusing on aspects significant to adult 

mental wellness. 
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Similarities between adult and adolescent mental health exist. For example, research on 

mental health in adolescents living with HIV suggests that they experience similar challenges as 

adults living with HIV [129]. However, even in such cases, there is a call to recognise the unique 

developmental stage adolescents are in as they experience significant mental and physical changes. 

Studies have shown that, unlike adults, the adolescent brain is still developing and is more 

susceptible to changes caused by stress [130]. Additionally, evidence shows that individual factors 

such as age, sex, and gender present complex interactions with mental wellness among adolescents 

[130]. Therefore, there is a need to conduct more research with adolescents so that they may 

participate and contribute to the conceptualisation and operationalisation of mental wellness, 

which suits their needs. 

Additionally, we found that all the instruments were originally developed in English, with 

many of these being developed with participants from a western context (see figure 4.2). The 

exceptions are the Urban Adolescent Hope Scale and the Strong Souls instruments which were 

developed with indigenous Australian Youth. While many of these instruments have been 

translated into other languages and validated in different cultural contexts, it raises questions which 

align with debates around decolonising mental health, such as what constitutes knowledge and 

‘evidence’ of global mental health and who decides what counts as ‘evidence’ [131–133]. 

Mental wellness measures developed in western contexts are often translated and validated 

in other cultural settings as new measures are seen as involving costly and time-consuming 

processes [134]. However, do these validated measures accurately capture the evidence related to 

mental wellness experiences and challenges of youth living in cultural and religious contexts that 

differ from the west, or are they perpetuating definitions based on Western Psychology? According 

to Zaretsky [135], mental healthcare systems continue to be shaped by colonial policies and 

practices rooted in racism which consequently results in the perpetuation of mental wellness 

services that are not culturally appropriate. 

Research shows that mental health disparities between indigenous and non-indigenous 

youth result from centuries of racism and colonial practices [131,135,136]. Indigenous youth are 

more likely to experience trauma, suicide attempts, substance use, HIV, homelessness, and mental 

health problems than non-indigenous youth [131,136]. Furthermore, treating mental health from a 
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western perspective can perpetuate colonial and oppressive practices [136]. Indigenous youth are 

hospitalized at a higher rate than non-indigenous youth, and the treatment involved may increase 

their chances of developing substance dependence [131]. Studies like these suggest that indigenous 

adolescents and those living outside of the western context may experience challenges to their 

mental health, which differ from non-indigenous youth. This also means that the strategies they 

need to improve and maintain their mental wellness could take on forms which are generally not 

considered in the western context. Therefore, understanding what mental wellness is from a 

decolonised perspective is necessary to increase the recognition of indigenous approaches to 

healing which should be incorporated into mental health services. 

Study limitations and future research 

There are a few limits to note regarding this study. Firstly, the databases we used to search 

may not have accessed psychology-relevant databases. As mentioned previously, some of the 

articles were excluded from this review because we did not access those via the university 

databases. Based on the results of our review and the global advocacy around adolescents’ rights, 

we argue that there is a need for more qualitative research to explore how adolescents experience 

and understand mental wellness. This research can be used to address questions around how 

adolescents make sense of mental wellness, their experiences, and interpretations of wellness, and 

what they need to improve and maintain mental wellness. These critical questions require further 

investigation as adolescents' understanding of the concept during this unique developmental period 

may influence their lifestyle choices and behaviours, which may be carried into adulthood. This 

information is vital to support the development of mental health services which are accessible and 

valuable to adolescents. Most instruments in this review were designed in developed countries. 

Cross-cultural qualitative studies may help us explore how adolescents from different cultures 

experience mental wellness, which may help us better understand the need to develop instruments 

in developing countries. Additionally, qualitative research exploring adolescents' views of mental 

wellness may provide further insights into the similarities or differences between adolescent and 

adult populations, which can facilitate the development of instruments that specifically measure 
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adolescent mental wellness. 

Conclusion 

The review confirms a growing body of literature on adolescents’ mental health. However, 

there is no consensus on an explicit definition of the concept of mental wellness. A clear definition 

is needed to improve our understanding of adolescent mental wellness, which can aid the 

development, monitoring, and evaluation of interventions and programmes aimed at improving 

adolescent mental wellness. Our findings indicate that the general mental wellbeing instruments 

reflected a more comprehensive measure of mental wellness, highlighting the need to include both 

hedonic and eudemonic indicators in mental wellness measures for adolescents. A key finding is 

the adaptation of the instruments to adolescent populations, as most instruments were developed 

for adults in the English language and a developed context. This indicates a need for adolescents 

to be involved in conceptualising and operationalising mental wellness. Mental wellness 

instruments should allow for the varied presentation of mental wellness evident amongst youth in 

different cultural contexts. 
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SECTION III: SETTING THE THEORETICAL FOUNDATION AND IDENTIFYING 

THE DOMAINS 

In this section, we report on the findings from (1) the exploratory photovoice study with 

ALHIV (aged 10-19 years) accessing treatment at three public primary healthcare facilities in the 

Cape Town Metropole district of South Africa as well as (2) findings from an integrative review 

of mental wellness concepts identified in literature focused on ALHIV in the African context. The 

current section consists of 4 publications. 

The findings from phase 1 supported arguments that there is a lack of consensus on the 

definition of concepts such as mental health and mental wellness, which has implications for 

research, policy and, in this case, the measurement of mental wellness [1–3]. Additionally, many 

instruments identified through the systematic review were developed with adult populations in the 

global north and subsequently adapted and validated with adolescent populations. While this is a 

common strategy (as scale development can be a lengthy and costly process); findings from social 

desirability studies indicate that the items or domains from such instruments may not always 

accurately represent the context of the adolescent. For example, the nature and meaning of a 

construct like a self-esteem change as we get older – or adolescents from different cultures and 

different parts of the world may experience and interpret self-esteem differently. For these reasons, 

qualitative studies are considered especially useful in developing items for psychological 

instruments [4]. 

Building on the findings from the systematic review, we constructed a preliminary 

framework of the mental wellness constructs we extracted from the identified instruments. 

Following this, we conducted an exploratory photovoice study at three public healthcare facilities 

in the Cape Metropole District of South Africa to engage with ALHIV and learn how they talk 

about mental wellness and what it means from their perspective and how it shapes their experiences 

of being on treatment. 

In Chapter 5, we present a case study of one of the facilities. By engaging with the 

adolescent participants through photovoice and conducting interviews with key healthcare 

workers, we developed an understanding of the context in which ALHIV live, the challenges they 

experience in adhering to treatment, how the presence of mental wellness can support their 
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treatment outcomes and what is being done, at the facility level, to provide support to ALHIV. 

Paper 4: Orth Z & van Wyk B. A facility-based family support intervention to improve treatment 

outcomes for adolescents on antiretroviral therapy in the Cape Metropole, South Africa. Journal 

of the International Association of Providers of AIDS Care. 2021; 20:1-11. 

doi:10.1177/23259582211059289.  

In Chapter 6, we present the findings from the photovoice study across the three facilities. 

The photovoice study gave participant the opportunity to create a narrative of what mental wellness 

means in their own words. Through discourse analysis, we uncovered the broad themes and 

constructs that more accurately reflect the ways that ALHIV think about and experience mental 

wellness and how this influences their adherence to ART. Thus, the findings from the photovoice 

study confirmed some of the mental wellness constructs identified in the systematic review and 

aided in refining the preliminary framework. Using the framework, we proposed a tentative model 

of mental wellness to guide the next part of the study. 

Paper 5: Orth Z & van Wyk B. Discourses of mental wellness among adolescents living with HIV 

in Cape Town, South Africa. Psychology Research and Behavior Management. 2022; 15:1435- 

1450. doi: 10.2147/PRBM.S360145. 

As Krause [4] mentions, using multiple qualitative methods as a way of triangulation is 

preferable as this results in more valid results. Therefore, to further test and unpack the mental 

wellness concepts and refine the model of mental wellness, we conducted an integrative review of 

mental wellness concepts in research with ALHIV in the African context. 

In Chapter 7, we present the study's protocol, which was submitted for peer review in 

October 2020. Due to the COVID-19 pandemic, there were considerable delays – we received 

notice from the journal editor to confirm that the protocol was accepted with revision in May 2021. 

Following the revisions, the protocol was published in April 2022. The protocol acted as a tool for 

critical reflection on the lessons learned from the systematic review and photovoice study. Thus, 

these findings formed part of the ‘problem identification’ phase, which is the 1st step in the 

integrative review and subsequently informed the search strategy. When we initially 

conceptualised the protocol, we aimed to focus on research with general adolescent populations. 
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However, the findings from the systematic review were useful in helping us to identify the mental 

wellness concepts in research with general populations and those with a chronic physical illness. 

Subsequently, the photovoice study provided insight into the mental wellness concepts relevant to 

ALHIV on treatment in the South African context. Therefore, we shifted the focus of the 

integrative review to ALHIV in the African context to confirm and refine the mental wellness 

concepts already identified. 

Paper 6: Orth Z & van Wyk B. Rethinking mental wellness among adolescents: An integrative 

review protocol of mental health components. Systematic Reviews. 2022;11(83): 1-7. doi: 

10.1186/s13643-022-01961-0. 

In Chapter 8, we present the findings of the integrative review. We identified 17 articles and  from 

these we identified six mental wellness concepts: Connectedness, Sense of Coherence (SOC), Self-

esteem, Self-acceptance, Hope for the Future and Spirituality, as well as six behaviours facilitating 

mental wellness: Coping, Resilience, Purpose in Life (goals), Self- efficacy, Adherence Self-

efficacy, and Leisure Activities. The mental wellness concepts identified in the integrative review 

were used to triangulate our previous studies' findings and aided in the operationalisation of each 

concept. Additionally, the findings from the integrative review provided a better understanding of 

SOC, a central concept in Antonovsky’s [5] Salutogenic model of health.  

Paper 7: Orth Z & van Wyk B. Rethinking mental health wellness among adolescents living with 

HIV in the African context: An integrative review of mental wellness components. Frontiers in 

Psychology. 2022; 13:1-13. doi: 10.3389/fpsyg.2022.955869. 

As such, we were able to develop the Salutogenic Model of Mental Wellness [SMoMW] (adapted 

from Antonovsky) which emphasises the role of the mental wellness concepts as a healing resource 

to help overcome daily stressors and challenges ALHIV and achieve overall mental wellness which 

can act as a buffer against illness and pathology. The SMoMW can be used to guide the 

development of an instrument to measure mental wellness among ALHIV in the South African 

context. 
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Abstract 

Adolescents living with HIV (ALHIV) globally report worse treatment outcomes than 

adults and children on antiretroviral therapy (ART). We conducted a photovoice study with 

eighteen ALHIV to explore the experiences and challenges of being on ART and individual 

interviews with five health workers to describe the challenges of treating ALHIV. The facility 

implemented the Family club intervention to facilitate caregivers (parent/guardians) supporting 

ALHIV on treatment. The health workers revealed that ‘disclosing HIV status’ to children was the 

biggest challenge for caregivers and health workers. Participating ALHIV reported that family 

support and a positive mentality were instrumental for continued treatment adherence. However, 

disclosure of HIV status to friends remained challenging due to pervasive community stigma. 

Treatment fatigue and side- effects were also barriers to adherence. Family support was 

instrumental in facilitating adherence support for ALHIV. However, this [intervention] should 

include peer support to improve positive mental well-being in ALHIV.  

Introduction 

The increased availability of antiretroviral therapy (ART) combined with the scaling up of 

healthcare services and programmes aimed at supporting treatment adherence has increased the 

life expectancy of people living with HIV (PLHIV), including perinatally infected children who 

are now surviving into adolescence [1,2]. The increased survival rates of perinatally infected 

children and the growing number of behaviourally infected adolescents have resulted in 

adolescents being identified as the fastest-growing population of PLHIV. As such, adolescents 

have been identified as one of the key populations in the fight against HIV. According to UNAIDS 

2019, the global population of adolescents living with HIV (ALHIV) was estimated at 1.7 million 

[3]. In South Africa, the number of ALHIV was estimated at 360,000 [230,000-500,000], with 

31,000 [8,100-62,000] new infections reported in 2019 [3]. 
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Globally, it is estimated that there has been a 45% increase in AIDS-related deaths among 

adolescents between 2005 and 2015 [4]. This is of great concern, as it contrasts with the decrease 

in AIDS-related deaths reported for all other age groups [5]. The increase in AIDS-related deaths 

among ALHIV suggests lapses in treatment and successful engagement. Evidence suggests that 

this lapse in treatment may be associated with the type of care and the quality of support that 

ALHIV receives [6]. Adolescence is a unique developmental period in which individuals 

experience significant physical, psychological, and social changes [7–9]. Our report from an 

exploratory study of ALHIV on ART in a low socioeconomic setting in Cape Town also revealed 

school vs health facility conflicts, negative household dynamics and perceiving the health facility 

as an unfriendly place, as reported barriers to adherence [10]. Therefore, the World Health 

Organisation (WHO) recommended that public healthcare facilities establish adolescent-friendly 

health services, which include age-appropriate treatment programmes to provide psychosocial 

support, sexual and reproductive health services, and improve adherence and retention in care [1]. 

However, poor treatment outcomes for ALHIV are also influenced by a variety of person and 

social factors such as treatment fatigue, delayed disclosure of HIV-status, stigma, lack of social 

support, mental health challenges, substance use and transitioning from paediatric to mainstream 

care [11, 12]. Our review of psychosocial support interventions for improved adherence and 

retention in care for ALHIV indicates promising results from two interventions with family- 

centred services, namely the family day clinic (FDC) and the VUKA family programme [13]. 

These interventions involved multiple components, including counselling services for ALHIV and 

their family members and health education workshops to improve retention in care and adherence 

among ALHIV [13]. Results from both interventions show a significant increase in adherence 

among ALHIV compared to the control groups. However, reports from the FDC showed no effect 

on retention in care between the control group and the intervention group [14]. Our analysis of a 

cohort of ALHIV newly enrolled on ART in the Western Cape Metropole showed that retention 

in care declined by 60% over two years [15] and that only 25% of the initial cohort attained viral 

load suppression [16]. 

In the current paper, we describe the implementation and experiences of a facility-based 

family support intervention (“family clinic”) in a public primary healthcare facility in the Cape 

Metropole in South Africa to address challenges in adherence and treatment outcomes for ALHIV 

on ART. 
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Methods 

Study design 

The photovoice study is part of a larger research project that aimed to improve treatment 

outcomes – adherence, retention in care and viral suppression - for ALHIV who were receiving 

ART at public health care facilities in the Cape Metropole in South Africa. Photovoice is described 

as a process by which participants can ‘identify, represent, and enhance their community through 

a specific photographic technique [17,18]. We chose photovoice methods in this study to engage 

ALHIV in data collection in a way that allowed them to ‘decide’ what is important to them relative 

to their experiences and challenges of being on ART. The photovoice sessions aimed to give voice 

to ALHIV while also allowing peer interactions, with no interference by the researchers. We 

triangulated the findings from the photovoice sessions, with individual interviews with key 

healthcare workers (HCWs), to situate the ALHIV’s experiences within the health services 

context. 

Context 

The public healthcare facility has been in operation since December 2014 and offers 

healthcare services to a catchment population of 90,000 in predominantly low socioeconomic 

income communities. The clinic provides 24-hour emergency services and day services from 07:30 

am to 4 pm and includes a comprehensive package of care including chronic care; child health; 

emergency services; infectious diseases treatment; obstetrics and gynaecology; oral health; 

pharmacy; rehabilitation services which include occupational therapy; physiotherapy and speech 

therapy; digital radiography and women’s health. Additionally, the clinic collaborates with non- 

governmental organisations (NGOs) to provide mobile HIV services, especially HIV testing and 

counselling, voluntary medical male circumcision, and sexual reproductive health education. 

However, at the time of data collection, these services were on hold due to an interruption in 

government funding. 

Sampling and participants 

During the initial phase of the study, the research team contacted key HCWs at the clinic 

and informed them of the purpose of the study. Due to the study's sensitive nature, the HCWs 
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agreed to assist the research team with identifying eligible participants. Our inclusion criteria were 

as follows: 

• Adolescents between the ages of 10 to 19 years at the time of the study; 

• with a confirmed positive HIV diagnosis and receiving ART at the clinic; and 

• must have been disclosed to and aware of their HIV-positive status. 

A nurse qualified in nurse-initiation and management of ART (NIMART) assisted with 

participant identification and initial recruitment. The researcher (ZO) met with the head nurse and 

potential participants to discuss the study and provided them with information sheets and 

assent/consent forms. Those who agreed to participate were asked to return signed consent forms 

by themselves and their parent or guardian and provide contact telephone numbers to arrange the 

group sessions. 

Our realized sample consisted of 18 adolescents. We conducted six groups - three with 

older adolescent female groups of 3-4 participants (15-17 years) each; two with male groups of 

three participants (15-17 years) in each group; and one group consisting of two younger adolescent 

girls (both aged ten years). Additionally, the head nurse introduced us to key HCWs who had 

experience working with adolescents on ART. After receiving their written consent, we conducted 

individual interviews with five HWCs to explore how they perceived treating ALHIV and the 

challenges they experienced. 

Procedure for photovoice sessions 

In the first session, participants returned their signed consent forms and received a cell 

phone camera with which they would use to take their pictures. During this session, the research 

team provided more details and information regarding the study and showed them how to take 

pictures with the phone. Participants were instructed to take at least five pictures telling their 

stories about their experiences with ART. We explained that we were interested in understanding 

the challenges they may experience and their motivation for taking their treatment. Additionally, 

the researchers discussed safety precautions with the participants and cautioned them against using 

the phones in areas where they may be subject to theft or harm. The first session also allowed us 
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to introduce the participants to each other to facilitate group rapport. We arranged with the 

participants to return to the clinic a week later to participate in the focus group discussion. 

During the second session, the participants were given the opportunity to share their 

pictures on a projector screen, prompting group discussion. Two members of the research team 

facilitated each session. Even though the participants conversed in English, we were aware that 

for most of them, English was their second language, with isiXhosa being their home language. 

As such, we arranged for an isiXhosa-speaking counsellor or research assistant to attend sessions 

to allow participants to speak in their home language whenever they prefer. 

During the data collection phase, the researcher approached key HCWs to request 

individual interviews. Those who agreed to participate signed a consent form and arranged a time 

and date for the interview. The information from these interviews provided further context, which 

helped us to facilitate the focus groups. 

Data analysis 

All interviews were audio-recorded, transcribed verbatim and translated where necessary. 

Photos were inserted into the transcripts, where these were referred to during the photovoice 

discussion. All transcripts with photos were uploaded on Atlas.ti and subjected to thematic 

analysis. 

Ethical statement 

Ethical approval to conduct this study was granted by the University of the Western Cape 

Biomedical Research Ethics Committee (BM18/3/7) and the Western Cape Health Research 

Committee (WC_201807_003). As previously mentioned, all the participants included in this 

study were provided with information about the study in a language they understood and signed 

the informed consent sheets before participating. Additionally, adolescents younger than 18 were 

required to obtain consent from their parent/guardian before participating in the study. To protect 

the anonymity and confidentiality of the participants, all identifying information was changed and 

participants were given pseudonyms. 

Findings 
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Our findings highlight the health facility’s main interventions to deal with the challenges 

of maintaining consistently high levels of adherence and engagement in care among ALHIV on 

ART, namely the “Family club” and the “Risk of Treatment Failure” (ROTF) clinic. Other themes 

reflect other challenges experienced by health workers as well as ALHIV experiences of Family 

Club, Risk of Treatment Failure Clinic, Disclosure, Motivation and Challenges to Treatment 

Adherence and Family Support. 

The family club 

The clinic has established a family club, which the head nurse/HAST manager 

championed. The family club comprises 25-30 HIV+ family members who are clinically stable, 

meaning they have been on ART for at least six months and are virally suppressed. The family 

club supports patient adherence by providing patient-friendly access to ART. The family club 

sessions occur once every second month and last 30 minutes. During these sessions, the head nurse 

or another trained NIMART nurse noted attendance and briefly addressed the family club members 

to discuss any problems they may have experienced since the last meeting. Following this, the 

medication is distributed, and a date for the next meeting is confirmed. At least one family member 

needs to be present to collect the medication for the rest of the family. This is beneficial as the 

parent or child would not have to miss work or school to collect their medication, as explained by 

the adherence counsellor below: 

It works, and it is nice because one person will be off at work or school. Sometimes 

the schools are closed like this, and the child will come and pick up the medication 

for all of them, or else…the child will come after school to pick up the medication. 

They will find the medication in the same place – The adherence counsellor 

(Female) 

However, all family members are expected to be present on the day when they need to have 

their blood taken for viral load monitoring - which occurs at 4 and 12 months after ART initiation 

and then annually after that [20]. The paediatric outpatient clinic offers a similar service to parents 

of stable HIV+ children. This may be useful for parents of younger children who do not yet qualify 

for placement in the family club. 
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Uhm, there is the family day club with Head NIMART Nurse, but it is also here by 

us on the OPDs side because sometimes the parents want them in school as well. 

So, then they will come, but they will come like every- say they must come in two 

months, then the parents will come in 2 months and then the next time they have to 

come because their weight can change, the medication can change – Doctor 1 

(Female) 

While the family club and counselling services provide instrumental support and easy 

access to treatment, there is still a recognized need to provide more social support for ALHIV in 

the clinic. 

They need more social support, yes. Which we…I do not feel we do enough. We 

try, but it is not enough - Head NIMART Nurse (Female) 

Risk of treatment failure clinic 

The ROTF intervention was first piloted by Médecins Sans Frontières (MSF) in 2012 

before being adopted by the Western Cape Department of Health (WCDoH) in 2015 to manage all 

patients who are failing or at risk of failing ART [20]. ROTF is designed to provide integrated 

adherence and clinical management to support patients whose VLs are not suppressed (above 400 

copies/mL) regardless of their treatment regimen. Patients who experience a single unsuppressed 

VL are enrolled in a support group, while patients presenting with two consecutive unsuppressed 

VLs are given more intensive counselling. These counselling sessions include personalised 

educational activities that address the patient’s reasons for defaulting on their treatment. 

Adherence is managed by monitoring the patients’ VLs and switching to second-line ART 

regimens per the national guidelines. As the quote below shows, patients in the ROTF clinic are 

afforded more time with the HCWs and counsellors to learn specific and targeted tools that may 

help them overcome barriers to treatment adherence and engagement in care.  

Once you have someone defaulting, your viral load will be high. So, you were 

sitting with like an unsuppressed viral load. So, they go into ROTF. So now, in that 

ROTF, they have been doing very well because, I mean, they get the chance to see 

other patients’ perspectives and their struggles. ‘Okay, I have been doing something 
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wrong as much as I do not want to admit it’. Moreover, they go home and change 

that behaviour. Moreover, they open up to the counsellors, and they open up in that 

session, that one-on-one, where…We individualise with them, and they get that 

specific cover that half an hour, whatever, and we sit with you, and we like, ‘okay, 

we gonna get to the bottom of this and give you like…tools to help you to be 

compliant’. So, there is time for that. -Doctor 2 (Female) 

In one of the photovoice discussion groups, Grace (Girl, 16) described how she received 

support and motivation from the head nurse to attend the ROTF clinic and, in this process, started 

adhering to her treatment again. 

So, that is when my viral load was so high, like 4000 or something. And then Sister 

made me see the point of taking my pills, and slowly I started taking them again. 

Because I always blamed my parents for my…situation - Grace (Girl, 16) 

However, Grace (Girl, 16) reported that she struggled to relate and open up in the ROTF group 

because the group mainly consisted of older adults. This was in contrast to her experience of the 

photovoice discussions, where she was more comfortable opening up to her peers. 

When I was Sister, it was the RTX something. It was only older adults there, you 

know. And, you hear them talking a lot… like what am I doing here? So, I feel 

much more comfortable and happier now. - Grace (Girl, 16) 

Disclosure of HIV status 

Most of the ALHIV who participated in this study were infected from birth and recalled 

taking the medication from a young age. However, they were only disclosed to when they were 

older (between the ages of 12-13 years). The participating adolescents reflected on having different 

reactions to being disclosed to, from initial denial (like David below) to anger and withdrawal (like 

Emma and Aaliyah, who had siblings who are HIV negative) and blamed their parents (for failing 

to take action to protect them from infection). 

 

I said it can’t be true. - David (Boy, 15)  
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When I first found out I was…12. Yeah, I didn’t speak to my mother for I think 

like…a week – Emma (Girl, 17) 

Because I have a younger brother and he wasn’t breastfed, so I was like ‘why him? 

Why did you have to breast feed me?’- Emma (Girl, 17) 

It was 2016… I was 13. My aunt sent me to the clinic - so I found out there. So, I 

was kind of…angry… and I blamed my parents…and I kept asking myself why 

because my younger brother doesn’t have it and my older sister…so why me? – 

Aaliyah (Girl, 16) 

However, others like Faith (Girl, 16) remembered taking the medication since she was 

young but reported that she did not know what the medication was for. She explained that she was 

fine with taking the medication once she understood the reason behind it. 

Yeah, but I took my medication since I was young, but then I didn’t know. I was 

still young; so, I didn’t understand why I am taking this medication. But like 

[unclear] they did do…like, I found out from the doctor that I am…[HIV] positive. 

So, I started asking myself so is that the reason why I have been taking my pills. 

And then they said it’s fine as long as I keep taking my medication. So, I was fine 

with that. - Faith (Girl, 16). 

The decision to disclose to the child his/her HIV status is usually discussed between the 

parent/guardian and the doctor/nurse. Once the child has been disclosed to, they will refer them 

for counselling to the adherence counsellor.  

We not telling them that you know, ‘why I am taking this medication’ – no it’s 

doctors that doing that, then they come to us once they know why they are taking 

the medication. And then just to emphasise to them why it is important to them to 

use their medication, what can happen if they can stop their medication- all those 

things - Adherence counselor (Female) 

In counselling the adolescent about their HIV status and being on ART, they seek to help 

the child understand why the medication [and adherence] is important and to focus on the 
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positive(s) – that they are not sick – and do all that they can to remain not sick. Every effort is 

made to divert the adolescent away from negative thinking about how and why they were infected 

and negative emotions towards their parents or their situation. 

I always say when I am speaking to them- for even if it’s an adult in fact- for us to 

check when did you get HIV, how did you get? It’s not gonna work for us. So let 

us put aside that ‘why do I take medication?’, ‘when did I get? how?’, because it’s 

gonna make you stuck. You, you not gonna continue with your life if you want to 

know why to me? Why do I have HIV? Why me? So, I am always saying to them, 

once you find out- it’s nice to find out, while you work on yourself, you are not 

sick, you just need to follow the procedures of the hospital- no one can know you 

are on treatment. - Adherence counsellor (Female) 

According to the HCWs, delays in disclosure to adolescents about their HIV status often 

led to poor adherence and defaulting on treatment. The head nurse described cases where an 

adolescent was disclosed to quite older and when defaulting on treatment occurred, and how this 

disclosure affected their mental health. While there are counselling services available at the 

facility, it is difficult to follow up with adolescents who have depressive symptoms due to the 

limited capacity of the community workers and the healthcare staff. 

Uhm…I had one last week. It’s actually…that is a big problem because, when the 

girl or the boy becomes 13/14 years old, the parents don’t tell them what tablets 

they are taking. They give the children tablets because they just uhm, they make 

sure that the child don’t get sick because there is flu around and everything…the 

children don’t know that they are HIV+. When they find out, it’s a big thing. They 

go into a depression, they come to the hospital, their viral loads are high - I had one 

last week that said she’s fed up now of taking this tablet- she didn’t know. So, the 

social worker is involved, I am involved, the counsellors- we counsel them, and we 

keep a close eye on them It’s very difficult to keep a close eye on everybody 

because…they live in Du Noon, and there’s a lot of burns and protests and things 

going on here. 1000 houses were burned out two weeks ago – Head NIMART Nurse 

(Female) 
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Only two participants found out about their HIV status through voluntary HIV testing. 

Below are the accounts of Zola (Boy, 16) and Amy (Girl, 17). 

Yes, when I got tested and saw the results. Everything in me… it felt like life just 

stopped. Then I found out from the lady who was assisting me that there are others 

living with HIV and that I could get support from a group. She really encouraged 

me and gave me the information that I needed. I told myself I can’t change my 

status, I have what I have but I also have to continue living my life.- Zola (Boy, 16) 

And then I decided to just go there and…test if maybe I am HIV+ or not uhm…I 

tested and then was surprised it came up positive. I was like ‘How?’ how? how? I 

was asking the same questions like Amahle uhm…and then I remembered 

okay…it’s fine, I, I did not even cry - to my surprise, I did not cry because…I, I, I 

kept on telling myself that’s okay, it’s life, maybe it’s a step you have to go 

through… And then okay, I accepted it and then, when I see a tree…a tree is strong 

and it, it reminded me okay if I take my pills, I’ll forever be strong - Amy (Girl, 

17). 

Motivation to adhere to treatment 

Most participants reported being adherent to treatment. During the photovoice 

discussions, some participants showed pictures of flowers, trees, and the ocean to express their 

positivity about living with HIV and their motivation to adhere to treatment. Adam (Boy, 14) 

showed a picture of a tree and explained that, like the tree, under the right conditions, he will 

also continue to grow and thrive when he adheres to his treatment. 

The tree here tells me that if a human being continues to take his medication, he 

will grow up and feel free, and the trees have a good life and…and have a healthy, 

happy life, and the tree here is strong. That shows that when a human being…takes 

care of his or her body…will be strong, fresh, energetic…and feel good for their 

life- Adam (Boy, 14) 
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Figure 5.1: Adam (Boy, 14)- Tree 

Participants also displayed good knowledge of the importance of treatment adherence and 

understood the consequences of not taking their treatment, which motivated them to adhere. 

Well, my mother encourages me, I have to take my pills because that’s the only 

way my counts will be undetectable? And then I won’t be able to uhm, infect other 

people – Emma (Girl, 17) 

I feel happy [about taking the treatment] because I want to be…I want to be healthy 

-Precious (Girl, 10) 

For Zola (Boy, 16), looking healthy was also very important, as this helped him to conceal 

his status. This motivated him to be adherent to treatment. 

I like taking my treatment because it helps me. It makes me look and seem like I 

don’t have what I have. Like, people can’t see that I have it. It makes me feel healthy 
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and people don’t know that I have it - Zola (Boy, 16) 

Some participants’ motivation was based on fear and dread. For example, Jabu (Male, 17) 

states he continued to take his medication because he did not want to die. Amahle (Girl, 17) took 

a picture of her shadow and explained that she has accepted that the virus is a constant fixture in 

her life and that she carries her pills in her pocket all the time. 

Guys that’s me, that’s my shadow. That’s my friend…I have to accept it…my 

friend, wherever that I’m walking with my purse, in my pocket I have to because 

my pills, that’s my- if I stop drinking it then that’s the end of me. That’s my friend- 

my virus…all the time she was- okay, all the time I must go and…all the time - 

Amahle (Girl, 17)  

 

Figure 5.2: Amahle (Girl, 17) – HIV is my shadow 
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Many participants reported that their motivation for taking their treatment and coping with 

their HIV diagnosis comes from a love for and desire to take care of a family member – mother 

or child – as described below by Kaya (Girl, 16) and Sarah (Girl, 17) 

It’s a tattoo. It was on Yara’s Instagram. Yeah, I guess she posted on her phone; so 

I take the picture and then I take a screenshot. So, at that time I was going through 

a rough time. It was the same thing of like “why should I take my pills?” I really 

don’t like taking pictures, but for some reason… like I love my mom and I need to 

pick a prompt for this. So, this ‘thingy’ just makes me believe everything will be 

fine, so I have to look after myself. So yeah, I took it. It gives me courage. - Kaya 

(Girl, 16) “My mother is the greatest born creation. Like she does everything for 

me so one day I have to do the same thing for her when she’s old.”- Kaya (Girl, 16) 

Figure 5.3: Kaya (Girl, 16)- Tattoo 
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Similarly, Sarah explained that, like the picture of the car that was moving, she also felt 

motivated to move forward in life and be in a position to take care of her son. 

The second one is the picture of…okay a car. Okay, I took picture of a car, and the 

car is moving. It means life goes on after all. I found out that I’m HIV+…I am still 

a student and, I am a mother on top of that…my son needs me, I need to move 

forward and leave everything behind. Yes, I know that I can never forget the fact 

that I am HIV+…but it’s the thing that I have to live with it for the rest of my life, 

because if I stop taking my pills, I’m going to die or leave my son behind and that’s 

not my wish – Sarah (Girl, 17) 

Figure 5.4: Sarah (Girl, 17)– moving forward in life 

Grace was also motivated to live [and take her treatment] by love for her younger sister, 

which is stronger than the struggles she is experiencing with her HIV diagnosis. 
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You know she gave me hope, like she’s so young and I’m sure she doesn’t want to 

lose her sister. And I still want to see her grow and be beautiful and all this stuff. – 

Grace (Girl, 16) 

Grace went further to describe how the support she received from the Head NIMART 

nurse was instrumental in getting her to recommit to her HIV treatment.  

She’s very vibrant. She’s very supportive, I can say. She’s like: “It’s life but, you 

still have a long way to go. Don’t make anyone decide who you are. Don’t make 

this disease decide who you are, because you’re not that” - Grace (Girl, 16) 

Challenges with medication adherence 

Even though participants reported that, for the most part, they do not have difficulties in 

taking their treatment, there were times when they found it challenging to stay motivated. 

So that is my pills [showing a picture that she took of her pills], so 

sometimes…sometimes I don’t wanna take the pills it gets stuck in my throat - 

Emma (Girl, 17) 

Amahle also showed a picture of a closet she used to hide in to avoid taking her treatment 

when she was younger. Amahle and Emma's resistance to taking their pills was based on the 

discomfort of the pills that are hard to swallow and becoming nauseous because of the bad taste in 

their mouth. 

Okay, after the syrup then, when I was in the Eastern Cape, when I was 10 years 

old, I moved from the syrup to the pills, but the pills- okay, why I was doing hide 

and seek because at first, I want to vomit after drinking, there’s that aftertaste - I 

tell myself to be strong but after- after drinking I take a sweet – Amahle (Girl, 17)  
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Figure 5.5: Amahle (Girl, 17)– hiding in the closet 

However, her admission regarding her struggle to take the treatment prompted conversation 

from the other participants, who shared their struggles with dealing with the tablets' physical 

effects and some tips to overcome it. 

Family support 

Most participants relied on their parent(s) or a family member to remind them to take their 

tablets. In Amahle (Girl, 17) and Faith (Girl, 16) cases, they were the only HIV+ members in their 

household. Even so, they could still rely on their family members to remind them and support their 

treatment adherence. 

No- oh my parents and my sisters always remind me because I sometimes forgot 

and when straight to bed, after that, oh my God! – Amahle (Girl, 17) 

Yeah always, or when I forget my mom always reminds me and my cousins, so I 

have them - Faith (Girl, 16)  

In households with more than one HIV-positive family member, as in the case of Amy 
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(Girl, 17) and Bongi (Boy, 15), they held each other accountable for taking their medication daily.  

If I forget to take pills, she reminds me; if she forgets, I remind her. We support 

each other – Amy (Girl, 17) 

Uhm, what makes is easy, it is that I…there is also my mother on my side that also 

has HIV, that also tell me when it is time, and we could also support each other - 

Bongi (Boy, 15) 

However, while family members are seen as a source of structural support, some 

participants revealed that there are limitations to turning to family for emotional support. Kaya 

explained that she does not discuss her problems with her mother because she does not want to be 

a source of worry for her. 

Sometimes when I stay in my room then she asks me what’s wrong and I don’t feel 

comfortable because she gets so worried quickly. So, I don’t want to stress her out, 

so I just keep quiet. But then I hate seeing her stressed. Like yah she can smile but 

for me I can notice that she’s not ok. – Kaya (Girl, 16) 

On the other hand, Amahle (Girl, 17) revealed that while her family supported her with 

treatment adherence, she has trouble opening up to her family because she does not trust them with 

her emotional problems. 

I don’t trust anyone. To my sister sometimes…okay, to my other sister, I’m open 

to her, but not everything. And my mother used to ask me ‘you okay?’ so yeah. 

Because I’m just- I’m not a talking person, but there’s times where I want just, if I 

talk I…if I talk to someone I just get better and no ‘why, why, why, why?’- Amahle 

(Girl, 17) 

During the interview, Thandi (Girl, 15) listened to the other participants described the 

support they received from their family members and started crying as she reflected on her lack of 

support at home. While Thandi (Girl, 15) does have a good relationship with her cousin and aunt, 

she described that her relationship with her father is strained.  
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Uhm, how can I say? It’s just that he doesn’t give me enough support that I need. I 

don’t feel like…I don’t feel like he cares and… because we don’t live happy”- 

Thandi (Girl, 15) 

Disclosure of HIV status to friends 

Some participants took pictures of their friends and discussed their friendship as a source 

of emotional support and happiness, which helps them to cope with life stressors. 

Like, I move on because when I arrive at school, I’ll be happy so I, my friends are 

the best thing to me, so yah. - Lerato (Girl, 15) 

So uhm, that is where I like going when I am sad and all that. So, what makes me 

happy is uhm, going out with friends and sometimes family. I also love food 

[laughter] - Emma (Girl,17) 

However, this prompted conversations around participants’ willingness to disclose their 

status to their friends and the people they are close to. As the quotes below demonstrate, disclosing 

and sharing one’s status is a complicated process. As the quotes from Emma suggest, even though 

she is close with her friends, she understands that these relationships may be temporary and could 

change as they complete school and go their separate ways. However, Emma also mentioned that 

she is reluctant to disclose as she believes her friend would not be comfortable with the news about 

her HIV status. 

I share everything but not my…sickness - Emma (Girl,17) 

Cause I wouldn’t want to tell somebody and then in the future they’re not part of 

my life - Emma (Girl,17) 

I feel like she would be uncomfortable - Emma (Girl,17) 

For others like David (Boy, 15), it is about getting the timing of disclosure of HIV status 

to his friend right. Whereas he wants to share this information with his best friend, he is also aware 

that the disclosure may affect their friendship negatively if done too soon – before both parties are 
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ready and able to deal with this. 

No. I would tell my friend. There is a friend that I have, and I would tell them about 

it because I trust him. But he must be ready first. - David (Boy, 15) 

In stark contrast, Grace related that her friends know about her HIV status and support 

her by reminding her to take her treatment. 

It’s not like I’m meant to die. So, I have two best friends and they know about this 

pill. So, like they motivate me every day to get well. At like 6 o’clock the send me 

a message “take your pills”. I’m just like, what’s the point anyways? – Grace (Girl, 

16) 

 

 

Discussion 

The findings of our study demonstrate the commitment of the HCWs in this public primary 

health care facility to implement best-practice interventions to support ALHIV in their treatment. 

Previous studies have shown that enhanced adherence counselling interventions, such as the ROTF 

(risk of treatment failure) clinic, have a high probability of success in re-engaging patients who 

have defaulted on ART to be adherent again [20 – 23]. 

Similarly, it has been shown that psychosocial support interventions such as “family clubs” 

that engage families in supporting children and adolescents on treatment successfully remove or 

reduce barriers to adherence in addition to psychosocial support. Our findings suggest that family 

support interventions had high acceptability among ALHIV and their family members because, in 

many cases, more than one family member was on ART. However, Grimsrud et al. [20] suggest 

that it is necessary to balance engaging the family to support ALHIV and fostering a sense of 

independence and self-management as ALHIV transitions to an adult treatment programme. They 

suggest that the process mentioned above of transition to adult care should be accompanied by 
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transitioning adolescents from the Family Club to a Teen Club to facilitate adolescent-specific 

peer support. By definition, the Family Club is geared toward families with at least one parent and 

child are HIV-positive and on ART; older adolescents who were behaviourally infected are 

typically excluded from this model of care. 

Similarly, ALHIV can only participate in the ROTF if their VLs are not suppressed. The 

account of ALHIV in our study in the ROTF clinic narrates that this is a lonely journey for an 

adolescent, where they interact mostly with adults – which leaves them unable to relate and 

uncomfortable sharing their challenges with treatment adherence. Research on Teen Clubs has 

reported that these clubs are most effective in improving adherence and motivating retention in 

care among ALHIV. Additionally, the growth in Teen Club memberships globally suggests a high 

level of acceptability among ALHIV [24,25]. It is suggestive that Teen Clubs may be a useful 

platform for delivering enhanced adherence counselling for ALHIV who are ROTF. 

Our study confirmed that disclosure of the child’s HIV status is a challenge for all adults 

involved. However, previous research has consensus about the benefits associated with HIV 

disclosure in improving mental health and well-being, adherence, and treatment outcomes [2,26]. 

In a review of factors influencing adherence among ALHIV, Ammon et al. [27] identified 

disclosure as the main barrier to adherence after stigma because the child/adolescent did not know 

the reason for taking the drugs. The WHO and the American Academy of Paediatrics have set out 

guidelines to support age-appropriate disclosure of HIV status to children to achieve better 

treatment outcomes and to improve psychological adjustment [28]. WHO recommends that 

[partial] disclosure to the child should begin at age six years, with full disclosure completed by 12 

years of age [29]. This resonates with our study findings, where most of the perinatally infected 

participants were disclosed to as early adolescents (12-13 years). As reflected in Nichols et al.’s 

[26] synthesis of 14 quantitative studies reporting on the effects of disclosure on adherence - where 

five showed no association, 5 showed a benefit to disclosure, and 4 showed a negative impact - 

the experiences reported by participants in our study were varied. The negative impact of 

disclosure on adherence was precipitated by denial of HIV status, followed by anger, resentment 

towards parents, and refusal to take their medication for specified periods [26]. It has been reported 

that disclosure is followed by an increase in depressive symptoms which is associated with a 

decreased desire to form and maintain healthy adherence habits and a loss of hope for the future. 
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Similar to previous studies, we found that the HWCs believed that early disclosure is 

important as it is associated with adherence problems among ALHIV [30]. Our study indicated 

that delayed disclosure was attributed to the readiness of the parents/guardians rather than the 

readiness of the child/adolescent. To address this issue, HCWs in the participating facility followed 

a specified guideline to prepare parents/guardians for disclosure. The majority of ALHIV in our 

study reported that they were able to get over the initial shock of disclosure and come to terms 

with their diagnosis and focus on their health and their future aspirations. This may be attributed 

to the supportive environment created by the Family Club and the meaningful participation of 

HCWs in the disclosure process [23]. Additionally, upon being disclosed to, ALHIV receive 

adherence counselling which aims to help them by teaching them to take control of those aspects 

they have control over – their health and [hope for] future aspirations. 

Disclosure of HIV status to others outside the family was problematic for most ALHIV in 

our study. Older adolescents in our study revealed that their friends were the most important 

sources of support and comfort. However, despite these bonds, most were reluctant to share their 

status with their friends, even when they desired to. As reported in other studies, fear of HIV- 

related stigma or worries that the relationship may change over time held them back 

[10,23,25,26,31]. This suggests that ALHIV require a high level of mutual trust to disclose to 

persons outside their immediate family. This also points to high levels of mistrust of others and 

the fear of discrimination if their status is advertently and inadvertently disclosed. Services and 

interventions targeted at ALHIV should provide them with appropriate tools or life skills 

programmes to increase their self-efficacy and confidence that they may better manage disclosure 

to others and the potential risks associated with it [11,20,23,25,32]. 

As previously mentioned, the participants in the current study reported high adherence 

levels at the time of data collection and discussed various motivators for taking their treatment. As 

already mentioned, family support was a significant motivator for treatment adherence. 

Participants also mentioned their friends as their sources of social support, even when not 

disclosing their status to them. This suggests that ALHIV who are mentally in a good space, in 

other words, have positive mental well- being, were motivated to be adherent and remain in care. 

This positive mentality was associated with high self-esteem, hopes for the future, caring/concern 

for others, and being healthy, which motivated adherence [23,25,32]. 
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This study's most notable barriers to adherence were disclosure, treatment fatigue, and 

medication side effects [10,11,23,30,31]. However, family support and treatment motivators (i.e., 

health/do not want to die, future aspirations, etc.) helped to offset these challenges. This suggests 

that while ALHIV may experience challenges to their adherence, the effects of these challenges 

may be overcome by increasing family support and a positive mentality to facilitate good 

adherence behaviour. 

Study limitations 

Due to the qualitative nature of this study, there are several limitations. First, due to this 

study's sensitivity, we recruited participants based on thoughtful considerations taken in 

conjunction with their healthcare providers. Therefore, we could only recruit participants willing 

to engage with the project and talk about their experiences living with HIV. The study did not 

include adolescents who have not been disclosed to or are not comfortable discussing their status. 

It may be that those who choose to hide their status have different experiences with adherence 

than those who are willing to share their experiences. Second, as this is a specific healthcare 

facility case study, we cannot generalise our findings. The participants in the study represent a 

largely homogenous group who lived in an urban area characterised by a lack of resources and 

poverty. However, we believe this case study provides valuable insight into the challenges HCWs 

face and the experiences of ALHIV accessing treatment at this facility and similar ones in the 

Western Cape province. This information may be used to build on future studies to improve 

adolescent adherence within South African public healthcare facilities. 

Conclusions 

The findings from this case study provide valuable insights regarding the treatment 

experiences and services ALHIV receive at a public healthcare facility in the Western Cape 

province of South Africa. Our findings suggest that issues around disclosure remain challenging 

for HCWs and ALHIV and may present as a barrier to treatment adherence if not addressed, as 

this may result in various mental health challenges. Additionally, treatment fatigue and side effects 

were highlighted as potential barriers to adherence. On the other hand, ALHIV discussed that 

various motivators might overcome barriers to treatment adherence, including adopting a positive 

mentality and perceived family and peer support. Family support was instrumental in maintaining 
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adherence, as seen in the implementation and success of the Family Club intervention. As such, 

interventions aimed at improving adherence among ALHIV should incorporate family support 

elements. However, such interventions should also consider the multiple contexts adolescent 

develop and engage in. Therefore, the intervention should also include psychosocial components 

to help ALHIV manage issues around disclosure and increase peer support to improve their overall 

mental well-being. 
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CHAPTER 6 

Paper 5: Orth Z, van Wyk B. Discourses of mental wellness among adolescents living with HIV 

in Cape Town, South Africa. Psychology Research and Behavior Management. 2022; 15:1435-

1450. doi: 10.2147/PRBM.S360145. 

Abstract 

Background: Adolescence is a unique period of development where individuals transition from 

childhood to adulthood and are at heightened risk for developing mental health problems and 

engaging in risky behaviours. In addition, adolescents living with HIV (ALHIV) must learn to 

cope with challenges related to the biological impact of a chronic condition, adhering to lifelong 

treatment, and managing HIV-related psychological and social challenges. Mental wellness as a 

precursor to mental well-being, is vital to facilitate persistent adherence and engagement in care 

for optimal treatment outcomes for ALHIV. However, little is known about how ALHIV 

understand and talk about mental wellness in the context of HIV treatment. 

Method: We conducted a photovoice study with 12 groups of 43 ALHIV aged 15-19 years and 

receiving HIV treatment at three public primary health care facilities in the Western Cape 

Metropole in South Africa. 

Results: Through discourse analysis, we identified six themes that depicted mental wellness 

concepts that were prominent in their experiences, namely: connectedness, spirituality and 

mindfulness, social coherence and awareness, self-esteem, self-acceptance, and sense of 

coherence. In addition, the adolescents gave accounts of six mental wellness behaviours: self- 

efficacy, coping, resilience, life purpose, engagement in enjoyable life activities and physical 

functioning. 

Discussion: These concepts and behaviours are similar to those identified in targeted interventions 

aimed at ALHIV. These mental wellness concepts and behaviours are critical to improving health 

outcomes for ALHIV and should be targeted in delivering youth-friendly services and integrated 

HIV care in public healthcare facilities in South Africa and the sub- Saharan African continent. 
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Introduction 

Improved HIV treatment regimens and successes in the prevention of mother-to-child 

transmission, have increased the life expectancy of HIV-infected children who are now surviving 

into adolescence [1, 2]. In 2019, it was estimated that approximately 1.7 million [1 200 000 - 2300 

000] adolescents (age 10–19 years) were living with HIV, which includes 11 000 [8300 - 14 000] 

younger adolescents, age 10–14 years [1]. However, global reports indicated that more deaths were 

recorded for adolescents living with HIV (ALHIV) than any other population group [3]. In Sub-

Saharan Africa (SSA), HIV has been identified as a leading cause of adolescent morbidity and 

death, with 20 000 [14 000 - 29 000] AIDS-related deaths recorded in 2020 in East and Southern 

Africa [1]. This suggests that there are critical gaps in the treatment cascade for adolescents in low 

to middle-income countries (LMICs) are yet to be addressed [4]. 

Optimal adherence to ART is necessary to achieve virological suppression, halt disease 

progression and decrease AIDS-related mortality [5]. Adolescents are challenged to adhere due to 

various individual, social and health system level factors, including poor mental health resulting 

from HIV-related stigma and disclosure [4–10]. Maintaining long-term adherence is a process that 

affects adolescents’ physical and mental wellness. There has been an increased focus on 

investigating the mental health challenges that adolescents' face. The World Health Organization 

(WHO) reports that approximately 10-20% of people will develop mental health conditions during 

adolescence, with an estimated 50% of all mental health conditions starting before the age of 14 

years [11]. Furthermore, mental health conditions during this period are associated with various 

risk behaviours, including tobacco and alcohol use, drug misuse, risky sexual behaviours and 

violence [11]. For ALHIV, these risks are compounded by the biological impact of having an 

infectious disease, the chronic nature of the treatment, HIV-related social and environmental 

stressors induced by stigma, and the myriad of psychological and social aspects of living with 

HIV, which negatively affect their mental health [9]. ALHIV are more at risk of developing mental 

health problems, which could lead to mental illness co-morbidities. This [poor mental health] is, 

in turn, associated with lower retention in care and adherence to ART and lower rates of viral 

suppression [4, 9, 12, 13]. 

Adolescent research to date has focused on the prevalence and nature of mental illnesses, 

https://etd.uwc.ac.za/



162 
 

and mental illness is often used as a euphemism for mental health, despite only representing a 

[smaller] segment of mental health. For ALHIV, threats to optimal adherence and engagement in 

care are often related to challenges to mental wellness (i.e., self-esteem, connections to others, 

hopefulness, etc.), which impact motivation. If left unchecked, poor mental wellness may worsen, 

leading to feelings of hopelessness and feelings of anxiety and depression, which can evolve into 

mental illness [9]. As such, addressing challenges and promoting mental wellness can help to 

prevent the development of long-term mental illness and improve adherence outcomes for ALHIV 

[14 – 16].  

In our systematic review of mental wellness instruments used for adolescents, we identified 

12 mental wellness concepts which were measured in the instruments, namely: life satisfaction, 

mental well-being [general], resilience, self-efficacy, self- esteem, connectedness, coping, self-

control, mindfulness/spiritual, hope, sense of coherence, happiness, and life purpose [17]. In the 

current paper, we report on how ALHIV talk about mental wellness as experienced in their daily 

lives and how these mental wellness behaviours are expressed. 

Methods 

We used a Photovoice methodology to explore how ALHIV experienced taking ART and 

adhering to treatment. Photovoice is a participatory method that allows participants to capture their 

experiences through photographs, directing the narratives throughout the interview [3, 18]. From 

these interviews, discourse around mental wellness emerged naturally as participants discussed 

what motivated them to adhere to treatment and the challenges they experienced. 

Therefore, the Photovoice methodology was appropriate as it gave adolescents a creative way to 

express themselves and allowed them to direct the group discussion to what was important from 

their perspective [3, 18]. We used the COREQ (COnsolidated criteria for REporting Qualitative 

research) Checklist to ensure the methodological rigour of the study. 

Participants 

We worked with three healthcare workers (a medical doctor and two nurses trained to 

initiate patients on ART) who acted as gatekeepers at the respective health facilities to participants 

who met the criteria for the study. The three public primary health care facilities were purposively 
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selected because they were accredited youth-friendly services and provided ART adherence 

support programmes in the form of youth clubs or family clinics [18, 19]. The criteria for 

participants were: they must be living with HIV, between the ages of 10-19 years at the time of 

the study, receiving ART at the facility, and have been disclosed to about their HIV status. The 

current analysis focused on older participants between 15-19 years. 

Procedure 

The research team (four members) received training in photovoice techniques and 

procedures from an experienced HIV researcher who applied photovoice methods in US settings, 

and these techniques were adapted to the South African setting [20]. A pilot study was conducted 

in one facility to train the research team in photovoice methods and to test the adaption of methods 

to the setting [3]. 

Three contact sessions were made with adolescent participants. In the first contact session, 

the health worker-gatekeeper introduced the researchers to eligible adolescent participants. This 

procedure differed from setting to setting. In one facility, these introductions were made one-to- 

one and coincided with ALHIV picking up their medication at the clinic. In the other two facilities 

these introductions took place during the adherence club sessions. The researchers obtained prior 

permission to attend and observe the adherence club session in these cases. 

Permission was obtained from all participants to record the session's procedures (through 

written notes only). At the introductory session, the researchers described the research to the 

participants and invited them to participate if they were within the designated age range. Those 

who agreed to participate were provided with information sheets about the study in a language of 

their choice (Afrikaans, English or isiXhosa) as well as consent forms for themselves and their 

parent or guardian (if they were under 18 years). 

A follow-up meeting was arranged with all interested adolescents. During the second 

meeting, the adolescents returned with their signed consent forms. We provided them with a cell 

phone with camera capabilities at this meeting. In addition, we provided them with instructions on 

how to be safe with their cell phones, how to obtain permission to take photos (if these involved 

people), and how to use the cameras (which most of them were well-versed to do in any case). We 
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gave them instructions to take at least five pictures which described their daily experiences - 

depicting both the good and challenging moments in living with HIV and being on treatment. We 

concluded this meeting by agreeing to a final meeting date –usually a week later – where they 

would meet as a group to present and discuss their photos.  

Data collection 

At the third, final meeting, the adolescents shared their pictures and discussed their stories 

with the group. The photos were uploaded on a laptop and displayed on a projector. Each 

participant took turns presenting their photos, with discussion and input from the group and 

facilitators. Participants were allowed to express themselves in the language they felt most 

comfortable using. A translator (the first language is Xhosa speaker) attended all group sessions 

to assist with facilitation where needed.  

We structured each session to include 3-5 participants per group in line with traditional 

focus group requirements. We organized the participants by age (older adolescents 15-19 years vs 

10- 14 years) and sex (male vs female). During the session, researchers would ask participants 

probing questions such as ‘what does this picture mean to you’ or ‘how does this picture relate to 

your journey living with HIV?’. Each photovoice session lasted approximately 40-60 min; it was 

digitally recorded, transcribed verbatim and translated where necessary. 

Data analysis 

All transcripts with pictures were uploaded to Atlas.ti and subjected to discourse analysis 

(DA). As an analytical approach, DA aims to analyse language in relation to the social context, 

focusing on how meaning is created in different social contexts [21]. Therefore, this analytic 

process allowed us to interrogate and explore how mental wellness was discussed, positioned, and 

constructed by adolescent participants living with HIV and on treatment. Two researchers (the 

authors) were involved in the data analysis process. Firstly, we familiarised ourselves with the 

theory and literature around mental wellness by conducting a systematic review of measures of 

mental wellness among adolescents. This helped us to develop a preliminary framework of mental 

wellness concepts [21, 22].  

We also familiarised ourselves with the context of the healthcare facilities by conducting 
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interviews with key healthcare workers [19]. This allowed us to understand the real-life context of 

the discourse that emerged from the photovoice groups. Following this, we closely examined the 

transcripts, paying attention to words, sentences, paragraphs, and overall structure – and relating 

them to the attributes, themes, and patterns relevant to adolescent mental wellness. 

Ethics 

This project, which forms part of the first author’s doctoral research project, follows the 

ethical principles set in the Declaration of Helsinki (1964) and received ethical clearance from the 

University of the Western Cape Biomedical Research Ethics committee (BM19/09/18). Before 

participation, informed consent and assent were received by a relevant parent/guardian and the 

adolescent participant, respectively. By signing the consent and assent forms, adolescent 

participants and their parent(s)/guardian(s) agreed to be recorded during the interview and that the 

results from the study may be published while still ensuring the anonymity and confidentiality of 

the participants. In line with the Declaration of Helsinki, we aimed to protect the confidentiality 

of the participants by replacing all real names with pseudonyms and removing any identifying 

information. 

Findings 

We conducted 12 photovoice groups (N = 43) with ALHIV across the three sites (Table 

6.1). At this point, data saturation was reached as no new themes emerged from the data. From the 

photovoice discussions, we identified six mental wellness concepts, namely: connectedness, 

spirituality and mindfulness, social coherence and awareness, self-esteem, self-acceptance, and 

sense of coherence, as well as six behaviours indicating mental wellness, namely, self-efficacy, 

coping, resilience, life purpose, engagement in enjoyable life activities and physical functioning. 
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Table 6.1: The gender breakdown of photovoice groups by Health facility 

Health Facility Females Males Total 

X 3 (n=10) 2 (n=6) 5 (n=`16) 

Y 2 (n=9) 2 (n=7) 4 (n=16) 

Z 2 (n=8) 1 (n=3) 3 (n=11) 

Connectedness 

Connectedness is regarded as one of the key elements of mental wellness because it is 

associated with [higher] self-esteem and [increased] empathy for others [23]. In our study, 

adolescents described their connectedness with family members (e.g., grandmother, sister, mother) 

and how this experience of emotional and instrumental support made them feel loved, esteemed, 

and valued and evoked a reciprocal response. In the photovoice sessions, they presented pictures 

of their “loved ones” and described how these relationships provided a sense of purpose for living. 

One adolescent took a picture of her grandmother and presented it to the group: 

The one I took with my granny… [It] is because [I] still [want to] see her 

continuously when I open my eyes. Through God’s grace I want to see her here in 

front of me, waking me up saying “Come you must finish for school”; “Come, you 

must wash up.” That is why I took a photo of her because she is my everything. 

Without her I don’t know really. - (Lesley, Girl, 15) 

Another participant presented a picture of her sister and described how her love and [sense 

of] connectedness to her sister motivates her to persist in treatment adherence so that she can live 

a full life. 

Oh, this is my sister. You know, when I look at her, there’s a moment that I want 

to be myself. You know she gave me hope. Like she’s so young and I’m sure she 

doesn’t want to lose her sister. And I still want to see her grow and be beautiful and 

all this stuff. - (Amy, Girl, 16) 
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As seen in the quote below, other adolescents expressed that their connectedness to their 

family contributed to positive mental wellness and motivated them to adhere to their [HIV] 

treatment regime so that they would be well. 

So, it’s like, family is like to me it’s important to me. Every time I see them, all of 

them, I am always reminded of why I am doing this and why I am taking the 

medication. Every time I see them it motivates me to never give up. And even 

though, if I start to not to take [my medication] now, it will get worse and it will 

affect them also. - (Imka, Boy, 15)  

By extension, some participants expressed a sense of purpose in their desire to reciprocate 

the care and support that they received from their parents by taking care of them in the future, as 

well as their siblings in the present. 

My mother is the greatest born creation. Like she does everything for me. So, 

actually, one day I have to do the same thing for her when she’s old. - (Kaya, 

Girl,16) 

The only reason why I still keep going is because of my father. Because my mother 

passed away and I’m his only child. So, it’s obvious I don’t want to let him down. 

So that is the reason why I keep going. - (Elaine, Girl, 19) 

Me as the oldest, I have grown up, I my mother used to leave me and my two sisters 

at home because she is a single mom. I want to make her proud one day. - (Jason, 

Boy, 15) 

Friends were also a significant source of happiness for adolescents living with HIV. Many 

participants presented pictures of their best friends and described the positive impact that having 

these relationships had on their mental wellness. 

This is my best friend in this picture. This was the first day in school this term. I 

thought about the photovoice thing, and I asked her if I can take photo of her. And 

we took a lot of pictures, and this is one of them. And I am very happy when I am 

with her. - (Alexa, Girl, 16) 

https://etd.uwc.ac.za/



168 
 

It’s not like I’m meant to die. So, I have two best friends and they know about this 

pill. So, like they motivate me every day to get well. At like six o’clock the send 

me a message “take your pills”. - (Amy, Girl, 16) 

In some instances, participants reported that they trusted their friends sufficiently to 

disclose their HIV status. This resulted in them gaining a friend who supports them on their HIV 

journey by encouraging them through difficult times and motivating them to persist with treatment. 

This morning she came to me, and she told me to be strong for this stuff. And she 

told me I have to be strong and as I was sitting there; she sends me a message 

because I told her I’m now here at the programme. So, she said she’s proud of me 

because I’m not a person who like to still talk to people. I’m very quiet. I keep my 

stuff to myself. But she said she’s very proud of me doing this and talking to other 

people. - (Maya, Girl, 15) 

They make sure that we attend our appointments. So they remind me say our 

appointment is tomorrow then tonight I told them already last week look here me 

and my sister must go to the hospital and if they ask me then I tell them maybe 

Friday then on Thursday they remind me they say yay you must go Friday to the 

hospital and when we go to the hospital, when we come here to the hospital they 

bring us halfway, till where we get the taxi, they put us in the taxi and so. - (Jess, 

Girl, 16) 

Participating adolescents also described having close connections with people in their 

community, such as the school and health service, who were sources of encouragement and 

supported them as they navigated living with HIV. 

Well, there is my accounting teacher. She’s very supportive. My marks were 

dropping, it was like, because I was a top learner and then it started dropping. So, 

then she asked me “what’s wrong, what’s going on?” and those were the days that 

I wasn’t taking my pills. And then we talked about it, and she was like “It’s not the 

end of the world, you can still achieve your dreams whether you’re HIV positive or 

not”. So, I just realised that I still have my full life to live. - (Amy, Girl, 16)  
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As the participants in this study frequent clinic settings, relationships with clinic staff were 

also discussed. The participant below describes how having a close relationship with one of the 

nurses encouraged her to persist in treatment. 

She is my favourite nurse. Every time that I come to the hospital, I always go to her 

first and greet her. And she is the one who told me that I must not stop taking my 

tablets. - (Jess, Girl, 15) 

Spirituality and mindfulness 

Participating adolescents reported how their sense of spirituality and/or actively practicing 

their religion contributed to their mental wellness [24]. They expressed spirituality as feeling a 

connection with a higher power (God) and through the meaningful practice of their faith, as 

illustrated in the quote below: 

So, it helps - because I found God. And reading the Bible helps me. You know the 

words of the Bible. So, it just makes me feel much better than it is, because there’s 

someone that cares about me. - (Annika, Girl, 16) 

One girl explained how her religion helped her come to terms with her HIV diagnosis and 

accept it without self-blame. 

It’s that everyone, ok it was, I was supposed to get it, it was God’s plan, so I don’t 

have to blame myself, so yeah. - (Amahle, Girl, 15) 

Social coherence and awareness 

Social coherence and awareness emerged as a theme as participants discussed social issues 

of interest to them [25]. Sizwe (16), for example, demonstrated social awareness and coherence 

by showing a picture of environmental health risks in his community and declared his desire to 

make a change (see figure 6.1) 

I was, I was very…curious about what happened in that, what happened in that 

place, and also, I was also sad because some children get infected and bad diseases 
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because of places like that…and also, when I took this picture, I was thinking about 

how…the people can let that happen when they are still there - (Sizwe, Boy, 16) 

 

Figure 6.1: Making sense of living conditions. 

In a similar vein, Amy (16) discussed her outrage at the sexual violence problem in the 

country by referencing the assault of a university student, which made national news at the time 

of the study. Implicit in these discussions is the awareness that these problems are not the norm 

and that something can be done or should be done to improve it. 

And I don’t like when these men do, you know. I mean it’s not cool to rape someone 

who, remember Uyinene, I mean she still had a whole long future ahead of her, but 

yet he deprived her of her future. So, it makes me quite mad, angry. I even have a 

picture. - (Amy, Girl, 16) 

https://etd.uwc.ac.za/



171 
 

This, in turn, motivated her to take action by organizing an event at her school to raise 

awareness about the issue: 

I want to be the voice of those voiceless people, those girls that went through this. 

We spoke to our Life Orientation teacher, and she told us that she just set a day and 

what the theme will be, and we had a personal speaker, we were singing some 

songs. We had this girl in my class, she was saying a speech. We had a teacher 

who’s spoken a lot, and a teacher who also spoken a lot. And we were wearing 

purple ribbons. - (Amy, Girl, 16) 

Self-esteem 

In our study, participants brought up how they felt about themselves in relation to their 

HIV status [26]. One girl showed a picture of herself and explained to the group that despite being 

HIV positive, she feels positive about herself: 

I love that picture and I love myself. - (Amahle, Girl, 15) 

As one participant indicated, moments where she feels good about herself, help her feel 

‘normal’. This suggests that she may have internalised stigma around HIV, in which she sees 

herself as ‘less perfect’ than others who do not have HIV. 

Okay, I enjoy taking pictures on snapchat [laughter] so uhm, whenever I take 

pictures, I just feel like this…. Slay queen and stuff like that and I imagine that I 

feel perfect and I, I forget that I’m actually sick, I feel like I’m a normal person - 

just like other people. - (Lerato, Girl, 17) 

As adolescents develop, they learn more about themselves and who they want to be. 

Therefore, discussions around self-esteem are to be expected. Many adolescents may find fault 

with their appearance as they try to adhere to popularised beauty standards and base their self-

esteem around that. Similarly, ALHIV may face certain general insecurities regarding their 

appearance. However, for some ALHIV, these insecurities may be directly related to being HIV-

positive due to ongoing stereotypes and stigma. For participants in this study, increasing their self-
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esteem was related to overcoming internalised negative perceptions of HIV, which in turn 

positively affected their mental wellness as this led to increased self-acceptance. 

Self-efficacy 

In this study, participants discussed their belief in themselves to achieve a particular goal 

or action [27, 28]. These included realistic assessments of their current skill set or beliefs about 

their skills. As the quote below shows, the participant reflected on their interpersonal skills and 

how these could be directed towards achieving their goals. 

[The reason I want to be] a social worker is because I love helping people. And I’m 

-, everybody says I’m very patient. I always listen to people and whenever someone 

talk to me, they can talk, and I can listen very carefully, and I can give them great 

advice. - (Charlize, Girl, 17) 

Like most adolescents, participants indicated that there are moments when they are not 

completely satisfied with their appearance. One participant demonstrated that self-efficacy played 

a role in her stopping the downward spiral of self-hate she experienced and moving in the opposite 

direction by changing her narrative and focusing on self-improvement and setting personal goals 

for herself. 

Well, I’m trying to lose weight, because yes, because during that period of time I 

was like eating a lot. So, I’m just trying to get back to my original self. - (Amy, 

Girl, 16) 

The participants described how having a sense of self-efficacy positively affected their 

mental wellness because their belief in their own skills and capacities helps them maintain the 

motivation needed to achieve certain life goals. Like other adolescents, as the participants in our 

study engaged in the world around them, they developed more confidence in their skill sets.   

Self-acceptance 

The through the discussion, participants revealed that despite experiencing challenges 

around living with HIV, they have come to accept themselves as they are and have accepted that 
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living with HIV is part of their journey [29, 30]. 

Okay, this is a picture of a bin. A bin keeps…like dirty papers and stuff like, the 

things that are already used… You can’t put someone in a bin, that’s not right. So, 

the fact that I’m HIV-positive, I cannot be put in a bin, I’m still going to live my 

life because I am not a paper after all. If my family knew that I am HIV-positive, 

they not going to throw me in the bin. I am still going to live because I am not a 

paper… The bin is only for papers, not for people. - (Hope, Girl, 18) (see figure 

6.2). 

 

Figure 6.2: People are not trash. 

Another female participant presented a picture of herself reflecting on her initial reaction 

to seeing herself as ‘different’ to her peers when she first found out about her HIV diagnosis. These 

negative perceptions about self were indicative of them experiencing internalized stigma when 
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their HIV status was disclosed to them [since they were perinatally infected]. However, they were 

able to process this initial ‘shock’ and come to accept themselves as both HIV-positive and 

beautiful. 

Yes…okay that picture… I just see myself [as] beautiful…so when I first found out 

that I had HIV, I felt like I was different from all the kids but seeing that picture - 

it makes me happy. - (Thandi, Girl, 16) 

One participant discussed how she was bullied at school after one of her classmates found 

out about her status and how this negatively affected her self-esteem. During the interview, she 

reflected on finding out about her diagnosis and how she struggled with feelings of anger and 

blame towards her parents. Therefore, the bullying she experienced represented a breaking point, 

exacerbating her unresolved anger and sadness regarding her diagnosis and her relationship with 

her parents. The culmination of her low self-esteem and her struggling relationship with her parents 

resulted in suicidal thoughts (hopelessness) and led her to default on her treatment. However, her 

relationship with other key figures in her life, such as her sister, friends, and her favourite nurse, 

provided her with the love and support she needed to help her feel better about herself [self-esteem] 

and her situation [hope]. Through this, she learned to accept herself and her HIV status, which 

motivated her to re- engage in her HIV treatment. 

I see him but I just don’t care anymore. I don’t care what he thinks about me or 

what he says about me. He doesn’t define me. - (Amy, Girl, 16) 

The abovementioned quotes indicate that self-acceptance and self-esteem go hand-in- hand 

to mediate towards positive mental wellness. As ALHIV attain self-acceptance, inclusive of their 

HIV status, they can buffer internal stigma and external [negative] messages and achieve higher 

levels of self-esteem and feel ‘normal’. 

Sense of coherence 

Participants demonstrated a sense of coherence by finding meaning in their lives – by 

embracing their status [accepting that living with HIV is part of their lives] and directing their 

energy towards living positively [25]. The quote below from Amy shows how she learned to 
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reframe negative messages she received by replacing them with truths [comprehensibility] thereby 

finding ‘new’ meaning for her life: 

So, Alex, again, told me that no-one’s going to marry me because of the disease. 

And for a long time, I actually believed that but then I realised that it’s not actually 

true. I mean you’re going to meet someone and that will work. Because I mean my 

aunt died, she also had HIV. She had HIV and then she got married. And her 

husband still loved her. So, I want to have a husband with eight kids. - (Amy, Girl, 

16) 

Others expressed that they have a sense of ownership [manageability] over their own lives 

and can maintain this by continuing to take their medication. 

I know that it is my life, I’m doing this for myself - so I have to take my medication. 

- (Thandi, Girl, 16) 

Through the comparison with the flower, the participant demonstrates how she found 

meaning in her situation by indicating that they are aware that managing their health and well- 

being is a process they must constantly engage in and nurture (see figure 6.3). 

This flower is to show me how I will look if I keep taking my medicine. It is like 

water to them. So, if you water plants, they will grow up and be beautiful like these 

so it reminds me every time I see those, I should take my medicine so that I can be 

beautiful and strong like them. - (Stacy, Girl, 15)  
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Figure 6.3: Nurturing health 

This participant’s quote demonstrates that maintaining a sense of coherence is also a 

process that involves self-reflection to comprehend who they are and what possibilities their future 

holds [meaning]. 

My favourite colour is pink, my hobby is dancing, I’m very soft hearted, kind 

friendly outspoken straightforward and fun at all times. I like to go places I have 

never been yet before. I also like making new friends. Sometimes I just sit back and 

think to myself that this disease I’m living will never go away. But if I take my 

medication always and on time, I will live a longer life and a life like anyone else. 

There are times I cried because I always think that I won’t have friends, kids, 

husband or live a life like any woman but no I thought the wrong way. Sister Anne 

told me it won’t be the way I thought it would be. - (Emma, Girl, 15) 
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For ALHIV, a sense of coherence is tied with their diagnosis, as they need to overcome 

initial internal and external assumptions about living with HIV and engage in activities to make 

meaning of their situation and manage a lifelong condition while trying to live ‘normal’ lives. 

Through the discussions, participants revealed that achieving a sense of coherence is a process in 

which they self-reflect to understand themselves, whom they want to be and what they want out 

of life in the context of living with HIV. This sense of coherence helped participants living with 

HIV to find meaning in their lives and identify future goals to work towards. This increased their 

hope for the future and positively contributed to their mental wellness. 

Coping 

While all adolescents may experience stressors in life and need to find ways to cope, 

ALHIV faces specific stressors related to their condition. This includes managing lifelong 

adherence to treatment and coping with external stressors related to stigma, disclosure and beliefs 

about living with HIV. The role of music as a coping mechanism among adolescents is well 

documented in research, and many participants discussed using isolation time in combination with 

listening to music as a way to cope when life becomes too stressful [31]. By engaging in this 

activity, they could regulate their [high] emotional states and return to states of mental wellness. 

I don’t talk to them in my personal time. Like I always listen to music, and I feel 

better. So, then I just walk to my room, switch off some lights and say I’m going to 

keep quiet. - (Farai, Girl, 16) 

Sometimes I feel blank or white inside and then I just listen to music and ignore the 

world for that moment and then the music calms me down or makes me feel better 

than I was before. - (Emma, Girl, 15) 

Resilience 

Participants discussed their capacity to adapt to life’s challenges and withstand adversity 

[7]. For example, Lerato (17) discussed how she overcomes her [emotional] challenges through 

reflection and accepting that these challenges are transient and out of her control, yet she can 
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control her actions and make the best out of her situation. 

So, I took a picture of the rain so…when I’m sad and all that… about my condition, 

I actually get encouraged to take my medication. So, rain is like a blessing and 

without the rain nothing grows. So, I thought, why not embrace…like the storms 

of my life and actually accept my situation and actually take my pills. - (Lerato, 

Girl, 17) (see figure 6.4) 

 

Figure 6.4: Weathering the storms of life. 

ALHIV may be more exposed to adverse experiences around death, which could negatively 

affect their mental wellness. However, as the participants in this study indicate, having a strong 

sense of resilience improved their mental wellness by acting as a buffer against negative effects, 

protecting against experiencing mental health problems and increasing their motivation to be 

healthy and well. 

Life purpose/goals 

Like many adolescents, ALHIV hava life goals they wish to achieve. To attain their goals, 
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they are required to change their outlook on life and adhere to their treatment [32]. This was 

demonstrated in this study as many participants discussed that they were motivated to live healthy 

lives and adhere to their treatment to achieve their goals. As is typical of adolescents, participants 

described their goals in ways that reflect their idealism – some wish to pursue dreams of fame and 

fortune, while others simply wish to be successful despite not having a clearly identified path. For 

example, one participant shared that she wishes to be successful in life so that she can afford to 

buy her dream car (see figure 6.5). Regardless, having aspirations and goals to work towards 

fosters hopefulness for the future, which positively affects current mental wellness. 

I want to pursue my dreams. I want to like, live life and…yeah so…I don’t want to 

die before I do something that I love most, which is singing. That’s why I take my 

pills every day. - (Thandi, Girl, 16) 

And also, I want to complete my school … I want to complete school so that I can 

be successful one day. - (Max, Boy, 16) 

 

Figure 6.5: Future goals. 

https://etd.uwc.ac.za/



180 
 

The participants in this study demonstrated the beneficial effects of having life goals on 

their mental wellness through their motivation to stay healthy to achieve their goals. 

Engaging in enjoyable life activities 

Like most adolescents, participants in this study discussed a range of activities that they 

frequently engage in and enjoy based on their personal interests, including playing sports, singing, 

dancing, reading, taking photographs and spending time with family and friends. 

Uhm, it’s my family and myself, yeah all of them is my family and uhm…the things 

I love to do which is singing and dancing. - (Thandi, Girl, 16) 

I play soccer and sometimes I play chess, rugby. - (Kabelo, Boy, 16) 

Mostly when I listen to songs…and I love singing so when I sing it also makes me 

happy. - (Beth, Girl, 16) 

Physical functioning 

The participants in this study are all living with HIV; therefore, conversations around 

physical health and well-being emerged [15, 33 – 35]. As previously mentioned, participants enjoy 

participating in sports, dancing, and hanging out with their friends. To do this, participants need 

to feel a sense of physical well-being. Participants in this study showed an awareness of 

maintaining their physical health. As the quote below illustrates, the adolescent is aware that to 

continue doing what he enjoys (playing soccer), he needs to take his medication (to keep him fit 

and healthy). 

I like to play soccer. But I have learnt in the past that if I don’t take my medication, 

then my body get weak. Then I can’t play soccer. So, this is another thing that 

motivates me to take my medication so that so that my body can…so that I can use 

my body to play soccer. - (David, Boy, 16) 

Another participant used an example of a tree to illustrate that his medication is a way of 

taking care of his health, which will give him a good life. He suggests that being strong and healthy 
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will also influence his well-being in general. 

When taking the picture of the tree I felt that…when taking the picture that, I felt 

that it was a good example of a human being, because it start from the seed… and 

the human adult, when he is a grown up…the tree here tells me that if a human 

being continues to take his medication, he will grow up and feel free, and the trees 

have a good life and…and have a healthy, happy life, and the tree here is strong. 

That shows that when a human being…takes care of his or her body…will be 

strong, fresh, energetic…and feel good for their life. - (Bongani, Boy, 16) (see 

figure 6.6). 
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Figure 6.6: Strength in nature. 

Discussion 

The emergence of both mental wellness concepts and behaviours provides support for 

mental wellness as a relational, multidimensional concept which includes mental (spirituality, self-

acceptance, self-esteem, self-efficacy, sense of coherence), social (connectedness, social 

coherence) and behavioural/physical dimension (coping, resilience, life purpose/goal, engaging in 

https://etd.uwc.ac.za/



183 
 

enjoyable activities, physical functioning) [36 – 38]. 

We observe that ALHIV in our study seems to emphasise both eudemonic (social 

coherence, self-efficacy, sense of coherence, coping, resilience, life purpose/goal) and hedonic 

concepts (connectedness, spirituality, self-esteem, self-acceptance, engaging in enjoyable 

activities, physical functioning) of mental wellness. This aligns with previous studies indicating 

that a balance between hedonic and eudomonic pursuits is necessary for optimal mental wellness 

and well-being [36, 37]. 

We propose the model in figure 6.7 below to demonstrate mental wellness in ALHIV. In 

this, green represents hedonic mental wellness, and blue represents eudomonic mental wellness. 

As shown in the figure, a Sense of Coherence, Self-esteem, and Self-acceptance represent the Self 

– the ongoing constructions that ALHIV produce in the experiences and interactions with their 

inner and external worlds. These aspects of the self are related and associated with the other mental 

wellness concepts and behaviours that emerged from our findings. In other words, ALHIV may 

experience social coherence, for example, but lack coping/resilience skills, in which case they may 

adopt a pessimistic view of the world, which, in turn, could increase hopelessness and other 

challenges to mental wellness. Therefore, increasing the Sense of Coherence as a whole may be 

more beneficial to improve long-term mental wellness than focusing on individual concepts or 

behaviours. From the model, we note that a Sense of Coherence influences Self- esteem and has a 

relational effect on other mental wellness concepts and behaviours, such as Connectedness or Self-

efficacy. This means that having a high Sense of Coherence overall can lead to a high sense of self-

esteem which in turn, is also influenced by the adolescents’ relationships with others, their 

confidence in their abilities and overall physical well-being. As seen in the model, Physical 

Functioning and Spirituality are represented in Senses of Coherence and Self-esteem. 

This indicates that these concepts play an integrating role at the different levels of Self. 

Therefore, interventions aimed at developing these two aspects in adolescents may yield double 

benefits by improving outcomes on both Sense of Coherence and Self-esteem, which could 

positively affect the related mental wellness concepts and behaviours. From this, Self-esteem 

influences Self- acceptance – while the literature describes these as being related yet conceptually 

different, we argue that high Self-esteem is a pre-requisite for Self-acceptance. Literature on 
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adolescent mental wellness often focuses on self-esteem as evidence has consistently shown that 

higher self-esteem is associated with better emotional and behavioural adjustment, school 

performance and other educationally significant outcomes and improved social skills [26, 39]. 

Much empirical evidence supports the merits of promoting self-esteem in adolescents. As 

such, self-esteem has become a popular measure of mental wellness in research with adolescents, 

as demonstrated in a systematic review of mental wellness instruments used among adolescents in 

which the Rosenberg Self-Esteem measure was used most frequently in comparison to other 

mental wellness instruments [17]. However, we argue that while promoting self-esteem is 

necessary to achieve mental wellness, it is not sufficient to maintain it. To maintain long-term 

mental wellness, adolescents need to go beyond experiencing self-esteem to develop unconditional 

self-acceptance. Self-acceptance refers to a positive attitude toward yourself, following a “balance 

sheet” of integrating or reconciling both good and bad qualities of self that results in feeling content 

about your present in spite of the past. Adolescence is a period of experimentation and self-

exploration; therefore, they may be more susceptible to external influences and may change 

aspects of themselves to be socially accepted, resulting in a higher sense of self-esteem. However, 

as seen in this study, ALHIV may feel the need to hide their status due to societal beliefs around 

HIV, which could result in internalizing stigma about HIV and thus negatively affect their self-

acceptance and mental wellness. Therefore, self-acceptance is an essential factor to consider as 

studies have shown that interventions aimed at improving mental wellness may be less beneficial 

for people with lower self-acceptance [29, 30]. Unlike self- esteem, self-acceptance cannot be 

categorised into a high or low dichotomy; therefore, it does not fluctuate and can be considered a 

better predictor of mental wellness. We argue that interventions aimed at improving mental health 

among ALHIV should incorporate elements to improve and promote high self-esteem and then 

work on translating that positive affect to self- acceptance. 
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Figure 6.7: Model of Mental Wellness for Adolescents Living with HIV. 

Additionally, experiencing high levels of one mental wellness concept or behaviour is 

insufficient to ensure overall mental wellness. As shown in figure 6.7, the mental wellness 

concepts and behaviours identified in this study do not exist independently. Instead, mental 

wellness represents a system in which each concept and behaviour represents an interconnected 

part that moves and works together as a whole. Some of these parts may prevail over others and 

can thus compensate or act as a fail-safe if there are any problems in other parts of the system. For 

example, an adolescent may experience a strong sense of connectedness to others, but after 

performing poorly in school, they may experience poor self-esteem. In this case, they can rely on 

their relationships with others to support them and seek help to better their performance which 

over time can help to increase their self-esteem. Conversely, a lack of connectedness may have 

allowed the adolescent to become overwhelmed by their feelings of low self-esteem which could 

perpetuate other challenges to their mental wellness (i.e., hopelessness, low self-worth, isolation 
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etc.), leading to increased vulnerability for developing mental illness. In the case of ALHIV, such 

events can result in them becoming loss to follow-up (LTFU) and defaulting on treatment. 

Therefore, there is a need to develop and implement multicomponent interventions for ALHIV. 

Evidence suggests that targeted interventions aimed at general adolescent populations 

include specific psychosocial components such as mindfulness (spirituality), stress management 

(coping), problem-solving skills (self-efficacy), assertiveness training (self-esteem) and emotional 

regulation (sense of coherence, self-acceptance), are associated with more successful mental health 

outcomes in adolescent populations [9]. Fewer studies are exploring the impact of such 

interventions on targeted groups like ALHIV. A scoping review by Okonji et al. [40] on 

psychosocial interventions explicitly aimed at ALHIV identified four psychosocial treatment 

modalities aimed at improving adherence among ALHIV: individual counselling, support groups, 

family-centred services, and treatment supporters. Our study supports previous research as we 

demonstrate that ALHIV have different psychosocial support needs in comparison to their peers. 

Therefore, universal interventions targeting changing peer dynamics, goal setting, self- esteem or 

family dynamics may hold a different significance for ALHIV as they navigate issues around 

disclosure or planning for a healthy adult life [9, 40]. Therefore, we argue that the mental wellness 

concepts and behaviours identified in our study can be used as building blocks to inform targeted 

interventions or adherence clubs specifically aimed at promoting positive mental health [mental 

wellness] in ALHIV, which can help them to overcome life’s challenges and establish healthy 

behaviours to protect them from risk in the present and their future adult lives.  

Study limitations 

Due to the qualitative nature of this study, the limitations of conducting research with a 

smaller sample and in a particular socio-cultural context are noted. While our study criteria was 

open to include as diverse a sample as possible, we were limited to the participants that attended 

and received treatment at the facility. Further, all participants were fully engaged in HIV care at 

the time of the study; thus, it is acknowledged that their perceptions and meanings of mental 

wellness within the context of an HIV treatment programme may differ vastly from those lost to 

follow-up or disengaged from care. To this end, we observed that many participants in our study 

had a history of poor adherence and disengagement from care and re-engaged prior to participating. 
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It is worth mentioning that youth [adherence] clubs were implemented in two health facilities, 

which is known to activate peer support for ALHIV. In the other health facility, a family clinic 

intervention was in place, which facilitated family support for the adolescent on treatment. These 

interventions have been noted to provide critical psychosocial support for ALHIV on ART to 

various levels of effectiveness, as reported in our previous review [17]. 

Participation in these interventions contributed to greater exposure to health education and 

treatment literacy, which may have influenced how participants in our study expressed mental 

wellness in the context of HIV. 

Conclusions 

Our findings illustrate critical mental wellness concepts and behaviours that shape the 

experiences of ALHIV on ART. We posit that the success of current psychosocial and adherence 

support interventions for ALHIV is dependent on how these intervention modalities trigger and 

activate key mental wellness concepts and behaviours. Therefore, mental wellness should be 

measured as part of evaluations of interventions to improve treatment outcomes for ALHIV on 

ART. We recommend that future interventions include exploratory qualitative studies to 

contextualise mental wellness and behaviours in their respective settings to inform the 

development and/or adaption of evidence-based interventions. 
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CHAPTER 7 

Paper 6: Orth Z & van Wyk B. Rethinking mental wellness among adolescents: An 

integrative review protocol of mental health components. Systematic Reviews. 2022;11(83): 

1-7. doi: 10.1186/s13643-022-01961-0. 

Abstract 

Background: Adolescents have been overlooked in global public health initiatives as this period 

is generally considered the healthiest in an individual’s life course. However, the growth of the 

global adolescent population and their changing health profiles have called attention to the diverse 

health needs of adolescents. The increased attention toward adolescent health has accentuated 

existing gaps as global health reports have emphasised a continued need for valid and reliable 

health data. In this context, evidence has shown that mental health issues constitute one of the 

greatest burdens of disease for adolescents. This integrative review aims to unpack the meaning of 

mental health and mental wellness among adolescents and its associated constructs by analysing 

and synthesising empirical and theoretical research on adolescent mental health and wellness. In 

doing this, we will develop a working definition of adolescent mental wellness that can be used to 

develop an instrument to measure adolescent mental wellness. 

Methods: The integrative review is guided by the five steps described by Whittemore and Knafl. 

A comprehensive search strategy which will include carefully selected terms that correspond to 

the domains of interest (positive mental health/mental wellness), will be used to search for relevant 

literature on electronic databases, grey literature and government or non-governmental 

organisations (NGO) websites. Studies will be included if they describe and/or define general 

mental wellness in adolescent populations aged 10-19. The screening and reporting of the review 

will be conducted following the Preferred Reporting Items for Systematic Reviews and Meta-

Analyses (PRISMA) guidelines. Data from the integrative review will be analysed using narrative 

framework synthesis for qualitative and quantitative studies. 

Discussion: This integrative review aims to search for and synthesise current research regarding 

adolescent mental wellness to identify how wellness is being described and conceptualised. We 

aim to identify gaps and contribute to a more comprehensive definition of mental wellness that 

can aid in developing an age- and culturally appropriate measure of adolescent mental wellness.  
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Background 

In 2016, adolescents (10-19 years) were estimated at 1.2 billion (18%) of the world 

population, making them the largest population of adolescents in history [1,2]. Adolescents have 

been largely overlooked in global health and social policies because this period is generally 

considered to be the healthiest in an individual’s life course [2], and the unique health problems 

associated with adolescence have been misconstrued or ignored in favour of more pressing public 

health concerns [3]. However, changing health profiles of adolescents in both developed and 

developing countries have called attention to the diverse health needs of adolescents [1]. 

According to the World Health Organization (WHO), more than 1.1 million adolescents 

died in 2016 - mostly from preventable or treatable causes [4]. Therefore, the considerable gains 

from global investments in child and maternal health programmes would yield fewer long-term 

benefits without simultaneous investments in adolescent health [5,6]. According to the life course 

approach, all stages of an individual’s life are intricately intertwined and interconnected with each 

other, as well as with other people in society and with past and future generations of their families 

[7]. In other words, evidence has shown that early life experiences, including events experienced 

in pre-conception, play a role in determining the developmental origins and trajectories of health 

and wellness or disease across an individual’s life course [7]. From this perspective, it is 

understood that the health and wellness of individuals and communities depend on interactions 

oscillating between multiple risk and protective factors throughout one’s life. Based on this, early 

and appropriate interventions during the child and adolescent years are shown to be the most 

effective prevention strategies to promote optimal public health and human development [5,6,8]. 

Additionally, following the life course approach, it is argued that these early investments in child 

and adolescent health will yield a triple dividend as they will grow into healthier adults who can 

contribute positively to society, as well as the health and development of the next generation [2, 

9]. 

Globally, mental health issues constitute one of the greatest burdens of disease for 

adolescents. According to the WHO, in 2016, mental health conditions accounted for 16% of the 

global burden of disease and injury for adolescents, with depression being identified as one of the 

leading causes of illness and disability among adolescents, suicide noted as the second leading 
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cause of death in adolescents and self-harm the third [4,9]. UNICEF propagates that half of all 

lifetime mental disorders have onset during adolescence [10]. The recent inclusion of adolescents 

on the global health agenda as a target group for intervention represents a key step toward reducing 

the global burden of disease attributed to mental health disorders and reducing preventable deaths 

[2, 10-13]. However, due to the previous neglect of mental health as a public health issue, efforts 

to address adolescent mental health are met with various challenges. 

Currently, there is a lack of data concerning mental health conditions among adolescents, 

especially those in low and –middle-income countries (LMICs) [11]. The lack of a body of quality 

evidence can affect how adolescents are represented in national policies and how government and 

healthcare officials respond to treatment and prevention [2, 14]. According to WHO, a 2014 review 

of health policy documents from 109 countries showed that 84% had given some attention to 

adolescents, with three-quarters of them addressing sexual and reproductive health: one-third 

addressing tobacco and alcohol use, and one-quarter focusing on mental health [1]. In LMICs, 

efforts regarding the promotion, prevention and treatment of child and adolescent mental health 

services (CAMHS) are hindered by a lack of specific CAMHS policies, and resources and fewer 

child and adolescent psychiatrists and other mental health professionals [12,13]. Furthermore, 

studies from developed countries have suggested that while CAMH services and policies are in 

place, there is a lack of mental health service uptake among children and adolescents due to various 

attitudinal, stigma-related, and structural barriers to accessing mental health services [14]. These 

challenges and barriers to CAMH in LMICs and higher-income countries are particularly apparent 

among adolescents living with a chronic order or disease [15,16]. Mental health conditions are 

increasingly recognised in children and adolescents with chronic disorders. Studies have shown 

that living with a chronic health condition is associated with an increased risk of developing 

comorbid physical and mental health problems, influencing treatment adherence and quality of life 

[16–18]. 

Another recurring obstacle to integrating mental health into global public health initiatives 

and frameworks is the lack of consensus on a definition of mental health [19]. Despite the growth 

of mental health and wellness research in recent decades, the question of how mental wellness 

should be defined remains largely unresolved [20]. This has given rise to broad and ambiguous 

definitions, which consequently, results in concepts such as mental health, mental wellness and 
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mental well-being being used interchangeably. Currently, the term ‘mental health is often used as 

a euphemism to refer to mental illness, referring to conditions which adversely affects cognition, 

emotion and behaviour (i.e., depression and anxiety) [21]. This use reflects in the literature as most 

adolescent mental health research adopts the dominant pathological view of health by focusing on 

mental health disorders such as psychiatric disorders, general mental health disorders, emotional 

and behavioural problems and psychological distress [22,23]. Similarly, global health initiatives 

such as AAH-HA! focus majorly on the burden of disease of mental disorders by reporting on self-

harm, depressive disorders, childhood behavioural disorders and anxiety [3]. This dominant 

pathological view of mental health persists despite the contributions of positive health and 

wellbeing research which argues that wellness and illness are not two ends of the same continuum 

as previously thought; rather these constructs represent two independent continua [19,23]. In other 

words, the absence of mental illness does not necessarily indicate a state of mental health/wellness 

[1, 23, 24].  

Therefore, it is imperative to consider both mental wellness and mental illness in research 

and to move away from the previous ‘absence of disease’ model to one that emphasises positive 

psychological functioning for mental health [23,24]. In this model, wellness refers to the degree 

to which one feels positive about life and the capacity to manage one’s feelings, behaviours, and 

limitations [23]. From this model, addressing adolescent mental health is seen as more than treating 

and mitigating the burden of disease of mental illness; rather it is also useful in maintaining lifelong 

mental and physical wellness and preventing the development of mental disorders [23]. 

Adolescents, in particular, experience multiple physical, social, and emotional changes, which can 

positively or negatively impact their mental wellness. Therefore, interventions at this stage are 

crucial as research shows that providing psychosocial support and mental health promotion, such 

as psychoeducation and community empowerment, facilitates the development of mental wellness 

(positive mental health), which is protective against psychopathology (mental illness) [9,24]. 

There is a need to develop accurate and culturally appropriate measures of mental wellness 

to support research endeavours that aim to improve adolescent mental health. Therefore, there is a 

greater necessity to clarify what is being measured and how the resulting data from the measure 

should be interpreted to undertake fair and valid assessments—as such, developing a definition of 

mental wellness should encompass more than the description of wellness itself (as is the case with 
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current definitions) to a clear and definite statement of the exact meaning of the construct. To this 

end, this integrative review forms part of a larger study which aims to unpack the meaning of 

mental health and mental wellness among adolescents and its associated constructs by analysing 

and synthesising relevant literature and empirical and theoretical research on adolescent mental 

health. In doing this, we aim to use this information to develop and conceptualise adolescent 

mental wellness as a construct. Additionally, by focusing on conceptualising mental wellness, we 

hope to clarify how concepts such as mental health are used in the literature by clearly 

distinguishing between mental health (as a euphemism for mental illness) and mental wellness as 

a positive state of mental health. We aim to develop an instrument that measures mental wellness 

as an indicator of general mental health and wellness among adolescents. 

Methodology 

The integrative review has been identified as a unique tool in healthcare for synthesizing 

investigations available on a given topic or phenomena and for directing practice based on 

scientific knowledge [25]. The existing body of literature on mental health among adolescents is 

varied and complex as there are many concepts associated with mental health research ranging 

from positive aspects such as ‘resilience’ and ‘self-efficacy’ to negative aspects such as 

‘depression’ and ‘anxiety’. As such, it is not possible for one study to capture all the dimensions 

associated with mental health. However, by adopting the integrative review method, we will be 

able to include the various sources and methodologies used in research to summarise existing 

empirical and theoretical literature associated with [positive] mental wellness concepts to better 

understand and conceptualise mental wellness among adolescents. The integrative review method 

proposed by Whittemore and Knafl [26] will be used: 1) problem identification; 2) literature 

search; 3) data evaluation; 4) data analysis, and 5) presentation of the integrative review. 

Problem identification 

The problem identification stage is a crucial first step in an integrative review. Therefore, 

we aim to approach this as a phase in itself. This means going beyond the initial research questions 

to fully develop a framework of the problem and all its related variables. In this section, we 

describe some approaches we will use to identify the problem the integrative review will address. 

As previously mentioned, our interest lies in understanding how mental wellness is conceptualised 
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among adolescents to aid in the conceptualisation and development of a mental wellness 

instrument for adolescent populations. Based on our initial reading of the literature, we have 

identified two recurring issues in this regard: firstly, there is a lack of validated mental health 

instruments for adolescents; and secondly, despite a growing body of research, the question of how 

mental wellness should be defined remains largely unresolved. Based on this, we have proposed 

to follow two research questions to aid us in identifying the problem. 

1) How is the concept of mental wellness defined in research involving adolescents? 

2) What indicators of mental wellness are being explored/investigated in research? 

 These two questions allow us to investigate how research has approached the 

study of mental wellness, what variables were of interest and how these were defined. To answer 

these questions, we will follow an iterative approach to gather and assess the available information 

to clearly identify the problem and all the variables of interest. To this end, we are currently 

conducting a systematic review of mental health instruments used in research with adolescent 

populations [21]. 

Understanding how mental wellness has been defined in research is an integral part of our 

problem identification, as it will show us what theories and/or definitions of mental health are 

dominant, and which are missing. As Dodge et al. [20] argued, current definitions of wellness are 

more descriptive in the sense that they describe aspects of wellness rather than the construct itself. 

This lack of definition poses a problem in measurement development, as the definition of a 

construct ultimately influences how it is being measured and how the resulting data should be 

interpreted. Therefore, to further aid our problem identification, we will compare the data from the 

systematic review with data from qualitative interviews exploring mental wellness among 

adolescents living with HIV (ALHIV). As previously mentioned, this review forms part of a larger 

study to develop an instrument to measure mental wellness among adolescents. We have chosen 

to include the interviews with ALHIV for the problem identification stage as we want to develop 

an instrument that can measure mental wellness among healthy populations and those living with 

a chronic illness such as HIV. This is necessary as Manderscheid et al. [23] argue that a dual 

emphasis on mental and physical health is essential as studies have shown that positive health may 

influence biological functioning. This information will be used to identify the problem of the 
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integrative review (figure 7.1). Using the information from the problem identification phase, we 

will move on to the second phase to conduct a literature search of mental health concepts used in 

research with adolescent populations.  

 

Figure 7.1: Steps followed to identify the problem for integrative review. 

Literature search 

A comprehensive search strategy which will include carefully selected terms that 

correspond to the domains of interest (mental health/mental wellness), will be used to search for 

relevant literature on electronic databases, grey literature and government or non-governmental 

organisations' (NGO) websites. A systematic database search will be performed using Ebscohost 

(Psycharticles, Academic Search Premier, SocIndex), Educational Resource Information Center 

(ERIC), Medical Literature Analysis Retrieval System Online (MEDLINE) and Sabinet. A list of 

initial keywords has been identified for the search strategy: “((adolescen* OR teenage* OR young 

people OR youth) [AND] (“psychological wellbeing” OR “mental health wellbeing” OR “mental 

wellness” OR “mental health”). As the integrative review allows for a more iterative process, the 

list of keywords will be modified as the initial search reveals more relevant and refined search 

terms. 

Inclusion and exclusion criteria 

Studies will be included if they describe and/or define mental wellness in adolescent 

populations. As the interest lies in conceptualising mental wellness for adolescents, only 
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studies dealing with general mental health, well-being and wellness will be included. In other 

words, studies focused on mental disorders or mental illnesses among adolescents will be 

excluded. For this review, studies will be included for all adolescents aged 10-19 who have 

not been diagnosed with a mental illness or disorder. Eligible studies will include qualitative, 

quantitative, and mixed-method studies published from 2000-2020. The period of the search 

strategy was chosen due to the paucity of research in this area [3,22,27]. Furthermore, the 

prioritization of adolescent health and the focus on adolescent-friendly services occurred after 

2000 [28]. 

Screening and selection process 

Study selection 

The PICOT mnemonics (Table 7.1.) for reviews will be used to guide study selection. 

Table 7.1. PICOT-based inclusion criteria for literature review 

Patient population Adolescents aged 10-19 years 

Intervention or 

Interest 

Definitions of mental wellness or psychological well-being, or general 

mental health among adolescents 

Comparison Not applicable 

Outcomes Mental wellness, psychological well-being, or general mental health 

Time 2000–2020 

The criteria mentioned above, and search strategy will be used to search the databases. The 

screening and reporting of the review will be conducted following the Preferred Reporting Items 

for Systematic Reviews and Meta-Analyses (PRISMA-P) guideline and checklist [29]. The 

number of hits for each database will be recorded, and the citations will be exported to Mendeley 

citation software. Following this, two reviewers will screen all the titles and abstracts to assess 

which articles are appropriate for inclusion. The full-text articles of the included abstracts will be 

downloaded and reviewed again to determine which articles should be included in the final 
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assessment [30]. A third party will resolve any discrepancies between the two reviewers. 

Additionally, based on the information retrieved from the screening, the researcher may modify 

the search to include other relevant sources. 

Data evaluation 

In this integrative review, the primary sources will include both empirical and theoretical 

literature - which increases the complexity of evaluating the quality of the included sources [26]. 

According to Whittmore and Knafl [26], integrative reviews using diverse sampling frames may 

adopt an approach to data evaluation similarly used in historical research. In this case, the available 

sources' authenticity, methodological quality, informational value, and representativeness should 

be discussed in the final report. To minimise bias, the two reviewers will utilise two existing 

quality criteria instruments to evaluate the different types of data [26]. Firstly, the Mixed Methods 

Appraisal Tool (MMAT) will be used to assess the methodological quality of the studies as it 

allows for summarising the overall quality across a range of study designs [31]. Secondly, the SFS 

scoring system version E will be used to assess the quality of the methodologies of the included 

articles [32]. The SFS scoring system version E is appropriate as it allows for the screening of both 

quantitative and qualitative research and the appraisal of the definitions of constructs being 

investigated [32]. 

Data analysis 

Once the selection of included articles has been finalised, we will extract the relevant data 

into a Microsoft Excel document to organise the information and prepare for the data synthesis. 

The Excel sheet will include information regarding the purpose of the study, study characteristics, 

results, and appraisal of the study, as well as any other supporting information. All data will be 

cross-checked for quality purposes. 

Data from the integrative review will be analysed using narrative framework synthesis for 

qualitative and quantitative studies. Framework synthesis begins with a tentative framework that 

can either be borrowed from previous studies or developed from key concepts [26,33]. With 

framework synthesis, the included studies are coded according to the developing framework in an 

iterative process until the body of evidence can be presented coherently. In the final stage, the 

https://etd.uwc.ac.za/



201 
 

findings from the review will be discussed and presented in either tabular or diagrammatic form. 

Additionally, the review's limitations will be discussed and recommendations for future research. 

Discussion 

This integrative review aims to synthesise current literature on adolescent mental wellness 

to identify how this is being described and applied in research. The purpose of this is to identify 

gaps and contribute to the conceptualisation of a more comprehensive definition of mental 

wellness that can aid in developing an age- and culturally appropriate measure of adolescent 

mental wellness. Such measures are much needed in adolescent health research as they may be 

used to better understand the mental health needs of adolescents, as well as contribute to the 

development of interventions and programmes aimed at improving their psychological wellbeing 

and/or mental wellness. 

Strengths and limitations 

According to our knowledge, this protocol describes the first integrative review to 

investigate and describe how mental wellness is defined in research among adolescents. 

Understanding how mental wellness among adolescents has been conceptualised is necessary to 

identify the strengths and limitations of such definitions. This will allow researchers to rethink 

what mental wellness means to adolescents and how this can and should be measured in research. 

A limitation of this study is related to the search strategy, notably around the period (2000-2020) 

and the identification of grey literature, as not all possible literature sources may be accessed. 

Ethics approval and consent to participate 

This integrative review forms part of the corresponding author’s PhD work and has been 

approved by the University of the Western Capes’ Biomedical Science Research Ethics 

Committee. Ethics Reference Number: BM19/9/18 
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CHAPTER 8 

Paper 7: Orth Z & van Wyk B. Rethinking mental health wellness among adolescents living 

with HIV in the African context: An integrative review of mental wellness components. 

Frontiers in Psychology. 2022; 13:1-13. doi: 10.3389/fpsyg.2022.955869. 

Abstract 

Objective: Adolescents living with HIV (ALHIV) are at heightened risk for developing mental 

health problems compared to their peers due to the burden of living with a stigmatized condition 

and managing a chronic condition. Poorer mental health outcomes among ALHIV are associated 

with lower rates of adherence to anti-retroviral therapy (ART). It is necessary to improve mental 

wellness among ALHIV as this acts as a crucial buffer against developing mental health problems 

which, if left untreated, can evolve into mental health disorders. Research on mental wellness 

concepts among ALHIV is underdeveloped which is associated with a lack of appropriate 

measures of mental wellness. We conducted an integrative review to conceptualise mental 

wellness and consider the critical components for measuring mental wellness in ALHIV. 

Method: An integrative review of published literature focusing on the mental wellness of ALHIV 

in the African context was conducted. The PRISMA operational steps guided the process. As part 

of our problem identification phase, we drew on findings from a previous systematic review of 

mental wellness instruments and a qualitative photovoice study on exploring the experiences of 

ALHIV to develop an initial framework of 13 mental wellness concepts and behaviours which 

informed the search strategy. 

Results: The review included 17 articles from which we identified six mental wellness concepts: 

Connectedness, Sense of Coherence (SOC), Self-esteem, Self-acceptance, Hope for the Future and 

Spirituality, as well as six behaviours facilitating mental wellness: Coping, Resilience, Purpose in 

Life (goals), Self-efficacy, Adherence Self-efficacy, and Leisure Activities. All of these concepts 

and behaviours have been noted in our previous research (systematic review and qualitative work), 

with the exception of adherence self-efficacy. Based on the findings from this review and our 

previous work, we adapted Antonovsky’s (1987) Salutogenic Model of Health to propose a 

Salutogenic Model of Mental Wellness (SMoMW) for ALHIV in the African context. This 
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SMoMW may be used to develop an age and culturally appropriate measure of mental wellness 

for ALHIV. 

Conclusion: The findings from this review are used to conceptualise mental wellness among 

ALHIV, which can be used to develop a measurement of mental wellness. 

Background 

Mental health, as an integral component of overall health and well-being, has received 

global acknowledgement, as evidenced in its inclusion in the Sustainable Development Goals 

(SDGs), the World Health Organization’s (WHO) Mental Health Action Plan (2013-2030), 

WHO’s mental health gap action programme (mhGAP) and the United Nations Children’s Fund 

(UNICEF) development of the Measurement of Mental Health Among Adolescents at the 

Population Level (MMAP) (1–3). Adolescent mental health, in particular, is receiving more 

attention because adolescence is a time of critical development that sets the course for mental 

health and wellness across the life course (4,5). UNICEF argues that since half of all mental 

disorders have their onset during adolescence, intervention during the adolescent years is essential 

to prevent the development of chronic mental illness conditions. 

Further, WHO observes that 1 in 7 adolescents between 10-19 years’ experience a mental 

health disorder (6). The prevalence of mental health disorders accounts for 13% of the global 

disease burden among adolescents, with suicide being reported as the fourth leading cause of death 

among 15-19 years old (6). It is further reported that adolescents living with HIV (ALHIV) are at 

increased risk of experiencing ill mental health (compared to their peers) due to the double burden 

of living with a stigmatized infectious disease and managing a life-long chronic condition (7–10). 

Findings from a recent systematic review reported high prevalence rates of mental health problems 

among ALHIV, with 24-27% of participants scoring positive for having a psychiatric disorder and 

30-50% showing symptoms of emotional and behavioural difficulties or significant psychological 

distress (11). Other research with ALHIV reports high prevalence rates of symptoms of depression, 

anxiety, post-traumatic stress disorder (PTSD), internalized stigma, hopelessness, fear, or 

suicidality (9,10,12–14). Further, it is shown that these poor mental health outcomes are associated 

with increased incidence of risky behaviours, sub-optimal adherence to antiretroviral therapy 
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(ART) and low retention in care (RiC) – which, in turn, lead to viral load rebound and virologic 

failure (13,15,16). 

WHO defines mental health as more than the absence of illness, but as “a state of well- 

being, in which an individual realizes his or her abilities, can cope with the normal stresses of life, 

can work productively and can make a contribution to his or her community” (17). However, 

mental health research, mental illness has predominantly been used as a euphemism for (or 

indicator of) mental health. This formulation of mental health excludes mental wellness, which is 

critical to the prevention of mental illness (or disorders) and the over-all promotion of positive 

mental health (18). In the case of adolescents living with a chronic condition (such as ALHIV), 

[positive] mental wellness is a critical buffer against developing mental health disorders and for 

self-management of their chronic condition. 

To date, mental wellness concepts for adolescents, particularly ALHIV, are 

underdeveloped and lack robust measurement instruments to stimulate research on this topic. 

Studies on mental wellness have been done with adult populations and applied to adolescents (18– 

20). While research has shown some similarities between adolescents and adults, it should also be 

considered that adolescence is a unique developmental period characterized by rapid physiological 

and neurological growth and cognitive development (21,22) that occur within the social context 

of various transitions to adulthood. Therefore, more research is necessary to explore what mental 

wellness means for adolescents, especially those living with a chronic condition like HIV, to 

develop culturally and age-appropriate instruments that can be used to monitor and evaluate 

progress on improving their overall mental wellbeing. This review aims to conceptualise mental 

wellness among ALHIV in the African context and consider the critical components for measuring 

mental wellness [state and behaviour] in ALHIV (23). This integrative review forms part of a 

multi-phase study to develop an instrument to measure mental wellness among ALHIV. 

Methods 

The protocol describes the methods for this review in detail (23). The integrative review 

has been identified as a unique tool in healthcare for synthesizing theoretical and empirical 

evidence investigations available on a given topic or phenomena to provide a more comprehensive 

understanding of a certain healthcare problem or other phenomena. To accomplish this, various 
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methodologies may be utilized to fully capture the context, processes, and subjective elements of 

the topic under investigation (24). Therefore, integrative reviews can contribute to theory 

development and have practical applicability to informing policy and programmes (25). The 

existing body of literature on mental health among adolescents is varied and complex as there are 

many concepts associated with mental health research ranging from positive aspects such as 

‘resilience’ and ‘self-efficacy’ to negative aspects such as ‘depression’ and ‘anxiety’. As such, one 

study cannot capture all the dimensions associated with mental health. To provide a complete 

picture of the available literature and to thoroughly investigate the concept of mental wellness 

among adolescents generally and those living with a chronic condition such as HIV, we followed 

the integrative review steps proposed by Whittemore and Knafl (25): 1) problem identification; 2) 

literature search; 3) data evaluation; 4) data analysis: and 5) presentation of the integrative review 

guided by the Preferred Reporting Items for Systematic Review and Meta-Analyses (PRISMA) 

guidelines (figure 1). 

Problem identification 

As described in the protocol (23), problem identification is a crucial step in an integrative 

review, and as such, this was treated as a phase in itself. From our initial reading of the literature, 

we have identified two recurring issues: firstly, there is a lack of validated mental health 

instruments for adolescents; and secondly, despite a growing body of research, the question of how 

mental wellness should be defined remains largely unresolved (19,26,27). To investigate this, we 

have proposed to follow two research questions to aid problem identification: 

1) How is the concept of mental wellness defined in research involving adolescents? 

2) What mental wellness indicators are being explored/investigated in research? 

To answer the abovementioned questions, we systematically reviewed all instruments used 

to measure mental wellness in adolescents (28). The sub-analysis of instruments used among 

adolescents living with a chronic condition (29) revealed that Health-Related Quality of Life 

(HRQoL) instruments were frequently used to measure physical and psychosocial wellbeing 

among adolescents living with a physical chronic condition. However, these HRQoL instruments 

often include mental illness and mental wellness indicators which raises the question – to what 
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degree is the absence of mental disorder symptoms equal to a high degree of mental wellness? As 

such, we argued that more instruments need to be developed in LMICs to give insight into which 

constructs of mental wellness are important to improving overall mental wellbeing for adolescents 

living in these contexts (28,29). Though there was a lack of clear definition of mental health, we 

identified 13 mental wellness concepts from 79 instruments, namely: life satisfaction, mental 

wellbeing [general], resilience, self-efficacy, self-esteem, connectedness, coping, self- control, 

mindfulness/spiritual, hope, sense of coherence, happiness, and life purpose (28). 

To explore the relevance of these 13 concepts for ALHIV, we conducted a second-order 

analysis of qualitative data that emanated from a photovoice study exploring the experiences of 

ALHIV receiving ART at three public healthcare facilities in the Western Cape metropole of South 

Africa (30). The photovoice technique allowed participants to lead the narrative and express 

themselves creatively by photographing their experiences with cell phone cameras (30). As they 

spoke about their experiences, discussions about what mental wellness means to them emerged 

naturally. Through discourse analysis, we identified six themes that depicted mental wellness 

concepts that were prominent in their experiences: connectedness, spirituality and mindfulness, 

social coherence and awareness, self-esteem, self-acceptance, and sense of coherence. In addition, 

the adolescents gave accounts of six behaviours facilitating mental wellness, namely: self-efficacy, 

coping, resilience, life purpose, engagement in enjoyable life activities and physical functioning 

(30). The systematic review and photovoice study findings provided an initial framework of 

concepts and behaviours that informed our understanding of potential domains to include in 

developing a mental wellness instrument. However, as we explored each of these concepts further, 

we noted that traditional definition of several of the concepts were not clearly delimited and 

overlapped with one another. For example, the literature concepts like ‘self-esteem’, ‘self-worth’ 

and ‘self-acceptance’ are often not clearly distinguished from one another. To address this 

problem, we used the mental wellness concepts and behaviours identified in the systematic review 

and photovoice study and developed a search strategy for the integrative review to further 

investigate the meaning of these to aid in the conceptualisation of mental wellness among ALHIV. 

Literature search 

We systematically searched the following databases: Ebscohost (Psycharticles, Academic 
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Search Premier, SocIndex), Educational Resource Information Center (ERIC), Medical Literature 

Analysis Retrieval System Online (MEDLINE) and Sabinet. We performed multiple searches 

using each of the identified concepts: (connectedness OR social support OR belonging), (cope* 

OR coping*), (hope), (purpose in life OR meaning in life OR a sense of purpose), (physical 

functioning OR physical wellbeing), (resilience), (self-acceptance), (self-efficacy), (self-esteem), 

(sense of coherence), (spirit* OR mindful*) AND “((adolescen* OR teenage* OR young people 

OR youth) [AND] (“HIV OR living with HIV). The search was completed at the end of April 2022 

and included all studies published up until that period. 

Inclusion and exclusion criteria 

The integrative review allows for an iterative process. Based on the findings from the 

previous studies, we adjusted the search from our original protocol, which aimed to include all 

adolescent populations to only focus on ALHIV (23). This review aims to identify mental wellness 

concepts that are significant to older ALHIV (aged 15- 19 years) to aid in the development of an 

instrument that can be used to measure the mental wellness of ALHIV living in South Africa. 

Inclusion criteria: 

- ALHIV (perinatally and behaviourally acquired) aged 10-19 years 

- Studies based in the African context 

- Clear focus on the identified mental wellness concept 

- Qualitative, quantitative or mixed-methods studies 

Exclusion criteria: 

- Studies focusing on or including mental illness 

as a concept Studies that were not peer-

reviewed 
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Table 8.1: PICOT-based inclusion criteria for literature review 

Time Any time 

Data evaluation 

The screening and reporting of the review followed the Preferred Reporting Items for 

Systematic Reviews and Meta-Analyses (PRISMA) guideline and checklist (figure 8.1). The 

number of hits for each search was recorded and exported to Endnote for review. The Mixed 

Methods Appraisal Tool (MMAT) was used to assess the methodological quality of the studies as 

it allows for summarising the overall quality across a range of study designs (31). This allowed us 

to ensure that all the included studies were of good quality. After finalizing the selection of 

included articles, we extracted the data into an excel sheet focusing on 1) Bibliometric data 

(authors, title, year, country), 2) population group (age and sample size), 3) study design (type of 

study, methods) and 4) outcome of interest (mental wellness concepts defined or measured in the 

article).

Patient population Adolescents living with HIV in the African context 

Intervention or 

Interest 

Definition or explanation of the identified mental wellness concepts and 

behaviour 

Comparison Not applicable 

Outcomes Mental wellness, psychological wellbeing, positive mental health 
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Figure 8.1: PRISMA Flow Diagram of Integrative Review 
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Data analysis 

We extracted the relevant data and organized it in an excel sheet to prepare for the analysis. 

The data were analysed using a narrative framework analysis for qualitative and quantitative 

studies. Framework analysis involves engaging in a systematic process of data familiarisation and 

identifying a thematic framework to chart the data (32). Depending on the study and phenomena 

under investigation, an initial framework can either be borrowed from previous studies or 

developed from key concepts (25,32). As mentioned, our analytical framework was developed 

using the mental wellness concepts and behaviours identified from the systematic review (28) and 

photovoice data (30). We then applied the analytical framework by comparing and indexing the 

mental wellness concepts that were extracted from articles in the integrative review with the 

concepts in our framework (i.e., connectedness, coping, hope, purpose in life, physical functioning, 

resilience, self-acceptance, self-efficacy, self-esteem, sense of coherence, spirituality). Emerging 

concepts not represented in the initial framework were subsequently added to the list. Once all the 

concepts were presented in the updated analytical framework, we charted the data by defining each 

concept (as defined in the included studies) (Table 8.2). 

Findings 

The integrative review included 17 studies that focused on the mental wellness of ALHIV 

in the African context. The review included qualitative and quantitative studies with sample sizes 

ranging from 5-702. Most studies included in this review were conducted in South Africa (n=5) 

and Uganda (n=5). Most of the included studies used qualitative designs (n=12) (34–45), with only 

three quantitative (cross-sectional (45), longitudinal randomized clinical trial (46), secondary 

analysis (47)) and two mixed-methods study (48,49). This may indicate a lack of mental wellness 

instruments for ALHIV, or it may reflect the research trends focusing on measuring the prevalence 

of mental health problems in ALHIV (7,8,50). 

From the included studies, we identified six mental wellness concepts: Connectedness, 

Sense of Coherence (SOC), Self-esteem, Self-acceptance, Hope for the Future and Spirituality, as 

well as six behaviours facilitating mental wellness: Coping, Resilience, Purpose in Life (goals), 

Self- efficacy, Adherence Self-efficacy, and Leisure Activities (Table 8.2). All these concepts and 

behaviours have been noted in our previous research (systematic review and qualitative work), 
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with the exception of adherence self-efficacy. However, as our focus for this review was on 

ALHIV, this finding is not surprising. Studies have shown that adherence self-efficacy plays an 

important role in maintaining adherence – ALHIV (behaviourally or perinatally infected) are in a 

stage where they gradually experience greater responsibility – including learning to manage their 

health. Therefore, having a high sense of adherence self-efficacy can ease their transition to adult 

clinical care. 

Based on our research, we argue that the concepts mentioned above are significant 

indicators of mental wellness among ALHIV in the African context – however, Africa is a diverse 

continent, and ALHIV are not a heterogenous group. For example, the study by Adegoke and Stein 

(33) explores how resilience manifests among HIV-positive adolescent Yoruba girls. The findings 

from the study demonstrate how the Yoruba culture may enable resilience (through and emphasis 

on family ties and social cohesion) or constrain it through gender relations that often perpetuate 

gender inequalities which put adolescent girls (especially those living with HIV, at risk) (33). As 

many of the included studies are qualitative, we argue that the development of the mental wellness 

measure will facilitate research investigating these concepts among ALHIV in the African context 

to better understand the role and influence of culture on mental wellness. 

Table 8.2 provides a definition of each concept followed by quotes from the included 

studies to illustrate how the particular mental wellness concept or behaviour is associated with 

improved mental wellness and/or physical health outcomes in ALHIV. Similar to the findings from 

our systematic review and qualitative work (28,30), the quotes confirm that mental wellness 

concepts and behaviours do not operate independently; rather, these are interconnected and work 

collaboratively to promote mental wellness. For example, the study by Dow et al. (51) focused on 

developing a mental health intervention for ALHIV in Tanzania to improve their resilience – to 

accomplish this, the intervention included resilience strategies to cope with stressful events, such 

as enabling and supporting strong familial and social relationships, addressing stigma (using 

cognitive behaviour therapy techniques to change negative thoughts to positive ones) and instilling 

hope for the future. According to Dow et al., the participants found the intervention to be highly 

acceptable and feasible and was associated with increased resilience among ALHIV. However, it 

is not clear from the study how mental health was measured – the authors mention that participants 

were given a pre-intervention questionnaire which included mental health, but this is not reported. 
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While the main aim of the mental health intervention was to improve resilience among 

ALHIV, the qualitative findings suggest that mechanisms used to trigger resilience were associated 

with improvements in other mental wellness outcomes such as connectedness (familial and social 

relationships), self-esteem and self-acceptance (stigma reduction) and hope for the future. As such, 

it is critical to utilise measures that can capture a range of associated mental wellness outcomes. 

Without appropriate instruments, it is impossible to draw conclusions about the efficacy of 

interventions aimed at improving mental wellness. Measures that assess various mental wellness 

concepts/behaviours in parallel are useful, as these provide precise indications regarding the 

relationship (pathways) between these concepts and behaviours. Furthermore, such measures may 

provide information regarding the contribution of each of these mental wellness concepts and 

behaviours in heterogenous populations of ALHIV, which can be critical in assessing interventions 

to improve treatment outcomes. This supports the need for integrated measures of mental wellness 

for ALHIV rather than instruments measuring single concepts/behaviours such as self-esteem. 
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Table 8.2: Mental wellness concepts and behaviours from the review 

Mental wellness 

concept/behaviour 

Definition or 

interpretation  
Quotes from included studies  Citation  

Connectedness  

  

Sense that one 

has satisfying 

relationships with 

others, believing 

that one is cared 

for, loved, 

esteemed, and 

valued, and 

providing 

friendship or 

support to  

others  

  

“It seems the combination of disclosure and social 

support gave the adolescents a unique group feeling, a 

feeling of belonging, which seemed to be some of the key 

factors in their development of self-esteem and coping 

with HIV” 

 

“In another study examining the benefits of family and 

social relationships for health and mental health of 

PLWH, family functioning significantly contributed to 

ART adherence and quality of life. Thus, strengthening 

positive family support and minimizing negative family 

interactions are crucial for increasing adherence rates”  

 

“Along with family members, peers who were also living 

with HIV featured prominently as a source of 

psychosocial support and friendship. Adolescents 

 (33,36,37,45,49) 

(38–40,46,47) 

(41,42,44) 
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reported that through such peer connections, they could 

share coping strategies, make each other feel valued and 

offer each other a sense of identity” 

Coping 

  

Coping refers to 

cognitive and 

behavioral efforts 

to manage 

(master, reduce,  

or tolerate) a 

troubled person-

environment 

relationship  

 “At the interpersonal level, family and peer support 

emerged as key to assisting adolescents to cope”  

 

“Also at the individual level, a couple of adolescent 

respondents indicated how positive thinking and having 

goals for the future helped them to cope and suggested 

that instilling these in other children may be useful”  

 (9,33,38–40,49) 

Self-acceptance  

  

A positive 

attitude toward 

yourself; 

acknowledge and 

accept multiple 

aspects of 

yourself 

 

 

“It has been suggested that peer support group therapy for 

HIV positive adolescents positively affects their 

acceptance and perception of their disease” 

 

“Although some adolescents reported that internalized 

 (35,38,43,44,52) 
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including both 

good and bad 

qualities; and feel 

positive about 

your  

past life.  

HIV stigma had affected their ability to engage socially, 

many of these adolescents said that they were able to 

accept their situation eventually, regain their self-esteem, 

and interact with their families and peers, which in turn 

strengthened their self-efficacy and resilience.” 

 

“Being self-assured and accepting oneself were the basis 

of this self-esteem” 

Resilience  

The ability to 

mentally 

withstand or 

adapt to 

uncertainty, 

challenges, and  

adversity.  

“The most salient theme to emerge from the study in 

relation to individual-level factors that might influence 

adolescents' experience of living with HIV was their 

resilience, sometimes tempered by internalized stigma”  

 

“Features of resilience in this group were underscored by 

beliefs and character traits that enabled their ability to 

manage their adversity, as well as social behaviours that 

created the agency necessary for success” 

 (33,38,43,44,48) 

Self-esteem 

  

A person's 

overall subjective 

 “They are able to talk about their health with other HIV 

positive adolescents and it is also suggested that peer 

support groups enable the adolescents to develop good 

 (38,43,45,47) 

https://etd.uwc.ac.za/



220  

sense of personal 

worth or value  

 

self-esteem” 

 

“Some of them reported that knowing their status was a 

strength to them, one boy stating that “we have self-

esteem because we know our status”” 

 

“By disclosing their status to peers, the adolescents in my 

study showed that they were empowered and in a position 

to take their own decisions regarding who to disclose to 

and where to seek support. This indicates self-esteem and 

confidence” 

 

Hope for the 

future  

  

Emotion 

characterized by 

positive feelings 

about the 

immediate or 

long-term  

future.  

 “Considering the participants in my study, most of them 

were thriving and managed to remain positive, even 

though they knew they had HIV and had to be on ART 

for the rest of their lives. Most of them had hopes and 

dreams for the future and had specific thoughts about 

what they wanted to do when they grew older”  

 

“Hope was identified as an important motivation for 

protection. Many hoped that if they continued to adhere 

 (33–35,37) 
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to their treatment, they would be able to live long enough 

to finish school, get a good job, get married, and have 

their own children. Some hoped that finally a cure for 

HIV might be found.” 

Spirituality  

 Psychological 

process of 

bringing one's 

attention to the 

internal and 

external  

experiences 

occurring in the 

present moment; 

concern for or 

sensitivity to 

things of the 

spirit or soul.  

“Additionally, many reported that they trusted 

God and prayed for good health, wisdom, courage, 

strength and cure in future. As a result, they were more 

optimistic that all will be well with them in future” 

 

“A strong theme emerging from adolescent participants 

was the idea that their own belief systems set the stage for 

their ability to be resilient. Many participants 

demonstrated a belief in fate with a comfort in the 

conviction that one is on the path one should be”  

 (33,37,43) 

Sense of 

Coherence  

Degree of 

meaningfulness 

(motivational), 

comprehensibility 

“HIV positive adolescents, who thrive in spite of difficult 

challenges, can be said to have a strong SOC and 

resources at hand that enable them to cope with the 

challenges or stressors present in their lives. The 

 (39,43) 
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(cognitive), and 

manageability 

(behavioural) that 

people feel in 

their life  

 

knowledge of what these resources are can be used to 

promote SOC, leading to increased quality of life and 

well-being for this group of adolescents.”  

 

“In other words it can be said that disclosure was a main 

contributing GRR in enabling many of these adolescents 

develop and strengthen their SOC, which furthermore 

contributes to a movement towards health” 

Purpose in life 

(goals) 

You have goals 

in life and a sense 

of directedness; 

feel there is 

meaning to your 

present and past 

life; hold beliefs 

that give life 

purpose; and 

have aims  

and objectives for 

living.  

 “Adolescents were motivated and had a sense of purpose. 

Some adolescents described carrying out an expanded 

range of duties, such as caring for their own children or 

younger siblings who were or were not living with HIV, 

with resilience, a deep sense of responsibility, hope for 

the future and optimism that eclipsed any sense of living 

with a chronic disease.”  

 

“Importantly, these goals appeared to promote wellbeing 

by providing a sense of purpose 

and making them feel socially valued” 

  

 (36,39) 
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Self-efficacy 

  

A person's 

particular set of 

beliefs that 

determine how 

well one can 

execute a  

plan of action in 

prospective 

situations. Self-

efficacy is a 

person's belief in 

their ability to 

succeed in a 

particular 

situation.  

“Observable ART adherence levels depend on a range of 

factors, including self-efficacy i.e. the person’s 

perception of their own ability to accomplish a behavioral 

task, which influences a person’s development or 

maintenance of a health behavior at the affective, 

cognitive and motivational levels” 

 

“In addition, many participants demonstrated self-reliance 

that was key to self-esteem: ‘If you don't believe in 

yourself, who will?”  

  

 (38,45) 

Leisure activities  

 Engaging and 

participating in 

activities that 

bring enjoyment  

 “Family, friends and leisure activities were also 

important positive factors that contributed to well-being” 

  

“Most of them also had leisure activities which they 

enjoyed, and some were very passionate about these 

 (39) 
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activities, finding it a very important part of their lives”  

 

“Leisure activities such as sports and drama were also 

activities that some of the participants were very 

passionate about. As mentioned participation is connected 

to meaningfulness, which is the motivational component” 

Adherence Self-

efficacy  

 Belief in one’s 

ability to 

successfully 

adhere to 

treatment plans  

 “More specifically, adherence self-efficacy –defined as 

the confidence in one’s ability to adhere to treatment 

plans, has been documented as an important predictor of 

medication adherence in the treatment of HIV and other 

medical conditions”  

 (45) 
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Towards a model of mental wellness 

In this integrative review, we unpacked the meaning of mental wellness for ALHIV, with 

the express aim of informing the development of an appropriate research instrument to measure 

mental wellness for ALHIV. Therefore, our approach moves away from the traditional 

pathological inquiry of ‘what causes mental illnesses to a salutogenic exploration of ‘what 

promotes mental wellness’. As such, we turn our attention to SOC which emerged as a key concept 

in our research and is considered to represent ‘the origins of health’ from a salutogenic approach 

(53). SOC reflects the coping capacity of people to deal with everyday life stressors and consists 

of three elements: comprehensibility (cognitive – extent to which the problem/stressor is 

understood), manageability (behavioural – perceived availability of resources and belief in the 

ability to use successfully use them) and meaningfulness (motivational – extent that one wishes to 

cope) (53). SOC is a developmental concept which begins to form during adolescence and 

stabilizes by the age of 30 years (53–57). Therefore, from a life-course perspective, strengthening 

SOC as a health-promoting factor may improve overall physical and mental wellness in later life. 

Antonovsky originally proposed SOC as the core concept of his Salutogenic Model of 

Health – aimed at explaining health's origins and describing how health can be promoted by 

focusing on wellness (53–57). The Salutogenic Model of Health was developed as an alternative 

to the pathological view of health/disease to improve health promotion by focusing on what makes 

people healthy. Unlike the pathological view, the salutogenic approach rejects the idea that 

homeostasis is a basic human condition; rather, it argues that disease, illness, and decline are the 

norm (53). From this perspective, all individuals experience daily life stressors which cause 

immediate tension – however, this tension may be resolved through effective coping and 

management strategies. Disease or illness occurs when the individual experiences long-term stress 

resulting from their inability to resolve the tension. As such, it is more constructive to focus on 

improving an individual’s adaptability to daily life stressors to promote overall health and wellness 

(figure 8.2). 
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Figure 8.2: Antonovsky's Salutogenic model of health (53). 

According to Antonovsky (53), the Salutogenic Model of Health represents a continuum 

model in which health is the result of continuous everyday life interactions between the individual, 

their experience of inevitable social, economic, cultural, psychosocial, and biological stressors, the 

availability of and access to health-promoting resources and their capabilities in identifying and 
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mobilise these resources to effectively overcome tensions resulting from stressors. Within this 

model, SOC reflects the individual capability to identify and mobilise resources, and the resources 

that promote health and facilitate coping with stressors are called Generalized Resistance 

Resources (GRRs), which can be genetic, material, constitutional and/or psychosocial resources 

(53). Based on this model, if an individual has a well-developed SOC and GRR, they are better 

able to identify SRRs and develop coping strategies to overcome specific challenges. For example, 

a study by Polhuis et al. (58) demonstrated how the Salutogenic Model of Health may be used to 

identify turning points and coping styles to help people with type 2 diabetes to adopt healthy eating 

habits. 

In reviewing SOC and the Salutogenic Model of Health, we found it to be useful in 

illustrating the relationships and associations between the mental wellness concepts and 

behaviours identified in this review. As such, we propose an adapted Salutogenic Model of Mental 

Wellness (SMoMW) for ALHIV (figure 8.3) that may be used to develop an instrument to measure 

mental wellness among ALHIV (53,59). Like the Salutogenic Model of Health, the SMoMW 

views mental wellness along a continuum that may be influenced by individual interaction with 

everyday life stressors. As the model emphasises the role of context, it can be applied to 

adolescents in general or those living with a chronic condition like HIV. Within the SMoMW, the 

Life Situation represents the macro socio-cultural and historical context that shapes individual 

lived experiences. This macro context may serve to build up or detract GRRs – for example, for 

ALHIV, HIV knowledge acquisition is considered to be an important resistance resource (GRR). 

However, age (life situation) plays an important role in knowledge HIV acquisition – older ALHIV 

who have been disclosed to may learn more about how to effectively manage adherence than 

younger adolescents who have not been disclosed to. As such, younger ALHIV may experience 

different daily stressors than older ALHIV due to their lack of knowledge which could affect them 

negatively. On the other hand, stressors they experience from the lack of knowledge may be 

buffered by protective family relationships (connectedness) to help them manage their illness until 

they are old enough to be disclosed to. Similarly, as they grow older, adolescents are more likely 

to develop a stable Ego (self- acceptance, self-esteem etc.) which may help them process the 

availability of GRRs and their ability to successfully utilise them (53). Additionally, ALHIV life 

situations may also exacerbate or ease their exposure to and experience life stressors. For example, 

genetics may play a role in how an ALHIV experiences treatment fatigue or side effects (including 
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neurological effects from long-term use). Exposure to potential life course stressors and GRRs can 

influence how much an individual experiences life as coherent and meaningful. ALHIV who can 

utilise the GRRs available to them are more likely to experience consistency in their day-to-day 

lives (positive influence on adherence and development), balance responsibilities and leisure and 

be active participants in decisions which affect their lives. These life experiences shape SOC, 

reflecting the mental wellness concepts and behaviours identified in the review to promote mental 

wellness. 

The SMoMW may be useful in developing a mental wellness measure for ALHIV. Not 

only does it emphasise the role of SOC and the associated concepts/behaviours as integral to 

mental wellness, but it also frames the dynamic interaction between SOC and health-promoting 

factors and stressors in relation to living with HIV over the life-course. Therefore, an instrument 

developed from the SMoMW may be beneficial as it would allow us to interrogate and explore the 

mental wellness needs of ALHIV as a heterogenous group with diverse demographic, social and 

clinical traits. 

https://etd.uwc.ac.za/



229 
 

 

 

Figure 8.3: Salutogenic model of mental wellness for adolescents living with HIV 
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Strengths and limitations 

To our knowledge, this is the first review aimed at identifying and defining mental wellness 

concepts and behaviours relevant to ALHIV in the African context. The integrative review method 

has been critiqued for its potential for bias and lack of rigour (25). However, a strength of this 

study is that the search strategy was developed through a rigorous process which involved a 

systematic review and a photovoice study which speaks to the validity of the concepts identified. 

However, we acknowledge that studies may have been omitted from the search due to access 

restrictions. Additionally, while we attempted to keep search terms as broad as possible, the lack 

of clear definitions of the included concepts may have resulted in articles being unintentionally 

omitted. 

Conclusion 

The findings from the integrative review highlight the mental wellness concepts and 

behaviours which are significant to ALHIV in the African context. Based on the findings from this 

review and our previous systematic review and qualitative work, we propose a Salutogenic Model 

of Mental Wellness for ALHIV that can be used to develop a mental wellness instrument. This 

instrument includes the following concepts: Connectedness, Self-esteem, Self-acceptance, Hope 

for the Future and Spirituality and behaviours: Coping, Resilience, Purpose in Life (goals), Self- 

efficacy, Adherence Self-efficacy, and Leisure Activities which are related to overall Sense of 

Coherence (SOC) to promote overall mental wellness. Such an instrument may be used to measure 

the impact of interventions aimed at measuring mental wellness among ALHIV. Additionally, the 

instrument may provide much-needed data on different mental wellness mechanisms that can help 

us to better understand the relationship between different mental wellness concepts and 

behaviours, the significance for diverse groups of ALHIV and how this work together to influence 

and support adherence behaviours. 
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SECTION IV: DEVELOPING THE INSTRUMENT 

In this section, we present phase 3 of the study aimed to develop the items for each domain 

in the mental wellness measure and establish the content and face validity by engaging with the 

experts – those who have experience working in the field of instrument development, ALHIV and 

mental health, as well as ALHIV receiving treatment from public healthcare facilities in the Cape 

Metropole district of South Africa. 

In Chapter 9, we briefly describe the item development strategy – referring to how the 

previous two phases informed the process. Once the items were developed, we drafted the first 

version of the Mental Wellness Measure for Adolescents Living with HIV (MWM-ALHIV), 

reviewed by participants in the Delphi Study and revised accordingly based on the group 

consensus. 

Chapter 10 presents the findings from the cognitive interviews with ALHIV. Participants 

in this study received the revised MWM-ALHIV and were asked to answer the questions while 

engaging with the researcher in one-on-one interviews to establish if the participants understood 

the questions as intended. The MWM-ALHIV was revised according to the participant feedback, 

which enhanced the face and content validity. 

 

Manuscript 8: Orth Z & van Wyk B. Content validation of a Mental Wellness Measuring 

instrument for Adolescents Living with HIV: A modified Delphi Study. Submitted to the Journal 

of Adolescent Health (under review) 

 
Manuscript 9: Orth Z & van Wyk B. Asking the experts: Establishing the face validity of a Mental 

Wellness Measure for Adolescents Living with HIV through cognitive interviewing. Submitted 

(under review). 
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CHAPTER 9 

Manuscript 8: Orth, Z & van Wyk, B. Content validation of a Mental Wellness Measuring 

instrument for Adolescents Living with HIV: A modified Delphi Study. Submitted to 

Journal of Adolescent Health (under review) 

Abstract 

A growing body of evidence suggests that improving the mental wellness of adolescents living 

with HIV (ALHIV) will also result in improved adherence to antiretroviral therapy (ART) and 

improve their general health and wellbeing as they age into adulthood. However, to develop 

effective strategies and interventions aimed at improving mental wellness, we require age and 

culturally appropriate instruments to build an evidence base. Currently, there is a lack of mental 

wellness measures developed for ALHIV, especially in the African context. To address this gap, 

we developed a measure of mental wellness following modified guidelines set out by DeVellis [1] 

and Boateng et al. as a guiding framework [2]; (1) Identifying the gap, (2) Setting the theoretical 

foundations and identify domains and (3); Instrument development and initial validation. For the 

first two steps, we conducted a systematic review, photovoice study and integrative review – which 

we briefly describe as the findings have been published. Following this, we describe the processes 

to develop the instrument and to establish content validity through a modified Delphi Study. 

Through this process, we were able to refine the instrument, which will be subject to further testing. 

Background 

The improved access and efficacy of anti-retroviral therapy (ART) and the scale-up of 

treatment programmes and differentiated services have resulted in various gains in the fight against 

HIV [3]. Along with advances in medical treatment, advocacy campaigns such as ‘Undetectable 

=Untransmissible’ (U+U) are changing the narrative around HIV as a deadly infectious disease to 

a chronic condition that can be managed through appropriate treatment and intervention [4]. 

However, despite these advances, rising challenges related to suboptimal adherence, poor retention 

in care and developing best practices in helping people to manage a lifelong condition ensure that 

HIV remains a major concern in many regions of the world [5]. This is particularly true of the Sub-

Saharan African (SSA) region, as it experiences the highest burden of HIV globally and is home 
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to most of the world’s adolescents [5]. 

Additionally, SSA houses most of the global population of adolescents living with HIV 

[6]. In 2019, approximately 1.7 million adolescents aged 10-19 were living with HIV globally, 

with a reported 85% of this population living in SSA [6]. Within this context, evidence suggests 

that ALHIV in SSA are disproportionally affected by HIV, which is evidenced in their lower 

achievement of the 95-95-95 HIV cascade and poorer health outcomes such as higher mortality 

rates, lower adherence rates and treatment failure and retention in care, in comparison to children 

and adults living with HIV [6]. This suggests ongoing gaps in the treatment cascade and lived 

experiences of ALHIV. 

Improved understanding of the circumstances of ALHIV is critical in designing adolescent-

friendly health services, which can aid in identifying ALHIV, their initiation to ART and 

adherence and retention in care [7]. Young people accessing ART face various complex challenges 

that are distinct from adults, which negatively impact adherence to treatment [8, 9]. Studies 

exploring barriers and facilitators to optimal adherence in adolescents have identified many factors 

that span different levels, including the individual level, the family, peers, the health care system 

and the wider community [7, 10, 11]. Amongst these, [lack of] psychosocial support and mental 

health problems have been identified as negatively affecting adolescent adherence and retention 

in care [12–15]. Recently, there has been an increased focus on improving adolescent mental health 

as evidence suggests that mental wellness [positive mental health] is a critical foundation for 

overall health and well-being across the life course [16, 17]. Within this context, early intervention 

is critical given that the peak age of onset for most mental health disorders occur during 

adolescence [18]. In South Africa, mental health among adolescents is seemingly in crisis as the 

South African Depression and Anxiety Group (SADAG) reports that prevalence rates of anxiety 

and depression are high among youth, and suicide is identified as one of the leading causes of 

death in this group [19]. For example, a study conducted in the Western Cape reported high 

prevalence rates of depression (41%), anxiety (16%) and post-traumatic stress disorder (PTSD) 

(21%) among school learners aged 14-15 years [20]. These numbers are concerning as evidence 

suggests that ALHIV are at greater risk of developing mental health problems than their peers due 

to the nature of their illness and the challenges associated with managing a stigmatized chronic 

condition. For example, a study conducted by Kim et al. [21] reported that being bullied for taking 
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HIV medications was associated with depressive symptoms among Malawian adolescents, a 

reported barrier to adherence. Conversely, studies have shown that improving mental wellness 

outcomes in ALHIV may also result in improved physical health outcomes, such as greater 

adherence and retention in care [22, 23]. Ultimately, mental wellness (positive mental health) is a 

resilience resource that protects against both physical and mental illness. Tailored treatment 

programmes are needed to support the mental health needs of ALHIV for improved treatment 

outcomes 

Addressing mental health among ALHIV is challenging due significant mental health 

treatment gap. Therefore, there is a need to invest in research to better understand pathways to 

improve mental wellness among ALHIV to prevent the development of mental health problems or 

co-morbid mental disorders and to support optimal adherence across the life course. There is an 

increasing body of research on the behavioural and psychosocial outcomes of ALHIV. However, 

these studies rarely report on mental health outcomes specifically and tend to focus on treatment 

outcomes [24]. The lack of data on the effectiveness of psychosocial interventions to improve 

mental wellness among ALHIV is concerning as it impedes our ability to make evidence-based 

decisions to support optimal treatment outcomes for ALHIV. To this end, we set out to develop 

and validate a measure of mental wellness specifically for ALHIV. 

Methods 

In this section, we describe the methods related to the scale construction and initial face 

and construct validation of the Mental Wellness Measure for Adolescents Living with HIV 

(MWM-ALHIV). Various scholars have proposed guidelines for scale development which include 

similar steps. We followed a modified version of guidelines in scale development proposed by 

DeVellis [1] and Boateng et al. [2], (1) Identify the gap, (2) Set theoretical foundations and identify 

the domains, (3) Item development and initial validation. 

Identifying the gap 

Before developing a new instrument, it is necessary to determine if one is needed or if 

existing instruments may be used [1, 2]. To this end, we conducted a systematic review of mental 

health instruments used in research with adolescents [25, 26]. A key finding from the systematic 
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review highlighted a lack of consensus around definitions of mental wellness for adolescents. This 

finding reflects mental health literature stating that concepts such as ‘mental health’, ‘mental well-

being’ and ‘mental wellness' are often used interchangeably or as a euphemism or synonym for 

‘mental illness’ [27, 28]. This may represent a problem in measurement as mental illness and 

mental wellness are conceptually different. Additionally, many of the instruments identified in the 

review were developed in high-income countries with adult populations and subsequently 

validated in other contexts. This is a common strategy in research, as developing a new measure 

is time-consuming [29]. However, it may be that the items in these measures are not appropriate 

for adolescents, much less for adolescents living in markedly different contexts [29]. For example, 

while there may be similarities in adult and adolescent mental health, we need to consider that 

adolescents are not a homogenous group, and their constructions of mental health or the processes 

and experiences that influence their mental health are different [25, 26, 29]. Therefore, if we only 

focus on adapting and validating existing measures, we may miss opportunities to fully understand 

what mental health means for adolescents. 

The systematic review provided us with an overview of mental health (focusing on 

symptoms of mental illness) and mental wellness instruments used for adolescents living with a 

physical chronic condition [25], and mental wellness instruments used with adolescents in general 

[26]. However, the findings from the review indicated that few measures were developed 

specifically for adolescents with chronic conditions, which may present a gap in the research. 

We reviewed the included instruments to identify the content domains of mental wellness. 

The instruments we identified varied from measures of general mental wellness, which included 

multiple domains such as connectedness, self-esteem, spirituality etc., to instruments measuring 

specific domains of mental wellness. Additionally, we noted that instruments of HRQoL and QoL 

were used to measure mental wellness in research with adolescents living with a chronic condition. 

Setting the theoretical foundations and identifying the domains 

How a construct is defined determines how it will be measured [27, 28, 30]. Therefore, to 

develop an effective measure of mental wellness, we need to clearly understand the theoretical and 

operational definitions of mental wellness [27, 28, 30]. The systematic review findings helped us 

build a preliminary framework of mental wellness domains measured in research with adolescents. 
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To test the relevance of these domains, we conducted an exploratory photovoice study with 

ALHIV. The photovoice study allowed us to explore how ALHIV understand and talks about 

mental wellness in the South African context and included the perspectives of key healthcare 

workers working closely with ALHIV. We used the findings from these studies to refine the 

preliminary framework of mental wellness. To further unpack the mental wellness concepts, we 

used the framework to guide an integrative review of mental wellness concepts identified in 

research with ALHIV in the African context. This aided in the conceptualisation of mental 

wellness as a construct and delineated the relevant domains to be measured. 

Based on the findings from these three studies, we identified six mental wellness concepts: 

Connectedness, Sense of Coherence (SOC), Self-esteem, Self-acceptance, Hope for the Future, 

and Spirituality, as well as six behaviours facilitating mental wellness: Coping, Resilience, 

Purpose in Life (goals), Self-efficacy, Adherence Self-efficacy, and Leisure Activities 

representing 12 proposed domains of mental wellness. Thus, we proposed a Salutogenic Model of 

Mental Wellness (SMoMW), modified from Antonovsky’s Salutogenic Model of Health [31]. 

Instrument development and initial validation 

Generating an initial pool of items 

Once we were satisfied that data saturation had been reached and no new mental wellness 

concepts were identified following the systematic review, photovoice study and integrative review, 

we proceeded to the item writing phase. Based on the Salutogenic Model of Mental wellness, the 

proposed instrument consisted of SOC as an indicator of overall mental wellness measured across 

11 sub-domains: Connectedness, Self-esteem, Self-acceptance, Hope for the Future and 

Spirituality, Coping, Resilience, Purpose in Life (goals), Self-efficacy, Adherence Self-efficacy, 

and Leisure Activities. To ensure that the content reflected the construct of interest, we noted an 

operational definition for each sub-domain and then began by generating an initial pool of items 

by drawing on the instruments already identified from the systematic review. As the items in these 

instruments were developed with samples of English-speaking adolescents from the Global North, 

we adapted the phrasing to better reflect the context and comprehension level of ALHIV in South 

Africa, who may speak English as a second additional language. 
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Additionally, we used the findings from the photovoice study to write items for each sub-

domain that specifically relate to the context of HIV. According to Foxcroft and Roodt [32], 

provision should be made to include many more items in the initial item writing phase, as at least 

one-third of items are usually discarded following the piloting and testing phase. Generally, they 

propose to include double the number of items required for the final version, while DeVellis 

recommends that the initial pool be at least three to four times as large as the final scale to ensure 

that internal consistency is increased [1, 32]. To generate the initial pool of instruments, we used 

the guidelines by DeVellis [1] and the systematic review to establish a baseline of how many items 

needed to be developed. In the systematic review, the average scale lengths of the instruments 

ranged between 5-90 items. For the final measure, it is recommended that at least five items per 

domain should be included [1, 32]. Based on these recommendations, we decided that the final 

range of items included in the MWM-ALHIV would range between 60-110 [1, 32]. Therefore, for 

the initial pool of items, we aimed to include 10-15 items per domain, which ranged from 120-180 

items across the 11 domains. 

Structural decisions 

We initially proposed a 5-point Likert scale as this is a widely used instrument to measure 

attitudes, opinions and beliefs [1, 32]. Furthermore, the Likert scale was deemed an appropriate 

choice as the MWM-ALHIV is a self-administered screening instrument allowing for initial 

evaluation and scoring of mental wellness across the different sub-domains. Additionally, this is 

considered an appropriate measurement type, as our goal is not to provide a clinical diagnosis of 

mental health problems but rather a general assessment of positive mental wellness ‘strengths’ 

which can be reinforced (through intervention programs, workshops etc.) to buffer against the 

development of mental health problems.  

Therefore, this screening tool will allow us to categorise participants into groups (e.g. 

ALHIV with high mental wellness or ALHIV with low mental wellness) with reasonable accuracy 

and can provide information on how mental wellness is related to maintaining adherence to ART 

(i.e. are participants with higher mental wellness scores demonstrating adherence?) or may provide 

an indication of which domains of mental wellness need intervention (i.e. participants may score 

high in one domain and low in another). Screening instruments are considered advantageous as 
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they can be easily administered promptly and cost-effectively. Furthermore, the results from 

screening instruments are immediately available and easy to score and interpret – as such, they 

may be used by a variety of professionals, including health care workers, counsellors, school staff, 

paraprofessionals, and trained volunteers 

Target group 

The MWM-ALHIV is intended for older ALHIV aged 14-19 years old. 

Development of the stimulus document 

The information for the proposed MWM-ALHIV was drafted into a stimulus document to 

be reviewed by experts in the field (step 3). The stimulus document included two sections – the 

first presented information about the definitions of the domains, the aim of the measure, the 

measure type and other technical aspects. The second section provided information about the 

actual instrument and listed the proposed items under each domain. Participants were prompted to 

give qualitative feedback on each section in the document and select items they thought were the 

most relevant. Additionally, participants were prompted to provide feedback or suggest any 

changes to the items. 

Expert review of items 

Involving experts in the field and service users in the instrument development process is 

crucial to maximizing the content validity and establishing the usability of the instrument [29, 33]. 

Therefore, we invited a group of experts in the fields of HIV, adolescent mental health, and 

instrument development to participate in a modified Delphi study and provide feedback on the 

proposed instrument through the stimulus document. Additionally, after the completion of the 

Delphi Study, we aim to conduct Cognitive Interviews with another group of experts, namely, 

ALHIV, aged 14-19, for whom the instrument is intended. 

Delphi study participants and procedures 

Through snowball sampling, 20 experts were contacted and invited to participate in the 

Delphi Study. Each participant was contacted via email and received an information sheet and 

consent form. Those who indicated that they would be able to participate were asked to send back 
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the signed consent form and then received the stimulus document, a demographic questionnaire to 

capture the descriptive characteristics of the participants. Participants were asked to provide 

feedback within two weeks of receiving the document. Of the 20 invitations we sent out, 15 

consented to participate in the study and 11 returned the stimulus document with their feedback in 

the 1st round. The responses from the 11 participants were captured in an excel sheet and analyzed 

to adjust the stimulus document for the second round. In the second round, the 11 participants 

received the updated stimulus document to provide feedback. After two weeks, 5 participants 

responded with feedback for the 2nd round. We sent a follow-up email to those who did not respond 

– after which three more participants responded, and three were counted as non-response. 

Therefore, a total of 8 participants responded to the second round.  

Data analysis 

For the 1st round of the Delphi Study, a consensus was defined as ≥ 70% (N=8), and in the 

second round, it was defined as ≥ 50% (N=4), which is considered appropriate [34]. As mentioned, 

we aim to further test the validity of the items through cognitive interviews with ALHIV in the 

next phase of the study. 

Ethics 

This project, which forms part of the first-author’s doctoral research project, follows the 

ethical principles set in the Declaration of Helsinki (1964) and received ethical clearance from the 

University of the Western Cape Biomedical Research Ethics committee (BM19/09/18). All 

participants received an information sheet and consent forms, which were signed and returned 

before participating in the study. 

Results 

In the first round of the Delphi study, 11 (73%) of invitees completed the survey. Of the 

11 participants, 8 (72%) completed the second survey round. The characteristics of the participants 

are presented in Table 9.1.
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Table 9.1: Demographic characteristics of Delphi participants 

 

In Table 9.2, we provide a summary of the agreement in the 1st section of the stimulus 

document. As shown in the table below, most participants agreed with the definition in the 1st 

round – however, some of the participants provided suggestions to improve the clarity of the 

Demographics Round 1 (n=11) Round 2 (n=8) 

Qualification   

PhD 8 6 

MD 1  

Psy.D. Clin Psy 2 2 

Years of experience   

1-10 3 1 

>10 8 7 

Areas of expertise   

HIV 5 4 

Adolescent health 4 2 

Adolescent mental health 5 3 
 

Epidemiology & statistics 1 1 

Instrument design 7 5 

Sectors   

Academic/Higher education 10 6 

Medical centre/health facility 4 4 

Private sector 2 2 

NGO 3 2 

Current profession   

Clinician 1 1 

Researcher 7 5 

Lecturer/Prof 4 3 

Mental health specialist/Clinical 

Psychologist 

3 3 
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domain definitions or other technical aspects of the instrument. These suggestions were used to 

edit the stimulus document accordingly. In the first round, participants indicated that a Likert- 

scale was appropriate. However, there was some disagreement regarding the number of responses 

on the scale. Based on the suggestions, we proposed a 4-point Likers-scale in the second round, 

which all the participants agreed with. The second round indicates overall improvement as almost 

all participants endorsed the changes – except for two minor comments for the definitions of self-

efficacy and coping. After the second round, a consensus for all stimulus prompts was reached. 

Therefore, it was determined that a third round would not be needed. 

Table 9.2: Summary of qualitative feedback 

Statements relating to the purpose and 

aim of the instrument 

Round 1 (N=11) Round 2 (N=8) 

 Yes Suggest 

changes 

Yes Suggest 

changes 

Is the definition of self-acceptance 

clearly stated? 

7 (64%) 4 (36%) 8 

(100%) 

0 

Is the definition of self-esteem clearly 

stated? 

7 (64%) 4 (36%) 8 

(100%) 

0 

Is the definition of self-efficacy clearly 

stated? 

8 (73%) 3 (27%) 7 

(88%) 

1 (12%) 

Is the definition of adherence self- 

efficacy clearly stated? 

9 (82%) 2 (18%) 8 

(100%) 

0 

Is the definition of resilience clearly 

stated? 

9 (82%) 2 (18%) 8 

(100%) 

0 

Is the definition of coping clearly stated? 8 (73%) 3 (27%) 7 

(88%) 

1 (12%) 

Is the definition of connectedness clearly 

stated? 

9 (82%) 2 (18%) 8 

(100%) 

0 

Is the definition of leisure activities 

clearly stated? 

7 (64%) 4 (36%) 8 

(100%) 

0 

Is the definition of spirituality clearly 

stated? 

8 (73%) 3 (27%) 8 

(100%) 

0 

Is the definition of hope clearly stated? 9 (82%) 2 8 

(100%) 

0 

Is the definition of purpose in life clearly 

stated? 

8 (73%) 3 (27%) 8 

(100%) 

0 

Is the aim of the measure clearly stated? 9 (82%) 2 (18%) 8 

(100%) 

0 
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Statements relating to the purpose and 

aim of the instrument 

Round 1 (N=11) Round 2 (N=8) 

Is the purpose of the instrument clear? 10 

(91%) 

1 (9%) 8 

(100%) 

0 

Is the type of instrument appropriate? 9 (82%) 2 (18%) 8 

(100%) 

0 

Is the type of item (5-point Likert type) 

an appropriate choice for the screening 

instrument? 

4 (36%) 7 (64%) 8 

(100%) 

0 

Is the user group clearly defined? 7 (64%) 4 (36%) 8 

(100%) 

0 

Is the target population clearly stated? 10 

(91%) 

1 (9%) 8 

(100%) 

0 

In Table 9.3, we provide an overview of changes to the number of items after each round 

of the Delphi Study. In both rounds, items which did not reach consensus were discarded. As 

shown in the table, some domains had fewer items in the second round, while others had more 

items. 

This was due to the qualitative feedback and suggestions given by the participants during 

the first round, which we included in the second round. After the second round, all items that 

received ≥ 50% consensus were retained as the final version of the instrument. 

Table 9.3: Summary of item changes after each round 

Domains Number of items in each domain  

 Round 1 (N=11) Round 2 (N=8) A final list of items 

Self-acceptance 23 17 10 

Self-esteem 11 14 9 

Self-efficacy 10 10 9 

Adherence self- 

efficacy 

12 15 13 

Resilience 26 20 10 

Coping 33 25 10 

Connectedness 41 31 10 

Leisure activities 16 10 10 
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Domains Number of items in each domain  

 Round 1 (N=11) Round 2 (N=8) A final list of items 

Spirituality 13 9 7 

Hope 41 28 14 

Purpose in life 13 13 11 

 *consensus ≥70% *consensus ≥50%  

 

Table 9.4 presents the final instrument and items under each domain. This version of the instrument 

will be used to conduct cognitive iinterviews with ALHIV receiving treatment at a public 

healthcare facility in the Cape Town Metropole to ensure that the participants understand the 

questioning and phrases as intended
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Table 9.4: Final instrument after Delphi Study 

Domains  Final Items  

Self-acceptance When I fail at something important to me, I remind myself that it is part of being human 

I’m kind to myself. 

Even when I am bad at something, I still love myself. 

When something upsets me, it does not change how I feel about myself 

I am a valuable person, even if there are parts of myself that I do not like. 

I am happy with the way I am 

I feel I am a valuable person even when other people don’t like me. 

I am comfortable with who I am as a person 

Living with HIV does not define who I am 

Living with HIV is part of who I am, and I am okay with that 

Self-esteem I feel good about myself. 

There are many things that I like about myself. 

I am proud of myself 

I can do things as well as other people my age. 

I do not have much to be proud of. 

I feel that I'm just as worthy as other people my age 

I wish I could like myself. 

I take a positive attitude toward myself. 

When I think about living with HIV, I feel bad about myself 

Self-efficacy  I can do most things if I try 
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There are many things that I do well 

I know my strengths  

Living with HIV has not affected my ability to do what I want in life   

I feel strong 

I have many talents 

There are many things I cannot do because I am living with HIV 

I don’t try new things because I am scared, I will fail 

I doubt myself  

Adherence self-

efficacy  

Taking my treatment is part of my daily routine 

I find ways to take my treatment every day, even when I am around people who don’t know that I am 

living with HIV 

I take my treatment every day even when there are changes in my daily routine (example travelling) 

I take my treatment every day even when I don’t feel well. 

I take my treatment every day even when my eating habits have changed. 

I take my treatment every day even when it gets in the way of my daily activities 

I take my treatment every day even when I am having a bad day 

I take my treatment every day even when I have problems going to the clinic. 

I take my treatment every day even when people close to me tell me not to 

I take my treatment every day even when I feel like people will judge me 

I am confident that I can manage my treatment 

I try to attend all my clinic appointments even when I have problems going to the clinic 

I do other things to try and stay healthy (e.g., eat healthy foods, drink water, exercise) 
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Resilience  I can work out my problems without hurting myself or others (for example by using drugs and/or being 

violent). 

I know where to go in my community to get help 

I do things at school that make a positive difference (i.e., make things better) 

I do things at home that make a positive difference (i.e., make things better) 

I know where to go for help when I have problems 

In general, I feel I am in control of my life 

For me, life is about learning, changing, and growing despite my circumstances 

I am confident that I can overcome the challenges in life 

Living with HIV does not stop me from accomplishing what I want in life  

When life is challenging, I give up 

Coping I try to work out problems by talking about them 

I think it is important to have new experiences that challenge how you think about yourself and the world 

I am good at managing my responsibilities. 

When I have problems, I think about different solutions to solve the problem 

When I have problems, I take action to solve it  

I try to avoid difficult situations as much as possible 

When I think of living with HIV, I remind myself that there are others who are like me  

I ask others for help when I need it 

When I feel sad or when something is bothering me, I try to think of something else 

When I feel sad, or when something is bothering me, I do activities I enjoy (e.g., playing games, listening 

to music, reading etc).   
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Connectedness I talk to my family/caregiver(s) about how I feel 

My family has fun together 

I feel close to my sibling(s) or other family member(s) (leave blank if you have none) 

I feel comfortable around my family 

Someone in my family accepts me for who I am  

I have friends I'm really close to and trust  

I feel like I belong in my community 

My family stands by me during difficult times 

I feel supported by the clinic/hospital staff 

I feel all alone in the world 

Leisure activities  I am able to do the activities I enjoy most 

I have enough time for myself 

I am able to do the things I want to do in my free time 

My daily life has been filled with things that interest me 

My daily activities often seem boring and unimportant to me. 

When I do an activity, I enjoy it so much that I lose track of time. 

I get so involved in activities I enjoy that I forget about everything else. 

It is important to me that I feel satisfied by the activities that I take part in. 

Living with HIV has not stopped me from doing the things I like 

I have no energy to do the things I like 

Spirituality  When I feel lost, I look to my religious leader/elders/culture for help. 

My faith or spiritual beliefs are a source of strength for me 
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I participate in organized religious activities 

I feel a sense of peace within myself 

I find comfort in my faith or spiritual beliefs 

I find strength in my faith or spiritual beliefs 

Living with HIV has strengthened my faith or spiritual beliefs 

Hope  I will accomplish what I want to do in my life 

I will find good work 

I will find work I enjoy 

When I grow up, I will have a good family life 

When I grow up, I will have the life I want  

I will have good health 

I will have a long life 

I will be able to provide for myself  

I will be able to provide for my family  

I am optimistic about my future. 

I think that good things are going to happen to me. 

I believe that things will work out 

I am living with HIV, and I have a bright future 

Living with HIV will not stop me from achieving my goals  

Purpose in life  Getting an education is important to me 

I think it is important to help out in my community 

I have goals and plans for the future 
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I feel a sense of purpose in my life 

I have a reason for living 

I enjoy making plans for the future and working to make them a come true 

I have a sense of direction in life. 

I can say that I have found what I want to do in life 

I am learning more about myself and who I want to be 

I struggle to think of what I want in life  

I have no goals or aims  
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Discussion 

There is a growing recognition of the importance of mental wellness and health 

promotion to improve overall health and wellbeing [28, 35]. For example, the importance of this 

issue is evidenced in the Sustainable Development Goal (SDG) agenda, indicating that mental 

health (wellness) promotion is essential to reduce the rate of premature deaths [36]. This is 

especially salient among ALHIV as evidence suggests that interventions aimed at improving 

their mental wellness are associated with improved rates of adherence to ART and retention in 

care [23, 37, 38]. Measurement is an essential part of the process – if we cannot effectively 

measure a social construct such as mental wellness, we will not be able to develop appropriate 

responses or strategies to improve and strengthen mental health promotion. 

According to Krause [29] and DeVellis [1], researchers tend to focus on the technical 

aspects of instrument development or how data is analyzed while overlooking the importance 

of being well-grounded in the theories or conceptualization of the phenomena being measured. 

Through using multiple methods, such as reviews and photovoice studies, we were able to 

conceptualise and operationally define mental wellness among ALHIV. As noted in the 

literature, developing a new measure following this strategy is time-consuming. However, it 

was well worth it as it allowed us to identify which domains of mental wellness are most relevant 

for ALHIV in the South African context and to develop a tentative theoretical model of mental 

wellness to guide the development of the instrument.  

Through the modified Delphi Study, we were able to engage with a range of academic 

and clinical experts to provide valuable feedback on the proposed instrument, which helped us 

to adjust the type of scale to be more user-friendly to adolescents and to refine the list of items 

which would be most appropriate for ALHIV in the South African context. Therefore, the 

Delphi Study helped to establish the initial content validity of the mental wellness measure for 

ALHIV. This information will prepare us to engage with the next round of experts – ALHIV, 

for whom this instrument is intended. 

The MWM-ALHIV includes both eudemonic and hedonic dimensions of mental 

wellness. Previous scholars have argued that there is a need for empirical studies that go beyond 

life satisfaction and well-being in adolescents to include both eudemonic and hedonic 
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dimensions of mental wellness, explore the relationship between these dimensions and how this 

can be integrated into a meaningful framework to address mental wellness in a holistic manner 

[39–41]. Therefore, we argue that the measure's strength is that it can be used in further empirical 

investigation and build an evidence based on mental wellness (including both eudemonic and 

hedonic dimensions) among ALHIV in the South African context. 

Conclusion 

Interventions and mental health services aimed at improving mental wellness among 

ALHIV are more effective when tailored to this population's unique mental wellness needs. 

However, appropriate instruments are needed to provide an evidence base to guide the 

implementation, monitoring, and evaluation of services and interventions for ALHIV. We present 

the MWM-ALHIV, developed for ALHIV in the South African context. This paper underlines 

the importance of expert opinion in determining the acceptability of the instrument and aided in 

improving the overall content validity of the MWM-ALHIV. In the following stages of this 

research, we will advance the content and face validity of the measure by engaging with a sample 

of ALHIV using cognitive interview techniques. Once the foundations of sound content and 

validity have been established, we aim to pilot the MWM-ALHIV to establish further 

psychometric properties. Following this, the MWM-ALHIV can be used in clinical and research 

settings as a general measure to screen mental wellness among ALHIV as an indicator of overall 

wellbeing and to identify challenges to their mental wellness. Addressing these challenges early 

on can be beneficial in preventing the development of co-morbid mental health disorders. 

Further, the instrument may be used to screen mental wellness among ALHIV and 

investigate its relationship to adherence to ART – (i.e., current research suggests that poor mental 

health outcomes are associated with poorer adherence. More research is needed to understand 

how mental wellness (positive mental health) can improve adherence) – to provide further 

information on how or which mental wellness indicators among ALHIV may act as a buffer 

against mental health problems.  
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CHAPTER 10 

Manuscript 9: Orth, Z & van Wyk, B. Asking the experts: Establishing the face validity of 

a Mental Wellness Measure for Adolescents Living with HIV through cognitive 

interviewing. International Journal of Environmental Research and Public Health; 20(5): 1-

18. doi: 10.3390/ijerph20054061. 

Abstract 

There has been an increased focus on the mental health of adolescents living with HIV 

(ALHIV) because evidence shows that poor mental health outcomes are associated with lower 

rates of adherence and retention in HIV care. However, the research to date has predominantly 

focused on addressing mental health problems and reducing symptoms of mental illness rather 

than strengthening mental wellness [positive mental health]. Consequently, little is known about 

the critical mental wellness indicators that should be targeted in services for ALHIV. There is a 

need for valid and appropriate measures of mental wellness to drive research and provide 

evidence on the mental wellness needs of ALHIV that would inform service delivery as well as 

the monitoring and evaluation of treatment outcomes. To this end, we developed the Mental 

Wellness Measure for Adolescents Living with HIV (MWM-ALHIV) for ALHIV in the South 

African context. In this paper, we report on the findings from a cognitive interview study with 

nine ALHIV aged 15–19 years receiving treatment at a public healthcare facility in the Cape 

Metropole, South Africa. Through interviews, participants identified key issues related to the 

wording, relevance and understanding of the items and provided suggestions to improve the 

instrument’s overall face validity.  

Background 

Mental wellness (positive mental health) has been identified as a significant driver of 

adolescent health and well-being [1]. This is evidenced in the inclusion of mental health 

(wellness) in the Sustainable Development Goal (SDG) target 3, which highlights mental health 

promotion as a critical factor in reducing premature mortality from non-communicable diseases 

and ensuring good health for all by 2030 [2]. This target is especially relevant for adolescents 

living with HIV (ALHIV), as they learn to navigate living with a highly stigmatized chronic 

condition and other challenges and health risks associated with adolescence [3]. Research aimed 
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at understanding the lived experiences of ALHIV has shed light on the various biopsychosocial 

challenges face, including delayed disclosure, stigma, dysfunctional families, community 

violence, substance use, poverty, gender inequality and bullying, to name but a few [4–7]. Their 

exposure to these various stressors places them at greater risk of developing mental health 

disorders in comparison to their peers who do not have HIV [4–7]. Various studies have reported 

high prevalence rates of mental health disorders such as anxiety, depression, and post-traumatic 

stress disorder (PTSD) [7–9]. Moreover, poor mental health has been significantly associated 

with low adherence to antiretroviral therapy (ART) and retention in care (RiC) among ALHIV 

[10,11]. Consequently, the low rates of adherence to ART and RiC are associated with higher 

AIDS-related deaths among ALHIV in comparison to children and adults living with HIV 

[12,13]. 

South Africa is at the epicenter of the HIV pandemic and is home to approximately 20% 

of the global adolescent HIV population aged 10–19 years [13]. The increased prevalence of 

ALHIV in South Africa is attributed to new infections as well as the successful roll-out of the 

ART program, which has increased the survival rate of perinatally inflected children [14]. In 

addition to navigating the physical, social and psychological changes experienced during 

adolescence and the challenges associated with managing HIV, ALHIV also have to navigate the 

complex myriad of socio-economic, systemic and environmental factors which shape their daily 

lives and impact their physical and mental health and wellbeing [14]. The current context of HIV 

treatment and care is rooted in the socio-political economic system from the apartheid era, which 

continues to perpetuate racial-based inequalities, thereby fostering conditions in which certain 

groups are more susceptible to HIV-infection [15]. For example, results from a 2012 population 

survey indicated that Black South African women were disproportionally affected by HIV in 

comparison to other groups [15]. 

Within the South African context, research has shown that structural factors such as 

poverty, housing, a lack of service provision in communities, racial inequalities, violence, and 

gender inequalities negatively impact the mental health of ALHIV [14]. For example, reports 

indicate that the majority of ALHIV belong to marginalized populations characterized by 

poverty.  As a consequence, the impact of poverty is associated with limited access to resources, 

food insecurity and education, which in turn is associated with poor mental health outcomes and 
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adherence [14]. Furthermore, a study by Woollet et al. [9] aimed at identifying the mental health 

risks among ALHIV accessing care at public healthcare facilities in Johannesburg found that 

there were high levels of reported mental health problems: 27% were symptomatic for depression, 

anxiety, or PTSD; and 24% re-ported suicidality. Additionally, the findings indicated that hunger, 

violence, gender, and illness were significantly correlated with mental health problems, while 

mental wellness factors such as hope for the future and knowledge of status were considered as 

protective factors [9]. These findings indicate that ALHIV require additional support to manage 

their condition in relation to the contextual risks that they experience. It is critical to address the 

structural problems and inequalities ALHIV face, yet solutions to these problems are complex 

and require transforming the macro contexts and political systems. However, preventative 

strategies that improve the mental wellness of ALHIV are useful in strengthening their capacities 

to be resilient and grow to become productive members of society.  

In support of mental wellness, studies evaluating the effectiveness of psychosocial 

interventions in improving mental health and adherence among ALHIV have shown promising 

results [16–19]. This evidence has increased calls and advocacy to improve mental health 

(wellness) promotion for ALHIV and to integrate mental health care into adolescent-friendly 

services [20,21]. However, many of the studies have focused on reducing mental health problems 

rather than promoting mental wellness. Quantitative studies that measure the effectiveness of 

psychosocial interventions in improving mental health among ALHIV often use instruments 

measuring symptoms of mental illness. Therefore, improvements to mental health in these studies 

are based on the measured re-duction of mental illness symptoms. To truly establish the 

effectiveness of psychosocial interventions or mental health services in improving mental health 

among ALHIV, we need to develop holistic evaluations by measuring both mental health 

problems and mental wellness [21,22].  

There has been a proliferation of positive psychology research that focused on a range of 

dimensions from theory development, evaluation of positive psychology interventions, and 

instrument testing [23]. However, despite the relevance of positive psychology as a tool to 

promote health and prevent illness (especially in the context of low-resourced settings), the 

majority of such research has been done in Western contexts, with only small pockets of evidence 

emerging in the global South [23]. Furthermore, despite the increased focus on positive mental 
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health, a challenge of the field is the lack of consensus on how mental wellness should be 

conceptualized [1]. Research has identified a range of mental wellness constructs such as self-

acceptance, hope, connectedness, and life satisfaction, among others, that are associated with 

improved well-being and positive functioning in adults and adolescents [1,24,25]. As mentioned, 

these concepts have mostly emerged from research in the Western context, with a number of 

growing studies exploring these concepts among indigenous populations and those living in the 

global South [26]. For example, a study on Thai ALHIV [27] found that spirituality and dignity 

played an essential role in maintaining mental wellness; in turn, this was associated with living 

responsibly and experiencing a better quality of life. There has also been an increase in 

instruments that measure singular mental wellness constructs (i.e., self-esteem) or general mental 

well-being [26,28–30]. Many of these instruments were developed with general adult and 

adolescent populations living in high-income countries (HICs) [26,28–30]. Due to the cost and 

time associated with instrument development, instruments developed in HICs are typically 

validated for use in other contexts, such as the KIDSCREEN measures or WHO-5 well-being 

index [31–33]. However, we need to be critical of how these instruments were validated and of 

the type of validity that was established. For example, the study by Balthip et al. indicates that 

spirituality is an essential indicator of mental wellness among Thai ALHIV. Nevertheless, this 

indicator is often not included in commonly used and validated measures such as the 

KIDSCREEN measure. This raises pertinent questions regarding the relevance of such 

instruments and what indicators of mental wellness should be targeted to improve outcomes 

among ALHIV in different contexts. Relatedly, the World Health Organization (WHO) published 

guidelines on mental health promotion and prevention interventions for adolescents in 2020 [21]. 

A leading recommendation of the report states that psychosocial interventions should be provided 

for ALHIV, as these are shown to promote positive mental health and reduce mental disorders 

[21]. However, the report also indicates that due to a lack of evidence, it was not possible to 

provide specific recommendations on psychosocial interventions to promote positive mental 

health, and that additional research is required to improve mental health trajectories. Throughout 

the re-port, mental-wellbeing and mental functioning were listed as positive mental health out-

comes, while no specific indicators of positive mental health were stated [21].  

As indicated, there is a limited understanding in terms of which mental wellness constructs would 

be most relevant to improving the health and well-being of ALHIV, especially in low- and -middle-
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income countries (LMICs) [21]. While there are mental well-ness instruments that have been 

validated with adolescents in various contexts, and these mental wellness construct measures may 

be potentially relevant to ALHIV, we need to consider that mental wellness as a social construct 

is influenced by time, culture, and age. Therefore, the lived experiences of ALHIV shape their 

perception and understanding of mental wellness and its associated constructs [20]. For example, 

HIV is a highly stigmatized condition; therefore, approaches aimed at improving self-acceptance 

among ALHIV will not be the same as approaches used to improve self-acceptance among 

adolescents who are not living with HIV. From a health equity perspective, it is crucial that we 

develop a comprehensive understanding of how mental wellness is perceived by ALHIV to 

identify relevant indicators and develop appropriate instruments to measure mental wellness in 

this population in the South African context. Considering the increased conversation around 

defining concepts such as mental wellness and positive mental health, this is an opportune time to 

explore the meaning and conceptualization of these from an African perspective to ensure that 

cultural and indigenous views of health and wellbeing are prioritized rather than transmuting 

concepts from the West. 

The mental wellness measure for adolescents living with HIV 

There is an increasing need for mental wellness measures for ALHIV to provide much-

needed data on the context and impact of mental wellness outcomes which can then be targeted 

in interventions and service delivery [21,34]. To address this, we developed a Mental Wellness 

Measure for ALHIV (MWM-ALHIV) instrument in the South African context. The MWM-

ALHIV was developed by first conceptualizing mental wellness for ALHIV through a systematic 

review of mental health instruments used in research with adolescents [26,28], a photovoice study 

with ALHIV accessing treatment at three public healthcare facilities in the Cape Metropole 

District in South Africa [35,36], and an integrative review of mental wellness concepts emerging 

from research done with ALHIV in Africa [37]. The findings from the systematic review 

indicated that there is a lack of mental wellness measures developed specifically for adolescents 

living with a chronic condition (such as HIV) in the African context, thereby proving support for 

the development of a new instrument [26,28]. Furthermore, through the photovoice study, 

participants were able to lead the conversation on what mental wellness means to them and what 

mental wellness factors are most salient in their lives, while the integrative review provided 
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insight on the mental wellness concepts that are relevant in the African context, and how these 

are shaped by the cultural context [35–37]. From these findings, we developed the Salutogenic 

Model of Mental Wellness (SMoMW) (Figure 1) adapted from Antonovsky’s [38] Salutogenic 

Model of Health as a theoretical guide to develop the MWM-ALHIV. 

 

 

 

Figure 10.1 Salutogenic Model of Mental Wellness 

 

 

Antonovsky originally developed the Salutgogenic Model to emphasize the conditions 

that lead to health rather than the determinants of health [38]. The Salutogenic Model was born 

out of observations that people experience various stressors in their daily lives resulting in 

tensions which, if left unresolved, develops into the health damaging condition of stress [38]. 

However, exposure to stressors does not necessarily lead to stress and illness. Rather, Antonovsky 
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noted that people who have access to resources are better able to cope with and resolve tensions 

than people with little or no resources [38]. Through the model, Antonovsky highlights the 

importance of focusing on the interplay of stressors and life experiences to move an individual 

towards health [38]. Two key concepts of this model are the generalized resistance resources 

(GRR), referring to any factor or characteristic which can be used to facilitate tension 

management, and a sense of coherence (SOC), referring to an individual’s capacity to manage 

and overcome stressors [38]. Based on the Salutogenic paradigm, the SMoMW was developed 

following extensive reviews of the literature and participatory research with ALHIV accessing 

treatment in the Cape Metropole District in South Africa, which helped us to identify key mental 

wellness constructs that are relevant to ALHIV. Therefore, the SMoMW can be used to guide 

health promotion interventions, inform youth-friendly services, and facilitate research activities. 

According to the SMoMW, mental wellness is expressed as overall SOC, which comprises 

cognitive (comprehensibility), behavioral (manageability) and motivational (meaning) mental 

wellness factors. SOC, in turn, is influenced by a range of ecological factors including the life 

experiences of ALHIV, their access to resources, potential exposure to stressors, and their life 

situation. In this sense, ALHIV who have a high SOC are more likely to access and mobilize 

resistance resources, which will strengthen their SOC, leading to better mental wellness. The 

SMoMW can be used to understand how these factors influence the mental wellness of ALHIV 

in context, and what points of intervention would be most useful, as shown in Table 10.1. The 

MWM-ALHIV was developed to measure the SOC aspect of the model, highlighting the key 

mental wellness concepts identified by ALHIV as being salient to their experiences of living with 

HIV [39]. Due to the heterogeneity of the group, it would be challenging to develop a measure 

that takes into account all contextual aspects such as the GRRs or the potential life stressors. 

However, the strength of the model is that it allows for such factors to be considered when 

designing health promotion interventions or guiding research. Therefore, the MWM-ALHIV can 

be used in conjunction with the model to guide the collection of demographic data (culture, age, 

mode of infection etc.), select supplementary tools to measure other aspects (i.e., exposure to 

violence, adherence, treatment fatigue), or interpret findings. 
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Table 10.1: Mental wellness domains for the MWM-ALHIV 

 

Sense of Coherence 
Sub-domains (N=11) 

Number of Items (N=113) 

Comprehensibility 

(Cognitive) 

Self-esteem 10 

 Self-acceptance 9 

 Self-efficacy 9 

 Adherence Self-efficacy 13 

Manageability 
(Behavioural) 

Resilience 10 

 Coping 10 

 Connectedness 10 

 Leisure activities 10 

Meaning (Motivational) Spirituality 7 

 Hope 14 

 Purpose in life 11 

 

Ensuring validity is a crucial step in instrument development to determine the extent to 

which a measure accurately captures what it is intended to measure [31,40,41]. Validity testing 

is usually done during the pilot phase of a study, using methods such as factor analysis or Item 

Response Theory (IRT) [31,40,41]. However, it is equally important to test for content and face 

validity. In a previous study, we established content validity by engaging with experts in a 

modified Delphi Study to determine how adequately the domains and items represent the 

measurement of mental wellness among ALHIV [39]. The Delphi Study participants endorsed 

the measure by providing consensus on the relevance and representation of the domains and 

items. In its present state, the MWM-ALHIV includes 113 items and measures mental wellness 

as an overall SOC represented through three domains and 11 sub-domains (Table 10.1). 

As mental wellness is increasingly prioritized, we need to ensure that ALHIV are part of 

the conversation (especially those living in LMICs) and are included in efforts to im-prove their 

health and well-being. According to the WHO and UNAIDS, including ALHIV in the research 

process is a key priority [34]. Therefore, the next step is to establish the face validity and improve 

on the content validity of the MWM-ALHIV by engaging with the target population as the next 

group of experts [34]. To this end, we conducted cognitive interviews with a group of ALHIV to 
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determine to what extent the items in the measure are appropriate, acceptable, sensible, and 

relevant for the intended users. According to UNAIDS, the participation and leadership of 

ALHIV are crucial at all stages of informing HIV programming, including the design, 

implementation, and monitoring and evaluation. The MWM-ALHIV reflects this commitment, 

as it was developed using a participatory photovoice method, allowing ALHIV to lead the 

conversation and express what aspects of mental wellness are important to them and what role it 

plays in their lives. The cognitive interviews followed as a logical next step to meaningfully 

engage with participants and collaborate with them to improve the MWM-ALHIV. Once 

finalized, the MWM-ALHIV can be used to implement, monitor, and evaluate youth-friendly 

services and HIV programming for ALHIV [21]. 

Methods 

Cognitive interviewing is a technique used to evaluate the content and face validity and 

applicability of a survey or instrument [41–43]. The cognitive interview methodology was first 

established in the 1980s as a means to improve the validity of an instrument by understanding 

the cognitive processes involved in answering response items [41–43]. This technique is used 

during the preliminary stages of instrument development to gain insight into the participant’s 

cognitive processes when responding to ensure they under-stand the questions as intended [41–

43]. There are two main approaches to cognitive interviewing, namely the ‘think-aloud’ and 

‘verbal probing’ techniques [41–43].  

The think-aloud method involves participants verbalizing their thought processes while 

responding to each item in the instrument, with the interviewer documenting the participant’s 

thought processes [41–43]. On the other hand, the verbal probing approach in-volves the 

interviewer asking a series of probing questions aimed at eliciting detailed in-formation from the 

participants after they have responded to the items. While the think-aloud method is advantageous 

in reducing biased responses, asking participants to verbalize their thoughts while answering a 

question can be an unnatural and difficult practice for participants, resulting in a significant 

cognitive burden [43]. As such, the interviews were conducted according to the verbal probing 

approach outlined by Willis and Artino, as this was considered appropriate for the given sample 

of adolescents [43]. 
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Participants and procedures 

The MWM-ALHIV is intended to measure mental wellness among ALHIV aged 14–19 

years. As such, we recruited participants matching those criteria from a public healthcare facility 

in the Cape Metropole District of South Africa. The Cape Metropole District is located in the 

Western Cape Province, with reports indicating that 6.76% of people living with HIV reside in 

the province [15]. The healthcare facility is located in a ‘low-income’ community and provides 

free healthcare to members of the community and the surrounding areas. Additionally, to be 

included in the study, participants had to speak English as a first or second language. Due to the 

sensitive nature of the study, we first made contact with a doctor at the facility who was 

previously in charge of running the Youth Adherence Clubs. The doctor was given the relevant 

information with the study and asked to aid in the recruitment due to issues around disclosure. 

Those who were interested in participating were put in contact with the researcher and received 

information sheets as well as assent and consent forms for those younger than 18 years. Following 

this, the researcher set up a time and date to interview each participant at their convenience. All 

interviews were conducted at the public healthcare facility. 

The lexical context in South Africa 

Cognitive interviews are based on the assumption that we can use language (think-aloud 

and verbal probes) to tap into the cognitive processes of the participant and explain the way 

participants mentally process and respond to items in surveys or questionnaires [43]. As language 

plays a significant role in this process, it is salient to consider the multi-lingual context in South 

Africa. There are 11 official languages in South Africa, with  

IsiZulu identified as being spoken by the majority of the population (23%), followed by 

isiXhosa (16%), Afrikaans (13.5%), English (10%), Sesotho sa Leboa (9%), Setswana (8%), 

Sesotho (8%), Xitsonga (4.5%), siSwati (2.5%), Tshivenda (2.5%) and isiNdebele (2%) [44]. In 

the Western Cape province, where this study is based, the main languages are Afrikaans (49%), 

isiXhosa (24.7%) and English (20.3%) [44]. During the apartheid era, English and Afrikaans 

were identified as the official national languages of South Africa, while Indigenous languages 

were marginalized [44–46]. In addition to declaring the 11 official languages, other efforts aimed 

at redressing the language inequality include policies which state that South African children be 
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taught in their mother tongue in the first three years of schooling, after which they are taught 

through an English or Afrikaans medium until their final year of high school [46]. 

In post-apartheid South Africa, Afrikaans continues to be used widely in the media and 

basic education system, with English dominating as the language of urban life and that 

predominantly used in the media, business, government, and basic and higher education systems 

[44,46]. Thus, despite being spoken as a home language by a minority of the population, English 

is used as a second language and a common language of communication in urban areas [44,46]. 

Furthermore, language in South Africa is fluid, with the majority of the population speaking more 

than two languages [44]. Census data from 2011 indicated that the average South African speaks 

between two and three languages. As such, South Africans are considered to be a ‘code-

switching’ people, meaning that they may use more than one language during a conversation 

[44]. 

Data collection 

The interviews were carried out by a researcher who is experienced in qualitative re-

search, has had previous training and experience conducting cognitive interviews with 

adolescents, and has experience doing research with ALHIV. The interviews were conducted in 

a private, quiet space to allow the participant to answer honestly. Before the start of each 

interview, the researcher reiterated the purpose of the study, and that the participant had the right 

to stop the interview process at any point if they no longer wished to continue. To reduce social 

desirability bias and to help participants feel comfortable, the researcher explained that the 

questions in the instruments were derived from photovoice interviews with other ALHIV who 

attended the healthcare facility in 2019.  

The interviews were conducted in December 2022. During the interview, the researcher 

sat next to the participant and read each question in the MWM-ALHIV aloud, along with the 

answer options, and then gave the participant the opportunity to select a response option. 

Following this, the researcher would ask probing questions based on the participant’s answer and 

their experience to assess the cognitive match between the intent of the question and the 

participant’s understanding and interpretation of the question. The probing questions included 

‘why did you choose that answer?’, ‘what does [key term from questionnaire] mean to you?’, 
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‘can you explain what [key term] means to you in your own words?’, 'what popped in your head 

when I said [key term]', ‘I noticed you hesitated before answering that question, can you tell me 

more?’, ‘were any of the questions easy to answer?’, ‘were any of the questions hard to answer?’ 

These probes allowed participants the opportunity to reflect on their answers and to provide 

explanations to demonstrate their understanding. Additionally, the researcher asked questions to 

elicit macro-level engagement from the participants, which included ‘how would you ask 

[question from instrument] to your friends?’ or ‘what word [key term] would you and your friends 

use?’ 

As a psychologist and a woman of color who grew up in a post-apartheid South Africa, 

the researcher was aware of the power differences that could affect how participants interacted 

with her. She tried to minimize these by encouraging casual interaction with the participants, 

using local colloquialisms, and building a rapport with the help of the doctor. After each session 

the researcher had a debriefing session with the participant, giving them an opportunity to reflect 

on the experience and ask questions. Following this, the participants were given an incentive of 

ZAR 150 (USD 9) as a thank you. 

Data analysis 

All interviews were audio recorded and transcribed. Additionally, the researcher made 

detailed field notes during and after the interviews to aid with the analysis. The transcripts were 

analyzed thematically to identify common themes and patterns that may indicate problems with 

the items, ambiguous wording, or potential sources of bias. 

Ethics 

Ethical approval to conduct this study was granted by the University of the Western Cape 

Biomedical Research Ethics Committee (BM18/3/7). Each participant received and returned 

signed consent/assent forms before the start of the interviews. Participants who were younger than 

18 years provided signed parental consent forms. Participants were reminded that they could 

withdraw from the study at any time without any negative consequences and that all their 

information would be kept private and confidential. 

Findings  
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We conducted interviews with nine participants accessing treatment at the public 

healthcare facility. The aim of the current study is to establish the face validity of the instrument 

rather than assess the mental wellness of the participants. Therefore, according to Willis [43] this 

sample size is deemed sufficient to confirm patient understandability of an item. Additionally, 

the analysis revealed no new themes emerging. The findings yielded enough information to 

identify key issues in the items to be revised. As cognitive interviewing is an iterative approach, 

it would be more useful to integrate the revisions and then conduct additional rounds. 

The participant demographics are presented in Table 10.2. As shown in the table, the 

majority of participants (n = 7) indicated isiXhosa as their home language and English as their 

second language. As indicated earlier, this would mean that the seven Xhosa-speaking 

participants would receive their secondary education in English. The two Afrikaans participants 

were educated in their home language and study English as a second additional language, in line 

with the Department of Basic Education's curriculum. All of the participants completed or are 

currently enrolled in school and are therefore considered to be literate. Furthermore, all 

participants were able to converse fluently in English, which, as mentioned, is a reflection of the 

urban setting. Two of the participants stated that they completed level 4 in the School of Skills—

an alternative education institution for pupils who are unable to cope with or develop in 

mainstream institutions [47]. Pupils are enrolled at age 14 or 15 years and complete 4 years of 

schooling [47]. As Afrikaans in the predominantly spoken language in the Western Cape, it may 

be surprising that most of the participants in this sample spoke isiXhosa as their home language. 

However, this may also reflect the racial disparities and economic inequalities which drive the 

HIV epidemic in South Africa. Furthermore, all participants indicated that they were perinatally 

infected; thus, suggesting that the overrepresentation of Xhosa speaking participants in this study 

may be associated with the high HIV prevalence among Black South African women who lacked 

access to ART and the prevention of mother to child transmission (PMTCT) services (which was 

only initiated in 2002) [48]. 
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Table 10.2: Participant characteristics 

 

Participant 

(n=9) 

Age Gender Home 

Language 

Education level 

A01 19 Female Xhosa School of Skills 

(level 4) 

A02 18 Other Xhosa School of Skills 

(level 4) 

A03 18 Female Xhosa Gr.12 

A04 19 Female Xhosa Gr. 12 

A05 15 Female Afrikaans Gr. 8 

A06 19 Male Xhosa Gr. 12 

A07 15 Male Xhosa Gr. 8 

A08 17 Female Xhosa Gr. 10 

A09 17 Male Afrikaans Gr. 10 

The findings from this research highlight the value and importance of working with 

ALHIV; through engagement and feedback from the participants, we were able to work together 

to identify question failures and problems related to the face validity of the instrument which 

were not identified during the Delphi study. 

These issues are classified into three themes, namely: comprehension mismatch, ‘big’ or 

difficult words, and sentence structure and question relevance (Table 10.3). These question 

failures should be understood in the context of the South African language and education 

landscape and raise questions about survey development in South Africa. Generally, the older 

participants (18/19) were more confident in verbalizing their answers and thought processes than 

the younger adolescents. Both participants A01 and A02 attended a School of Skills; however, 

A01 spoke about her learning difficulties and demonstrated an aware-ness of her strengths and 

limitations. As such, she was able to clearly explain how she answered specific questions and 

engaged with the researcher on a macro level by making suggestions. 

The younger adolescents (15/17) struggled to verbalize their thought processes. As one 

participant said, ‘I know what it means, I am just struggling to find the words to ex-plain’. In 

these cases, the researcher would try to elicit a response by asking participants if they could 

provide examples or a similar word or suggested that they say it in their home language. For 
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example, upon prompting, A02 said she would describe a valuable person as an ‘important’ 

person. In a similar study aimed at adapting a measure of grief among South African adolescents, 

it was noted that since cognitive interviewees are tasked with explaining how they experience 

and interpret specific words and phrases, polyglot contexts represent an exceedingly complex 

environment for research implementation [49]. This raises the question of whether participants’ 

struggles to verbalize their thoughts are related to a lack of understanding. Indeed, the relationship 

between language and cognition is a persistent question in scientific inquiry [43,49]. 

The participants' responses to items were analyzed in light of this context. Given that all 

participants were bilingual and had different literacy levels, items were revised to reflect the 

lowest literacy level. In other words, an item was flagged for revision even if only one participant 

struggled to comprehend it. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
1 Afrikaaps, also known as Kaaps, is a language created in settler colonial South Africa 
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which developed as a result of encounters between indigenous African groups (Khoi 

and San), slaves brought in from South-East Asia and Portuguese, Dutch and English 

settlers [53]. In contemporary South Africa, the language is commonly spoken by 

working class speakers in the Cape Flats (an area in Cape Town where people were 

forcibly moved during the apartheid era) [53]. The language has been established since 

the 1500s and was first taught in madrassahs (Islamic schools). In later years it was 

appropriated by Afrikaner nationalists [53]. 
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Table 10.3: Summary of problem types and proposed revisions 

Problem type Item Domain Explanation Example Proposed 

Revision 

Comprehension 

mismatch 

When I fail 

at something 

important, I 

remind 

myself it is 

part of being 

human. 

Self- 

acceptance 

All of the 

participants 

struggled to 

answer this 

question and 

would often 

relate it to their 

experience of 

living with 

HIV 

A02: 

‘Sometimes I 

will feel lonely 

because I will 

be like, yes, I 

am HIV, but 

that does not 

mean that’ 

A03: I'm not 

going to die 

anytime soon, 

I'm going to 

live long.’ 

A01: ‘Strongly 

agree; yeah, I 

think I get 

really 

disappointed. 

Remove 
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Even when I 

am bad at 

something, I 

still love 

myself. 

Self- 

acceptance 

Some of the 

participants 

interpreted ‘bad’ 

as doing 

something bad in 

character rather 

than failing at 

something 

A03 “I love 

myself 

even when 

I am 

bad?...bad 

things like 

doing bad 

things” 

 

A07: ‘I don’t 

love myself 

when I do 

bad 

things.’ 

‘I love myself 

even when I 

fail at 

something.’ 
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When 

something 

upsets me, it 

does not 

change how 

I feel about 

myself 

Self- 

acceptance 

All the 

participants 

understood the 

question. 

However, one 

participant 

indicated that the 

wording may 

cause them to 

A04: ‘No, I 

strongly 

disagree…or is 

it agree? 

‘When 

something 

upsets me, I 

feel bad 

about 

myself.’ 
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  answer 

incorrectly 

  

I am Self- The question A06: ‘Being in I love myself 

comfortable acceptance intends to a relaxed just the way I 

with who I  determine if the atmosphere or am’ 

am as a  participant something or  

person  accepts, but the just being in  

  word your comfort  

  ‘comfortable’ zone that could  

  can have a be at home or  

  different our friends’  

  interpretation   

I am a Self- Some of the A06: ‘Body ‘I love myself, 

valuable acceptance participants parts’ even if there are 

person, even  interpreted A01: ‘Like, any things about 

if there are  ‘parts’ to relate marks that you myself that I 

parts of  to the body rather [gesturing to dislike’ 

myself that I  than general body] - like me,  

do not like.  aspects or I have two  

  characteristics [skin]  

   colours… So, 

sometimes I 
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   look at my 

arms and look 

at my 

body…and I 

want to 

change 

it but I cant’ 

 

I do not have Self-esteem Some A02: ‘I don't ‘I feel like a 

much to be  participants have much to failure’ 

proud of.  interpreted the be proud of, but  

  question to relate I know that I  

  to certain can take care of  

  material my health and  

  possessions that some things.’  

  they may not A06: ‘Like  

  have asset, type of  

   things?’  

 

I feel strong 

 

Self-efficacy 

 

Strong was 

 

A01: ‘Because 

 

‘I have what it 

  interpreted I don't have a takes to 

  differently by lot of energy as succeed/achieve 
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  participants, with 

some relating it 

others because I 

have a heart 

my goals’ or I 

have the ability 
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  to physical problem, so I to do anything I 

  strength don't have so want in life 

   much strength  

   like others’  

   ‘Like, I mean, I  

   feel like strong.  

   It means that  

   you are like  

   you are strong.  

   Like you have  

   the ability to do  

   anything.’  

I find ways to Adherence Most participants A06: “I never When I am 

take my self-efficacy understood the take treatment around people 

treatment  question and in front of who don’t 

every day,  responded with everybody.” know my 

even when I  some of the ways  status, I will 

am around  they would take  still try to find a 

people who  the treatment  way to take my 

don’t know  (e.g. go to the  treatment (e.g. 

that I am  bathroom).  go to the 

  However, one  bathroom) 
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living with 

HIV 

 participant 

believed the 

question asked 

to take the 

treatment Infront 

of others 

  

I know where Resilience Some A04: ‘Yeah, I “If I had a 

to go in my  participants would ask problem, I 

community to  indicated the them. I don't would know 

get help  question may be know. I have where to go in 

  vague. The like, I've never my community 

  question intends been in the to get help” 

  to assess whether situation, like,  

  participants to go and seek  

  know where to help from the  

  access resources community.’  

  in the community   

  if they need it   

I do things at Resilience While some A03: ‘Making I work well 

school that  participants good friends, with people my 

make a  interpreted the doing different age/’I feel good 

positive  question good  
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difference 

(i.e. make 

things better) 

correctly, like 

A03, others 

struggled to 

understand and 

answer the 

question (A01). 

things…playing 

sports.’ 

 

A01: 

‘Something 

that's like 

different from 

the other 

things 

that I do.’ 

when I am 

at school.’ 
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In general, I 

feel I am in 

control of 

my life 

Some of the 

participants 

interpreted the 

question as 

referring to 

their ability to 

be independent 

rather than their 

ability to be in 

control of 

themselves, 

despite life 

challenges 

A04: I think 

being in 

control is being 

independent.’ 

A08: 

‘Disagree…I 

have to 

follow the 

rules at 

home.’ 

‘I feel I am 

in control of 

myself.’ 
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Question 

relevance 

I take my 

treatment 

every day, 

even when 

my eating 

habits have 

changed. 

Adherence 

self-

efficacy 

The question did 

not resonate with 

the participants 

A06: ‘My 

eating habits 

never change.’ 

 

A08: ‘No, I do 

not know how 

to answer this.’ 

Remove 

 I take my Adherence The question did A06: ‘How Remove 

treatment self-efficacy not resonate with would you take  

every day,  the participants your treatment  

even when I   if you couldn’t  

have   go to the  

problems   clinic?’  

going to the     

clinic.     

 I take my Adherence The question did A04: ‘I never Remove 

treatment self-efficacy not resonate with came across  

every day,  the participants that.’  

even when     

people close   A03: ‘No one  

to me tell me 

not to 

  told me.’  
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I take my 

treatment 

every day 

even when 

I feel like 

people will 

judge me 

Adherence 

self-

efficacy 

The question did 

not resonate with 

the participants 

A04: ‘Strongly 

disagree; no 

one has ever 

judged me.’ 

A01: ‘No, 

people think the 

tablets are 

for my 

heart.’ 

Remove 

I know where 

to go for help 

when I have 

problems 

Resilience The wording of 

this question is 

similar to “I 

know where to 

go in my 

community 

when I need 

help. As such, 

we propose 

a revision. 

A01: ‘I talk to 

my mom when 

I have 

problems’ 

‘When I have a 

problem, I can 

find what I 

need to solve 

it.’ 

https://etd.uwc.ac.za/



294  

Living with 

HIV has 

strengthened 

my faith and 

Spirituality The participants 

indicated that the 

question was not 

very relevant 

A04: 

No…because, 

like, I feel like 

God has a 

purpose. Like 

Remove 
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 spiritual   God created  

 beliefs   everyone.  

    There's a  

    reason why I'm  

    living with HIV  

    A06: No, it  

    does not apply  

Big or difficult For me, life is Resilience The wording of A01: ‘So, yeah, ‘I see life 

words and about  the question there are a lot challenges as a 

sentence learning,  made it difficult of challenges chance for me 

structure changing, and  for participants to here outside.’ to learn and 

 growing  understand A09: ‘Strongly grow.’ 

 despite my   agree….I don’t  

 circumstances   know’  

 I think it is Coping The wording of A06: ‘Doing Remove, 

 important to  the question things you've similar to the 

 have new  made it difficult never done previous 

 experiences  for participants to before?’ question 

 that challenge  understand   

 how you     

 think about     
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yourself and 

the world 

    

When I 

have 

problems, I 

think about 

different 

solutions to 

solve the 

problem 

Coping Most participants 

understood the 

question, but 

A01 suggested to 

make it easier 

A01: ‘you can 

change it to 

make it 

easier’ 

“When I have a 

problem, I think 

about different 

ways to solve 

the problem’ 

I try to avoid Coping The wording of A01: ‘Like, ‘I avoid my 

difficult  the question those friends, problems’ 

situations as  made it difficult there is always  

much as  for participants to that thing that  

possible  understand you be talking  

   about, and then  

   there will be  

   that one person  

   who will report  

   that thing, and  

   it starts to be a  

   big thing.’  
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I have 

friends I am 

really close 

to and trust 

Connectedness Participants 

interpreted the 

question as 

having friends 

that they trust. 

Some have close 

friends, but they 

do not trust them 

with their status. 

The question 

was split into 

two to 

make it easier 

A09: ‘Disagree, 

my friends, 

don’t know.’ 

A02: ‘I have 

friends, but I 

have not told 

them about my 

status.’ 

“I have friends 

I am close to’ 

AND ‘I have 

friends I 

trust.’ 

It is 

important to 

me that I feel 

satisfied with 

the activities 

that I take 

part in. 

Leisure 

activities 

The wording of 

the question 

made it difficult 

for participants 

to understand 

A07: ‘Satisfied 

is…I don’t 

know how to 

explain it.’ 

 

A08: ‘No, 

sometimes I 

just come 

home from 

“I have 

hobbies that 

make me feel 

happy.’ 
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   and do 

homework.’ 

 

I will be able 

to provide for 

myself 

Hope Most participants 

understood the 

question, but 

A01 suggested to 

make it easier 

A01:’ ‘Provide 

is a big English 

word. Maybe 

you can say 

‘take care of 

myself’ 

‘I will be able 

to take care of 

myself.’ 

I will be able 

to provide 

for 

my family 

Hope Similar to 

previous 

 ‘I will be able 

to take care 

of 

my family’ 

I feel 

optimistic 

about the 

future 

 None of the 

participants 

understood the 

word 

‘optimistic.’ 

A04: 

‘What does 

that mean?’ 

 

A01: That is 

another 

big word 

“I feel good 

about my 

future.’ 

I feel a sense Purpose in life These two A06: ‘it’s the “I know where 

of purpose in  questions were same meaning.’ I want to go in 
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my life, and I 

have a sense 

 seen as similar, 

and some 

 life.’ 
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of direction 

in life. 

participants 

had difficulty 

understanding 

A03: ‘sense 

of direction?’ 

 

I enjoy The question was A04: ‘The I enjoy making 

making plans seen as asking question is in- plans for the 

for the future two different between future, and I 

and working things. A04 [difficult and work hard to 

to make them provided some easy to answer] achieve my 

come true recommendations  goals 

 to split it into two   

 questions   
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Discussion 

There is a growing recognition on the importance of improving mental wellness 

among ALHIV to support lifelong adherence to ART and ensure that they reach their full 

potential across the course of their lives. Strengthening mental wellness among ALHIV in 

South Africa is especially critical considering the high prevalence rates of HIV, the impact of 

the epidemic, and the health risks they are exposed to as a result of pervasive inequalities 

within the country. While it may take years to address the structural problems, focusing on 

mental wellness through mental health promotion interventions may offer protection from 

health risks to ALHIV and strengthen their capacity to thrive. However, in re-source 

restrained contexts such as in South Africa, we need evidence-based responses to maximize 

the impact and outcome of interventions and services. To generate quality evidence, we 

require robust tools. Therefore, we set out to validate the MWM–ALHIV as a first step 

towards developing an age and culturally appropriate measure of mental wellness made for 

ALHIV, with ALHIV. 

This study provides an example of how cognitive interviews with ALHIV in South 

Africa can be used to improve the face validity of the measuring instrument, MWM-ALHIV. 

The MWM-ALHIV was developed to address the gap in research on mental wellness among 

ALHIV. While there are numerous instruments aimed at measuring positive mental health, 

our goal was to develop an instrument that is culturally sensitive and captures the world view 

of ALHIV in the South African context. A strength of this measure is that it has been 

developed using participatory approaches with ALHIV that enabled the researchers to 

understand which aspects of mental wellness are important to them, how they talk about and 

understand it, and the role it plays in facilitating adherence to ART. The current study is 

concerned with improving the face validity of the instrument and represents a snapshot in the 

process towards establishing the psychometric properties of the instrument. 

Similar to Taylor et al. [49], we found that the language issues which emerged from 

the interviews reflect the challenges of the South African landscape. Translating the 

questionnaire to Xhosa or Afrikaans is necessary to accommodate the larger population. 

However, this may be a challenging process. For example, when asked if the questions would 

be easier if they were translated to Xhosa, participant A01 suggested that it may not make a 

difference—even though she mainly speaks Xhosa at home, she also speaks other languages 

with her family and she never learned how to read or write in Xhosa. She further stated that 
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due to her learning difficulties, it is easier for her to hear the questions verbally and then 

answer rather than reading them on her own. However, this may reflect a more complex 

problem in South Africa related to verbal and written language use. According to Chimbga 

and Meier, South African learners that were tested during an international comparative 

evaluation of reading literacy through the Progress in Reading Inter-national Literacy Study 

performed poorly, despite most writing in their home language [46]. 

Therefore, given the complex language issues, we agree with previous 

recommendations made by Taylor et al. [49] in that it may be advisable to adopt a multilingual 

approach in conducting cognitive interviews and even the survey design itself within the 

South African context. In other words, during the interviews, participants should be al-lowed 

to answer in their language of choice or to code-switch. Following this, decisions can be made 

regarding the appropriate language choices for the instrument [49]. To be representative of 

the fluid multilingual context and code-switching nature of South Africans, considerations 

should be made to have the instrument translated into a version which may include multiple 

languages or colloquialisms – such as Afrikaaps - in addition to a standard English version of 

the instrument or other translations [49]. Afrikaaps (also known as Kaaps) is a language 

created in settler colonial South Africa which developed as a result of encounters between 

indigenous African groups (Khoi and San) and slaves brought in from Southeast Asia and 

Portuguese, Dutch and English settlers [50]. In contemporary South Africa, the language is 

commonly spoken by working class speakers in the Cape Flats (an area in Cape Town where 

people were forcibly moved during the apartheid era) [50]. The language has been established 

since the 1500s and was first taught in madrassahs (Islamic schools). In later years it was 

appropriated by Afrikaner nationalists [50] 

Additionally, we found that the interviews supported the appropriateness of the 

instrument and supported the rationale of the SMoMW. Therefore, even though certain 

domains in the model and instrument are believed to reflect Western concepts and values, 

such as self-esteem and self-acceptance, we found that participants resonated with and 

responded well to these categories and reflected the findings from our previous photovoice 

study, thereby demonstrating the confirmability of the findings. Furthermore, even though the 

mental wellness concepts originated from Western perspectives, we included and adapted 

these based on our engagement with ALHIV participants. It may be that these concepts 

perform well cross-culturally, as South Africa is considered a multi-cultural country; yet many 
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of the systems and institutions are based on Western principles and values. While participants 

in this study were raised within collectivist cultures, they were also exposed to and expected 

to adapt to individualistic cultures and values that are perpetuated in their social circles. For 

example, when explaining an answer to ‘someone in my family accepts me’, participant A02 

stated that it helped her feel like she was ‘just like’ her other family members and that she was 

‘a normal person’. Therefore, the connected-ness and acceptance she felt from her family 

members enabled (representing the collective values) her own self-acceptance and boosted 

her self-esteem (representing individualistic values) [35]. Similarly, A06 mentioned that 

living with HIV did not define who he is ‘be-cause if it did, I would have killed myself’, 

indicating that self-acceptance is a motivator to continue living and receiving treatment. 

On the other hand, participant A05 indicated that she ‘somewhat agrees’ with self-

acceptance questions such as ‘I am kind to myself’, ‘I am happy with the way I am’, and ‘I 

am living with HIV, and I am okay with that’. When asked to explain her answers, the 

participant revealed that a few months prior she was would have answered ‘disagree’ to those 

questions, as she felt bad about herself as someone living with HIV. Consequently, this 

impacted her adherence to treatment. However, she described that she was on a journey, and 

she has started feeling more accepting of herself, but she is not ‘quite there yet’. The 

participant was one of the younger adolescents (15 years) and was informed of her HIV status 

when 11 years of age. Based on the SMoMW, and her answers to the MWM-ALHIV, we can 

hypothesise that even though she struggled with adherence, the connectedness she feels from 

her family and friends and the support she received from the doctor provided a buffer which 

helped her along her journey of self-acceptance, which in turn is giving her the tools she needs 

to re-commit to her treatment. Additionally, age is considered part of the life context in the 

SMoMW, which can play a role in mental well-ness and health outcomes. For example, in 

comparison to the older participants, A05 (like her peers) is at the stage where she may be 

more impulsive, rebellious and/or forgetful when it comes to her treatment. During the 

interview, she mentioned that sometimes when she is out with her friends, she has so much 

fun that she forgets to take her medication, but when she does remember she would rather 

skip the dose if it were too late. On the other hand, older participants may have been through 

more life experiences which brought them further along the journey of self-acceptance. 

Additionally, they have been in mainstream adult care for a longer period of time, which 

would require them to manage their treatment independently. 
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The aforementioned indicates that the MWM-ALHIV has the potential to screen for 

mental wellness among ALHIV in a way that can indicate high levels of mental wellness but 

can also pick up on areas where they may be struggling, without necessarily being in ‘crisis’. 

For example, the struggles A05 speaks about in her journey to adherence and maintaining 

self-acceptance may not have been flagged using instruments that are frequently used in 

assessing mental health among ALHIV such as the Child Depression Inventory (CDI) or the 

strengths and difficulties questionnaire [51]. However, her answers on the MWM-ALHIV 

suggest that she may benefit from additional support that specifically targets her self-

acceptance and addresses issues around treatment reminders that are ap-propriate for her age. 

In addition, findings from our systematic review of mental wellness instruments for 

adolescents indicated that there are relatively few instruments measuring mental wellness 

[often referred to as general mental well-being] (e.g., the Warwick-Edinburgh Mental 

Wellbeing Scale [52] and the Mental Health Continuum-Short Form [53]). Instead,  majority 

of the instruments measured singular indicators of mental wellness, such as connectedness 

(the Milwaukee Youth Belongingness Scale [54]), or self-esteem (e.g., the Rosenberg Self-

esteem Scale [55]). Instruments measuring multiple indicators are preferred over instruments 

that focus on one mental wellness measure, because the former can pro-vide a more 

comprehensive overview of both eudemonic and hedonic dimensions of mental wellness [56]. 

Various scholars have argued that both hedonic (feeling well) and eudemonic dimensions 

(functioning well) should be emphasized and included in measures to provide a more holistic 

view of adolescent mental wellness [57,58]. Particular strengths of the MWM-ALHIV are 

that the measure includes both general questions reflecting eudemonic and hedonic 

dimensions of mental wellness, as well as those specific to living with HIV. Furthermore, 

unlike the other instruments identified in the review [26,28] that originated in developed 

countries, the MWM–ALHIV was developed after ex-tensive research to first conceptualize 

mental wellness for ALHIV in the African context. The MWM–ALHIV is the first mental 

wellness measure for ALHIV in the South African context that was developed in a South 

African setting. 

Conclusion 

This study was principally undertaken to determine the face validity and improve upon 

the content validity of the MWM–ALHIV. The MWM–ALHIV was developed as an age and 

culturally appropriate measure for ALHIV in the South African context. Unlike other 
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instruments measuring general mental wellness or aspects of mental wellness that have been 

developed in the Western context and subsequently adapted to other cultures and contexts, the 

MWM–ALHIV was developed with ALHIV to ensure the appropriate-ness and relevance of 

the domains and to reflect their lived experiences.  

The cognitive interviews represent the next logical step in the study to include the 

voices of ALHIV in the instrument development process. Based on the responses from 

participants, revisions were made to improve the overall readability and comprehension of the 

measure. Additionally, the interviews also provide further insight into the appropriateness and 

confirmability of the domains of the measure and the SMoMW. Furthermore, the findings 

provide insight into considerations of language and implementation related to cognitive 

interviews and survey development with adolescents in the South African context. This study 

represents a snapshot of a larger project aimed at conceptualizing and developing a measure 

of mental wellness for ALHIV. Following the instrument development process, we aim to 

pilot the instrument and engage in further rounds of cognitive interviews to establish its 

psychometric properties. 

Study limitations and recommendations 

As a qualitative study, certain limitations are noted. However, due to the amount of 

rich data gathered from the interviews, we view this as a pilot stage which provided les-sons 

learned for future rounds of cognitive interviews, which is in line with the cognitive interview 

iterative approach; we may conduct these rounds before the pilot testing of the instrument and 

after. The sample of participants in this study lived in an urban area and accessed treatment at 

a public healthcare facility from a specific community. We recommend further rounds of the 

cognitive tests be done with participants from other urban communities in addition to rural 

communities. Furthermore, based on the lessons learned, we would aim to recruit interviewers 

that speak isiXhosa so that participants may answer in the language of their choice. While the 

researcher offered the participants the opportunity to explain some concepts in their own 

language, she was limited in following up with further probing questions. As mentioned, to 

reflect the multilingual, fluid language of the South African landscape, we would recommend 

that this instrument be translated into appropriate languages and different dialects, or include 

some code-switching between languages, as participants may find this more relatable and 

easier to navigate. 
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CHAPTER 11 

Conclusions and Recommendations 

Executive summary 

“Curing the negatives does not produce the positives” – Martin Seligman 

The quote by Seligman encapsulates the crux of this thesis, which is to catalyse a 

change in health service delivery for ALHIV from a perspective primarily concerned with 

reducing disease severity towards one which empowers ALHIV to adhere to treatment and 

lead healthier lives through strengthening their mental wellness. 

To this end, this doctoral study aimed to develop a screening instrument which can be 

used to measure mental wellness among ALHIV in South Africa. The need for this measure 

emerged due to several compounding issues related to addressing mental health among 

ALHIV. Firstly, the link between mental health and HIV outcomes is well-established in the 

literature [1–4]. Compelling evidence suggests a positive relationship between mental health 

and adherence outcomes, as several studies have indicated that poor mental health indicators 

such as depression and anxiety are associated with poor adherence outcomes and retention in 

care [5–8]. Conversely, studies evaluating the effectiveness of psychosocial interventions for 

ALHIV report that various types of positive mental health mechanisms, such as peer and 

family support, mindfulness and CBT, successfully improve mental health and subsequent 

adherence outcomes [9–13]. These findings seem promising – unfortunately, ‘improved 

mental health outcomes’ in such studies are mostly measured as reductions in poor mental 

health symptomology rather than an increase in mental wellness capacities. Some studies 

include instruments of mental wellness to measure positive indicators of mental health in 

addition to those instruments measuring indicators of mental illness symptomology. 

However, in such cases, the meaning of mental wellness is not clearly defined, 

indicating that the instruments to measure these indicators are not comprehensive and are often 

limited to measuring certain aspects of mental wellness such as self-esteem or family support. 

Although few studies have aimed to investigate related concepts of mental wellness, such as 

resilience [14–17], there is a dearth of studies aimed at systematically delineating the entire 

content domain of mental wellness for ALHIV [18,19]. A second problem related to research 

on mental wellness among ALHIV arises from the fact that many mental wellness measures 
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have been developed with general adult or adolescent populations living in high-income 

countries (HIC) [20,21]. This is problematic as the nature and meaning of mental wellness 

may differ across developmental stages and cultural contexts. In other words, even 

instruments developed with general adolescent populations may not be entirely appropriate or 

relevant for ALHIV in South Africa. Therefore, this study aimed to develop a cost-effective, 

easy-to-use, culturally and age-appropriate instrument which can be used to assess the mental 

wellness of ALHIV as part of current treatment practices. 

To meet the aims and objectives of the study, we used test construction theory guided 

by the frameworks proposed by DeVellis [22] and Boateng et al. [23] to first conceptualise 

mental wellness among ALHIV and subsequently develop the measurement instrument. The 

frameworks proposed by DeVellis [22] and Boateng et al. [23] provided a useful guide for the 

current doctoral study by emphasising the collaborative and iterative nature of the processes 

involved in conceptualising mental wellness and item development, as well as framing the 

way forward to complete scale development, establish the psychometric properties of the 

instrument and translating it to other languages commonly spoken in the South African 

context. The test construction process was conducted over 3 phases: 

Phase 1 was part of the conceptualisation process or what DeVellis [22] refers to as 

‘determining what needs to be measured’. Mental wellness is an elusive concept. As such, the 

first step in this process involved identifying the gap in the literature and establishing the need 

for an instrument to be developed by conducting a systematic review of all mental health 

instruments used with adolescents globally.  

Phase 2 represented a continuation of the conceptualisation process. Using multiple 

qualitative methods as a means of triangulation, we identified and clarified what mental 

wellness means for ALHIV and which mental wellness concepts should be targeted in 

interventions aimed at improving their mental health. The photovoice interviews with ALHIV 

were particularly insightful in helping us to go beyond identifying the key dimensions of 

mental wellness and map how the relations between these concepts work to support their 

overall mental health, navigate the challenges associated with adolescence and manage their 

treatment effectively. Reflecting on the continuous and dynamic process of test construction, 

we used the findings from phases 1 and 2 to develop the Salutogenic Model of Mental 

Wellness (SMoMW) which we adapted from Antonovsky’s [24] Salutogenic Model of     

Health. 
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Phase 3 represents the item generation, instrument development and initial validation 

of the instrument. Using the SMoMW as a guide, we developed a draft of the Mental Wellness 

Measure for ALHIV (MWM-ALHIV) and established the content validity by presenting it to 

a panel of experts who participated in a Delphi Study. Once consensus was reached, we aimed 

to establish further face validity through cognitive interviews with a sample of ALHIV. 

Contribution of the study 

This thesis provides important theoretical and methodological contributions to the      

field of mental wellness for ALHIV South Africa – through following the test construction 

theory guidelines proposed by DeVellis [22] and Krause [25], we engaged in an iterative and 

collaborative research process which culminated in the development of the Salutogenic Model 

of Mental Wellness (SMoMW) which was used as the theoretical base to develop the Mental 

Wellness Measure for Adolescents Living with HIV (MWM-ALHIV). The SMoMW provides 

a new way to conceptualize and understand the role of mental wellness in overall health for 

ALHIV and clearly distinguishes mental wellness factors which should be targeted in 

intervention, policy, and future research. Unlike the mental health continuum model – which 

is commonly used to illustrate a linear perspective of mental health phases ranging from 

thriving to crises – the SMoMW illustrates the role and interplay of life course factors (i.e., 

age, genetics, culture), exposure to potential life stressors (adherence, stigma, disclosure),  

access to resources (i.e., knowledge of HIV, clinic support) and mental wellness among 

ALHIV [26]. Additionally, the SMoMW identifies specific cognitive, behavioural and 

motivational mental wellness factors, represented through the salutogenic concept of SOC. 

Therefore, a strength of the SMoMW is that it can be used as an analysis framework or tool 

to identify and understand the mental wellness needs of ALHIV in context. 

Using a multi-phase approach, we developed the MWM-ALHIV. Despite the need for 

cultural and age-appropriate instruments for ALHIV, there are few measures specifically 

developed for this population, as designing a new measure is a time-consuming and costly 

process [25]. Due to these challenges, arguments are made to justify the adaption of existing 

instruments [25]. However, while such instruments may demonstrate statistically sound 

reliability and validity – thereby providing justification that these measures are potentially 

transferable to diverse populations and contexts – we should also be cognizant of the fact that 

there are nuances in the lived experiences of ALHIV in LMICs like South Africa, which may 

result in differential perceptions of the phenomena (like mental wellness). Indeed, if we apply 
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the SMoMW to draw comparisons between ALHIV and adolescents in the general population, 

we may elucidate these differences. For example, all adolescents may struggle with issues 

around self-acceptance. However, for ALHIV, self-acceptance plays a key role in reframing 

their perception of living with HIV, which can support their ability and desire to adhere to 

ART. Therefore, MWM-ALHIV represents an instrument designed specifically for ALHIV 

by drawing on findings from the reviews and direct engagement with ALHIV. This instrument 

allows researchers to study mental wellness among adolescents living with HIV more 

accurately. 

Additionally, we established the content and face validity through a modified Delphi 

study technique with experts in the field of mental health and HIV, and engaged with ALHIV 

as ‘experts’ using cognitive interviewing. Therefore, the MWM-ALHIV is ready to be piloted 

to establish the reliability and further validity among ALHIV in South Africa. Additionally, 

the measure can be translated and adapted to reflect the diverse language profiles of South 

Africa and the African context. In its current state the MWM-ALHIV represents a formative 

tool that has undergone rigorous development and is ready to be piloted for further 

development. Once the MWM-ALHIV has been piloted and undergone psychometric testing 

we propose that it can be used to screen mental wellness in clinical and research settings, 

which can help identify those ALHIV who may be struggling with their mental health but 

would not be considered as having a mental health problem. Using the MWM-ALHIV, 

healthcare workers and other professionals working with ALHIV will be able to identify 

which mental wellness factors should be targeted in health promotion and prevent the onset 

of mental illness. In conclusion, this study has provided a novel contribution to the field of 

mental wellness research among adolescents living with HIV in South Africa. 

Recommendations 

More research is needed to understand the role of mental wellness in supporting 

adherence outcomes and overall health among ALHIV in South Africa. There is a growing 

body of qualitative research exploring the lived experiences of ALHIV, which sheds light on 

the importance of mental wellness factors such as resilience, connectedness, hopefulness etc. 

The lack of quantitative research may be related to a lack of clear and standardised mental 

wellness measures. Furthermore, tool development can be a time consuming and expensive 

process.  As such, we recommend that future studies build on the work from this study by 

using the formative MWM-ALHIV to pilot, adapt and validate it in different contexts. 

https://etd.uwc.ac.za/



317 
 

We also recommend that this measure be translated to other languages commonly 

spoken in South Africa and the African context and piloted [27]. Once validated, this 

instrument should be used to build evidence-based mental wellness among ALHIV to guide 

the development, implementation and monitoring of interventions and mental health 

promotion activities to improve the delivery of youth-friendly services and guide the 

integration of mental wellness services in public healthcare. 
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APPENDIX B: Delphi Study Stimulus Documents 

Stimulus Document: Mental Wellness Instrument for Adolescents Living with HIV 

Date:  

Researcher: Zaida Orth  

Supervisor: Prof Brian van Wyk  

Participant: (Please fill in your unique ID number)  

 

Delphi Study: First Round  

Dear participant, thank you again for agreeing to take part in this study and share your 

expertise and knowledge to help facilitate the development of a mental wellness instrument 

for adolescents living with HIV (ALHIV), which forms part of the researcher’s PhD. In this 

round we provide you with 3 sections in which you will be presented with certain prompts 

and provide your expert opinion on the suitability and appropriateness of the material. The 

aim of this study is to collate your feedback in successive rounds until a consensus is reached. 

However, we anticipate these successive rounds will be shorter as the main focus will be on 

the feedback provided. As such, we ask that you complete the rounds as soon as possible 

within the given timeframe to facilitate the process that we may complete the study in a 

timely manner.  

 

1. SECTION A: Purpose and aim of the instrument  

In this section, we provide you with information regarding the purpose, aim and definitions 

of the core construct. Please answer all questions and prompts based on your experience and 

expertise.  

Mental Wellness: 

This section provides more information on the theoretical on operational definitions of 

the mental wellness construct and domains to be measured in the instrument:  

The proposed instrument, Mental Wellness Measure for Adolescents Living with HIV 

(MWM-ALHIV) has been formulated as part of the researcher’s PhD studies. To aid in the 

conceptualisation of mental wellness as a measurable construct, we first completed a 

systematic review of mental wellness instruments used in research with adolescent 

populations. The systematic review of mental wellness instruments for adolescents provided 

us with an overview of instruments used for adolescents living with a physical chronic 

condition [1] and instruments used with adolescents in general [2]. We were then able to 

review the included instruments to determine the content domains of mental wellness. The 

instruments we identified varied from measures of general mental wellness, which included 

multiple domains such as connectedness, self-esteem, spirituality etc. to instruments 

measuring specific domains of mental wellness. Additionally, we noted that instruments of 

HRQoL and QoL were used to measure mental wellness in research with adolescents living 

with a chronic condition. Secondly, we conducted a qualitative photovoice study, which 

allowed us to explore how ALHIV understand and talk about mental wellness in the South 

African context [3], including the perspectives of key healthcare workers working closely 

with ALHIV [4]. We used the findings from these studies to develop a preliminary 

framework of mental wellness to guide the integrative review. Based on the findings from 

these three studies, we identified six mental wellness concepts: Connectedness, Sense of 

Coherence (SOC), Self-esteem, Self-acceptance, Hope for the Future, and Spirituality as well 

as six behaviours facilitating mental wellness: Coping, Resilience, Purpose in Life (goals), 

Self-efficacy, Adherence Self-efficacy, and Leisure Activities representing. From this, 

identified SOC as an emerging concepts which is considered to be the ‘origins of health’ 

from a salutogenic perspective. SOC reflects the coping capacity of people to deal with 
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everyday life stressors and consists of three elements: comprehensibility (cognitive – extent 

to which the problem/stressor understood), manageability (behavioural – perceived 

availability of resources and belief in ability to use successfully use them) and 

meaningfulness (motivational – extent that one wishes to cope). SOC is a developmental 

concept which begins to form during adolescence and stabilizes by the age of 30 years. 

Therefore, from a life-course perspective, strengthening SOC as a health promoting factor 

may improve overall physical and mental wellness in later life. As such, we developed a 

Salutogenic Model of Mental Wellness (SMoMW) (see figure), which was modified from 

Antonovsky’s Salutogenic Model of Health [5] to guide the development of an age and 

culturally appropriate instrument for Mental Wellness among ALHIV in the South African 

context.  

 

Figure 2. Salutogenic Model of Mental Wellness for Adolescents Living with HIV 
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Domains: 

Based on the model, SOC represents a core domain and indicator of mental wellness. 

From this we have the following sub-domains:  

Comprehensibility (cognitive) 

1. Self-acceptance: 

-A positive attitude toward yourself; acknowledge and accept multiple aspects of yourself 

including both good and bad qualities; and feel positive about your 

past life. 

-based on internal validation  

- ALHIV accept themselves and overcome internalised stigma related to HIV 

 

Is the definition of self-acceptance clearly stated? 

 

If no, provide comment on possible revisions you would recommend 

 

 

 

2. Self-esteem  

-A person's overall subjective sense of personal worth or value 

-Self-esteem is based on external feedback and validation, therefore may fluctuate  

-ALHIV with high self-esteem talk about themselves in a positive light, highlight their best 

qualities  

 

 

Is the definition of self-esteem clearly stated? 

 

If no, provide comment on possible revisions you would recommend 

 

 

 

3. Self-efficacy  

-A person's particular set of beliefs that determine how well one can execute a 

plan of action in prospective situations. Self-efficacy is a person's belief in their ability to 

succeed in a particular situation. 

 

 

Is the definition of self-efficacy clearly stated? 

 

If no, provide comment on possible revisions you would recommend 

 

 

4. Adherence self-efficacy 

-Belief in one’s ability to successfully adhere to treatment plans  

-ALHIV can successfully manage their treatment by taking it correctly and on time every 

day  

 

 

Is the definition of adherence self-efficacy clearly stated? 
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If no, provide comment on possible revisions you would recommend 

 

 

 

Manageability (behavioural)  

5. Resilience  

-The ability to mentally withstand or adapt to uncertainty, challenges, and 

adversity. 

-includes having access to knowledge and resources to withstand or adapt to stressors. 

 

 

Is the definition of resilience clearly stated? 

 

If no, provide comment on possible revisions you would recommend 

 

 

 

6. Coping  

-Coping refers to cognitive and behavioural efforts to manage (master, reduce, 

or tolerate) a troubled person-environment relationship 

-ALHIV may engage in a range of coping mechanisms to deal with daily life stressors as 

well as those associated with managing a lifelong condition 

-This may include engaging in activities they enjoy, connecting with others, engaging in 

meaningful activities. 

 

Is the definition of coping clearly stated? 

 

If no, provide comment on possible revisions you would recommend 

 

 

7. Connectedness 

-Sense that one has satisfying relationships with others, believing that one is cared for, 

loved, esteemed, and valued, and providing friendship or support to 

others  

-feelings of belonging  

-feeling taken care of, and wanting to take care of others (for ALHIV, this can come in the 

form of having family remind them to take medication, or reminding their family 

members to take medication in the case others in the household are HIV+)  

-ALHIV may experience support from clinic staff  

-spending time with friends  

-Engaging in community activities  

 

Is the definition of connectedness clearly stated? 

 

If no, provide comment on possible revisions you would recommend 
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8. Leisure activities  

-Engaging and participating in activities that bring enjoyment 

-Like their peers, ALHIV engage in diverse interest and hobbies such as listening to music, 

sports, reading, dancing etc. these activities help them to cope, connect with others 

and find enjoyment in life. Additionally, engaging in such activities is indicative of a 

sense of physical wellbeing. 

 

Is the definition of leisure activities clearly stated? 

 

If no, provide comment on possible revisions you would recommend 

 

 

Meaning (motivational)  

9. Spirituality 

-Psychological process of bringing one's attention to the internal and external 

experiences occurring in the present moment; concern for or sensitivity to things of the 

spirit or soul. 

- ALHIV may attend religious ceremonies and activities  

- Belief in a higher power  

- Connect with cultural heritage  

- For ALHIV, spirituality can help them cope with life stressors by finding meaning 

in situations  

 

Is the definition of spirituality clearly stated? 

 

If no, provide comment on possible revisions you would recommend 

 

 

 

 

10. Hope  

-Emotion characterized by positive feelings about the immediate or long-term 

future. 

-ALHIV show a positive attitude toward life and their future  

-Hopes and dreams for the future may motivate ALHIV to stay on treatment  

-Some hope to finish school, get a good job, get married, start a family or even a cure for 

HIV.  

-Like many adolescents, ALHIV may be idealistic about their future dreams (i.e. wants to be 

a singer or soccer star etc).  

 

Is the definition of hope clearly stated? 

 

If no, provide comment on possible revisions you would recommend 
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11. Purpose in life  

-You have goals in life and a sense of directedness; feel there is meaning to your present and 

past life; hold beliefs that give life purpose; and have aims 

and objectives for living. 

- More than hope (less idealistic, more realistic), purpose in life represents a sense 

of purpose in their lives like caring for their younger siblings or family members 

- Sense of responsibility  

- Identified goals and understands the steps needed to reach them  

 

Is the definition of purpose in life clearly stated? 

 

If no, provide comment on possible revisions you would recommend 

 

 

Aim:  

The aim of the instrument is to measure mental wellness among ALHIV  

1.1.Is the aim of the measure clearly stated?  

 

1.2.If no, please provide feedback  

 

 

 

Purpose: 

The purpose of the instrument is as follows: 

To screen mental wellness among ALHIV as an indicator of overall wellbeing  

To screen mental wellness among ALHIV and investigate its relationship to adherence to 

ART  

To provide further information on mental wellness among ALHIV as a buffer against mental 

health problems  

1.3.Is the purpose of the instrument clear? 

 

1.4.If no, please provide feedback and possible recommendations  

 

Type of measure: 

The proposed measure is a screening instrument as this allows for initial evaluation and 

scoring of mental wellness across different domains. Additionally, this is considered an 

appropriate measurement type, as our goal is not to provide a clinical diagnosis of mental 

health problems, rather a general assessment of positive mental wellness ‘strengths’ which 

can be reinforced (through intervention programs, workshops etc.) to buffer against the 

development of mental health problems. Therefore, this screening tool will allow us to 

categorise participants into groups (e.g. ALHIV with high mental wellness or ALHIV with 

low mental wellness) with reasonable accuracy and can provide information on how mental 

wellness is related to maintaining adherence to ART (i.e. are participants with higher mental 

wellness scores demonstrating adherence?) or may provide an indication of which domains of 

mental wellness need intervention (i.e. participants may score high in one domain and low in 

another). Screening instruments are considered advantageous as they can be easily 
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administered in a timely and cost-efficient manner. Furthermore, the results from screening 

instruments are immediately available and easy to score and interpret – as such it may be 

used by a variety of professionals, including health care workers, counsellors and school 

staff.  

1.5.Is the type of instrument appropriate?  

 

1.6.Does the type of instrument align with the aim and purpose?  

 

1.7.If no, please provide feedback and possible recommendations 

 

 

Type of scale: 

We propose a 5 point Likert type scale is used to allow respondents to express how much 

they agree or disagree with a particular statement 

1.8.Is the type of item (Likert type) an appropriate choice for the screening 

instrument? 

 

1.9.If no, please motivate, and provide recommendations for revision. 

 

User group: 

The proposed instrument may be administered by any researcher or professional that has 

experience working with ALHIV, or any professional that has substantial interaction (at least 

3 months of day-to-day interaction with the participant).  

1.10. Is the user group clearly defined?  

 

1.11. If no, please provide feedback and possible recommendations 

 

 

Target population:  

The proposed instrument is intended for ALHIV aged 15-19 

1.12. Is the target population clearly stated? 

 

1.13. If no, please provide feedback and possible recommendations 

 

 

Language: 

The primary instrument will be developed in English. However, subsequent versions may 

be adapted and translated into other languages.  

 

Technical Information:  

This section includes questions on the administration, scoring and interpretation of the 

proposed instrument. 

General information for administers: 
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The Mental Wellness Measure for Adolescents Living with HIV (MWM-ALHIV) can be 

administered as a pencil and paper survey or computer-based survey. There are two parts 

namely; Part 1, which prompts the participant for demographic information and Part 2, which 

contains the MWM-ALHIV. The survey should be completed in one sitting, in a space where 

the participant is comfortable and can focus without disruptions. Participants should be 

reminded that their answers are private and anonymous and should be encourage to honest all 

questions honestly to avoid bias. As such, participants are encouraged to go with their first 

response, as this is considered the most natural response. We anticipate that the final survey 

should take approximately 15-20 minutes to complete.  

1.14. Is the general information provided to users sufficient? 

 

1.15. If no, please comment on possible revisions 

 

 

 

2. SECTION B: Mental Wellness Measure for Adolescents Living with HIV  

This section is divided into 2 parts. In the first section, we present the demographic 

information section followed by the items formulated to assess mental wellness across 

the sub-domains.  

 

Demographic Questionnaire:  

Hello!  

We would like to know a little more about you and how you are feeling. Let’s start with 

some general information in the questions below. Remember, all of this information will 

be kept private! If there is anything you are not comfortable filling out, please skip and 

move on to the next.  

 

What is your age? 

What is your gender? 

Do you have any siblings?  

What is your birth order (oldest, youngest middle child)?  

What would you identify as your ethnic or cultural group? 

What is your home language?  

What grade are you in at school or what is the last grade that you have passed in school? 

Do you have any disabilities?  

Who are you living with/who are your caregivers?  

 

2.1.Do you agree with the demographic information asked?  

 

2.2.Are there any other demographical points you feel should be included?  

 

2.3.Please provide any additional comments and/or recommendations  

 

 

 

Proposed items of the instrument:  
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(The opening message and items formulated for the respective sub-domains are 

presented below) 

Opening message for participants:  

This is the second part of the survey. In this section we want to know more about how you 

are feeling about yourself, your family and friends and life in general. Please read each 

question carefully and think about what answer comes to your mind first. When you think 

about your answers, please try to remember how you felt in the last week. Tick the box that 

fits your answer the best. Remember, there are no right or wrong answers, this is all about 

you! You do not have to show your answers to anybody, and all your answers will be kept 

private. We hope you enjoy filling out this survey!  

2.4.What do you think about the opening message? Please provide feedback and/or 

possible revisions.  

 

Domain: Sense of Coherence 

Sub-domains: Comprehensibility (Cognitive) 

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect self-acceptance  

1. Self-acceptance  

1.1.  I’m disapproving and judgmental about my own flaws and inadequacies. 

1.2. When I’m feeling down I tend to obsess and fixate on everything that’s wrong. 

1.3. When things are going badly for me, I see the difficulties as part of life that 

everyone goes through. 

1.4. When I think about my inadequacies, it tends to make me feel more separate and 

cut off from the rest of the world. 

1.5. I try to be loving towards myself when I’m feeling emotional pain. 

1.6. When I'm down, I remind myself that there are lots of other people in the world 

feeling like I am. 

1.7. When times are really difficult, I tend to be tough on myself. 

1.8. When something upsets me I try to keep my emotions in balance. 

1.9. When I feel inadequate in some way, I try to remind myself that feelings of 

inadequacy are shared by most people. 

1.10. I’m intolerant and impatient towards those aspects of my personality I don't like. 

1.11. When I’m going through a very hard time, I give myself the caring and 

tenderness I need. 

1.12. When something painful happens I try to take a balanced view of the situation. 

1.13. I try to see my failings as part of the human condition 

1.14. When I fail at something important to me I try to keep things in perspective. 

1.15. When I’m really struggling, I tend to feel like other people must be having an 

easier time of it. 

1.16. I’m kind to myself when I’m experiencing suffering. 

1.17. When I'm feeling down I try to approach my feelings with curiosity and 

openness. 

1.18. I’m tolerant of my own flaws and inadequacies. 

1.19. When something painful happens I tend to blow the incident out of proportion. 

1.20.  I try to be understanding and patient towards those aspects of my personality I 

don't like. 

1.21. Are you able to accept your bodily appearance? 
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1.22. How satisfied are you with yourself? 

1.23. Have you been happy with the way you are? 

In general, are the items appropriate relative to the definition and personal attributes of 

self-acceptance? 

 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the action 

e.g. revise/ omit 

 

 

2. Self-esteem  

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect self-esteem?  

 

2.1. 1. On the whole, I am satisfied with myself. 

2.2. 2. At times I think I am no good at all. 

2.3. 3. I feel that I have a number of good qualities. 

2.4. 4. I am able to do things as well as most other people. 

2.5. 5. I feel I do not have much to be proud of. 

2.6. 6. I certainly feel useless at times. 

2.7. 7. I feel that I'm a person of worth, at least on an equal plane with others. 

2.8. 8. I wish I could have more respect for myself. 

2.9. 9. All in all, I am inclined to feel that I am a failure. 

2.10. 10. I take a positive attitude toward myself. 

2.11. People think that I am fun to be with 

 

In general, are the items appropriate relative to the definition and personal attributes 

of self-esteem? 

 

Please provide comment on the appropriate action you would recommend for items 

that you did not select. In the comment box provide the number of the item and 

the action e.g. revise/ omit     

 

                                                                                            

 

3. Self-efficacy  

 

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect self-efficacy 

3.1. I can do most things if I try  

3.2. There are many things that I do well 

3.3. I believe I know what my best potentials are and I try to develop them whenever 

possible. 

3.4. Other people usually know better what would be good for me to do than I know 

myself.  

3.5. I usually know what I should do because some actions just feel right to me. 
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3.6. When I engage in activities that involve my best potentials, I have this sense of 

really being alive. 

3.7. I am confused about what my talents really are.  

 

In general, are the items appropriate relative to the definition and personal attributes of 

self-efficacy? 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the action 

e.g. revise/ omit 

 

 

4. Adherence Self-efficacy  

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect adherence self-efficacy  

4.1. Stick to your treatment plan even when side effects begin to interfere with daily 

activities? 

4.2.  Integrate your treatment into your daily routine? 

4.3. Integrate your treatment into your daily routine even if it means taking 

medication or doing other things in front of people who don’t know you are HIV-

infected? 

4.4. Stick to your treatment schedule even when your daily routine is disrupted? 

4.5. Stick to your treatment schedule when you aren’t feeling well? 

4.6. Stick to your treatment schedule when it means changing your eating habits? 

4.7. Continue with your treatment even if doing so interferes with your daily 

activities? 

4.8. Continue with the treatment plan your physician prescribed even if your T-cells 

drop significantly in the next three months? 

4.9. Continue with your treatment even when you are feeling discouraged about your 

health? 

4.10. Continue with your treatment even when getting to your clinic appointments is a 

major hassle? 

4.11.  Continue with your treatment even when people close to you tell you that they 

don’t think that it is doing any good? 

4.12. Get something positive out of your participation in treatment, even if the 

medication you are taking does not improve your health? 

 

In general, are the items appropriate relative to the definition and personal attributes of 

adherence self-efficacy? 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the action 

e.g. revise/ omit 

 

 

Manageability (Behavioural) 

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect resilience 

1. Resilience  
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1.1. I am able to solve problems without harming myself or others (for example by using 

drugs and/or being violent). 

1.2. If I am hungry, there is enough to eat 

1.3. I try to finish what I start 

1.4. I know where to go in my community to get help 

1.5. I have opportunities to show others that I am becoming an adult and can act 

responsibly 

1.6. I am aware of my own strengths 

1.7. I have opportunities to develop skills that will be useful later in life (like job skills 

and skills to care for others). 

1.8. I do things at home that make a difference (i.e.make things better) 

1.9. I help my family make decisions  

1.10. At school, I decide things like class activities or rules  

1.11. I do things at school that make a difference (i.e. make things better) 

1.12. I can work out my problems 

1.13. I know where to go for help when I have a problems 

1.14. Have you enough money to meet your needs? 

1.15. How available to you is the information you need in your daily life? 

1.16. To what extent do you have the opportunity for leisure activities? 

1.17. How well are you able to get around physically? 

1.18. How satisfied are you with your ability to perform your daily living activities? 

1.19. How satisfied are you with the conditions of your living place? 

1.20. How satisfied are you with your access to health services? 

1.21. How satisfied are you with your transport? 

1.22. Have you felt pleased that you are alive? 

1.23. In general, I feel I am in charge of the situation in which I live. 

1.24. For me, life has been a continuous process of learning, changing, and growth’ 

1.25. I have difficulty arranging my life in a way that is satisfying to me 

 

In general, are the items appropriate relative to the definition and personal attributes of 

resilience? 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the action 

e.g. revise/ omit 

 

 

 

2. Coping  

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect coping 

2.1. When I need help, I find someone to talk to 

2.2. I try to work out problems by talking about them 

2.3. The demands of everyday life often get me down 

2.4. I think it is important to have new experiences that challenge how you think about 

yourself and the world 

2.5. “I have been able to build a living environment and a lifestyle for myself that is much 

to my liking.” 
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2.6. I am quite good at managing the many responsibilities of my daily life.” 

2.7. I often feel overwhelmed by my responsibilities 

Active Handling 

2.8. Finding out all about the problem 

2.9. Making several alternative plans for handling a problem 

2.10. Considering different solutions to the problem 

2.11. Making a direct intervention when problems occur 

2.12. Using a direct approach in order to solve the problem 

2.13. Considering problems as a challenge 

2.14. Realising every cloud has a silver lining 

Passive-Avoidance 

2.15. Being totally pre-occupied with the problems 

2.16. Feeling unable to do anything 

2.17. Worrying about the past 

2.18. Taking a gloomy view of the situation 

2.19. Giving in, in order to avoid difficult situations 

2.20. Resigning oneself to the situation 

2.21. Trying to avoid difficult situations as much as possible 

Problem Sharing 

2.22. Sharing one’s worries with someone 

2.23. Asking someone to help 

2.24. Seeking sympathy and comfort from somebody 

2.25. Showing there are things which are bothering you 

2.26. Showing one’s feelings 

Palliative Reactions 

2.27. Looking for distraction 

2.28. Directing one’s thoughts towards other matters 

2.29. Trying to dispel one’s worries temporarily by taking a break 

2.30. Trying to make oneself feel better one way or the other 

2.31. Telling oneself that other people also have their problems from time to time 

Negative Expression 

2.32. Showing one’s anger with those responsible for the problem 

2.33. Showing one’s annoyance 

 

In general, are the items appropriate relative to the definition and personal attributes of 

coping? 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the 

action e.g. revise/ omit 

 

 

3. Connectedness  

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect connectedness 

 

3.1. I talk to my family/caregiver(s) about how I feel 

3.2. My family has fun together  
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3.3. I have a lot of fun with my brother(s) or sister(s). (leave blank if you have none) 

3.4. It is important that my parents trust me 

3.5. I feel close to my brother(s) of sister(s). (leave blank if you have none) 

3.6. My parents and I disagree about many things. 

3.7. I try to spend time with my brothers/sisters when I can. (leave blank if you have 

none) 

3.8. My parents and I get along well. 

3.9. I try to avoid being around my brother/sister(s). (leave blank if you have none) 

3.10. I care about my parents very much. 

3.11. I feel comfortable around my family 

3.12. My family members like to spend time with me  

3.13. Someone in my family accepts me for who I am  

3.14. Spending time with friends is not so important to me 

3.15. I spend a lot of time with kids around where I live. 

3.16. I have friends I'm really close to and trust completely 

3.17. Spending time with my friends is a big part of my life. 

3.18. My friends and I talk openly with each other about personal things. 

3.19. I spend as much time as I can with my friends. 

3.20. I hang out a lot with kids in my neighbourhood. 

3.21. I get along well with people my age  

3.22. I am liked by other kids my age  

3.23. I enjoy spending time with people my age  

3.24. I get along well with the other students in my classes. 

3.25. I try to get along with my teachers. 

3.26. My classmates often bother me. 

3.27. I care what my teachers think of me. 

3.28. I have a strong sense of belonging to my community  

3.29. I feel a strong attachment towards my community  

3.30. The adults at my school like me as much as they like other students  

3.31. There is an adult at my school that cares about me  

3.32. I enjoy going to my school 

3.33. I am proud of my ethnic background 

3.34. I feel I belong at my school 

3.35. My family stands by me during difficult times 

3.36. My friends stand by me during difficult times  

3.37. I am treated fairly in my community 

3.38. I enjoy my family's/caregiver’s cultural and family traditions. 

3.39. I enjoy my community's traditions. 

3.40. I am proud to be (Nationality: _____________)? 

3.41. How satisfied are you with your personal relationships? 

 

 

In general, are the items appropriate relative to the definition and personal attributes of 

connectedness? 

 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the 
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action e.g. revise/ omit 

 

 

 

4. Leisure activities 

 

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect leisure activities 

 

4.1. How much do you enjoy life? 

4.2. Do you have enough energy for everyday life? 

4.3. How healthy is your physical environment? 

4.4. I could do sports and exercise that other kids my age could do 

4.5. I have been physically able to do the activities I enjoy most 

4.6. Have you been able to do the things that you want to do in your free time? 

4.7. Has your life been enjoyable? 

4.8. Have you had fun? 

4.9. Have you felt so bad that you didn’t want to do anything? 

4.10. Have you had enough time for yourself? 

4.11. Have you been able to do the things that you want to do in your free time? 

4.12. My daily life has been filled with things that interest me  

4.13. My daily activities often seem trivial and unimportant to me.” 

4.14. When I do an activity, I enjoy it so much that I lose track of time. 

4.15. I get so involved in activities that I forget about everything else. 

4.16. It is important to me that I feel fulfilled by the activities that I engage in. 

 

In general, are the items appropriate relative to the definition and personal attributes of 

leisure activities? 

 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the 

action e.g. revise/ omit 

 

 

Meaning (Motivational)  

1. Spirituality  

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect spirituality  

1.1. I know my cultural/spiritual name. 

1.2.  When I am feeling spiritually disconnected, I look to my religious 

leader/elders/culture for help. 

1.3. Spiritual beliefs are a source of strength for me 

1.4.  I participate in organized religious activities 

1.5. I feel peaceful 

1.6. My life has been productive 

1.7. I have trouble feeling peace of mind 

1.8. I am able to reach down deep into myself for comfort 
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1.9. I feel a sense of harmony within myself 

1.10. I find comfort in my faith or spiritual beliefs 

1.11. I find strength in my faith or spiritual beliefs 

1.12. My illness has strengthened my faith or spiritual beliefs 

1.13. I know that whatever happens with my illness, things will be okay 

 

In general, are the items appropriate relative to the definition and personal attributes of 

spirituality? 

 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the 

action e.g. revise/ omit 

 

 

2. Hope  

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect hope  

 

2.1. I will accomplish what I want to do in my life 

2.2. I will acquire the things I want  

2.3. I will find good work  

2.4. I will achieve the level of education I want  

2.5. I will find work I enjoy 

2.6. I will find stable work  

2.7. I will always have enough to eat and live on  

2.8. I will feel satisfaction with myself  

2.9. The money I earn with my spouse will be sufficient  

2.10. My work will give me opportunities to feel proud of myself  

2.11. I will get married  

2.12. I will have children  

2.13. I will get married before I am 25 years old  

2.14. My marriage will last forever  

2.15. I will participate in many church activities  

2.16. I will regularly go to Mass or other religious services  

2.17. I will be a leader in my community  

2.18. I will have good health  

2.19. I will have a long life  

2.20. I will have a healthy diet  

2.21. I will participate in sports in my community  

2.22. I will provide my children with a safe place to life  

2.23. My children will live in a time of peace  

2.24. My children will have a long life. 

2.25. I am the sort of person who believes that life is full of meaning. 

2.26. I generally believe that my life will be valuable and productive 

2.27. I really believe that the children of today CANNOT expect much from their 

futures 

2.28. I generally believe that my future will be very active 
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2.29. I often fear that the rest of my life will NOT be worthwhile 

2.30.  Even when things go right‚ I often fear that my future is NOT under my control 

2.31. I often feel that I will be less and less comfortable with my body as time goes on 

2.32. I generally look forward to sharing my life with others 

2.33. I generally am NOT enthusiastic about my future 

2.34. I generally believe that I will get what I want out of life” 

2.35. I often fear that I will NOT have the personal support that I need in the future” 

2.36. I think I will be successful when I grow up 

2.37. I live life one day at a time and don't really think about the future 

2.38. I am optimistic about my future.  

2.39. I think that good things are going to happen to me.  

2.40. I believe that things will work out, no matter how difficult they seem. 

2.41. In uncertain times, I expect the best 

 

In general, are the items appropriate relative to the definition and personal attributes of 

hope? 

 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the 

action e.g. revise/ omit 

 

 

3. Purpose in Life 

Please use the highlighter or tick mark to indicate which of the following items 

appropriately measure or reflect purpose in life   

  

3.1. Getting an education is important to me 

3.2. I know how to behave in different social situations 

3.3.  I think it is important to help out in my community 

3.4.  I have goals and plans for the future  

3.5. I feel a sense of purpose in my life 

3.6. I have a reason for living 

3.7. My life lacks meaning and purpose 

3.8. To what extent do you feel your life to be meaningful?  

3.9. “I enjoy making plans for the future and working to make them a reality.” 

3.10. I have a sense of direction and purpose in life 

3.11. I don’t have a good sense of what it is I’m trying to accomplish in life 

3.12. As yet, I’ve not figured out what to do with my life. 

3.13. I can say that I have found my purpose in life. 

 

In general, are the items appropriate relative to the definition and personal attributes of 

purpose in life? 

 

Please provide comment on the appropriate action you would recommend for items that 

you did not select. In the comment box provide the number of the item and the 

action e.g. revise/ omit 
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THANK YOU FOR YOUR PARTICIPATION IN THE FIRST ROUND OF THE 

DELPHI STUDY 

You will receive an updated version of the survey as soon as comments and feedback have 

been integrated. As mentioned, the updated version will be shorter.  
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Stimulus Document: Mental Wellness Instrument for Adolescents Living with HIV 

(ROUND 2) 

Stimulus Document: Mental Wellness Instrument for Adolescents Living with HIV 

 

Date:  

Researcher: Zaida Orth  

Supervisor: Prof Brian van Wyk  

Participant: (Please fill in your unique ID number)  

 

Delphi Study Round 2: 

Dear participant, thank you for the valuable feedback provided during the 1st round. This 

gave us the opportunity to refine the items for the instrument. The feedback was integrated 

based on group consensus – items from the 1st round were included in the second round if 

70% of participants agreed on that item. Some of the items were also re-worded and refined 

based on qualitative feedback. For this round, we ask that you please review and provide any 

feedback and comments where necessary. Our goal is to reduce the number of items to 5-10 

per domain – for this we ask that you select the items that you feel are most relevant. Once 

the delphi study is complete, we will present the instrument to a small sample of ALHIV 

participants to evaluate the items through cognitive interviewing.  

 

SECTION A: Purpose and aim of the instrument  

Domains: 

Based on the model, SOC represents a core domain and indicator of mental wellness. 

From this we have the following sub-domains:  

Comprehensibility (cognitive) 

12. Self-acceptance: 

-Acknowledging and embracing every aspect of yourself including both good and bad 

qualities as you accept that this forms part of who you are. Therefore, it involves 

developing a realistic sense of self (understanding) – a subjective awareness of your 

strengths, weaknesses and circumstances    

- To be self-accepting implies accepting yourself unconditionally in the present despite past 

behaviours or circumstances. It involves accepting parts of ourselves that we may 

not necessarily like, without offering justification for any of them (e.g., ALHIV do 

not need to feel the need to justify their status, as indicated in our study on mental 

wellness discourses, ALHIV needed to overcome internalised stigma around HIV to 

accept themselves as ‘beautiful’ and ‘normal’ regardless of their status) (Orth & van 

Wyk, 2022), as well as acknowledging the worthiness that is inherent in each one of 

us despite our flaws and shortcomings.  

- Research shows that self-acceptance and self-esteem are conceptually different, yet closely 

related constructs. While both self-acceptance and self-esteem seem to show positive 

correlation with mental health outcomes, studies suggest that self-esteem is more 

closely related to affect, while self-acceptance relates to general psychological 

wellbeing (Popov, 2018). A high level of self-esteem is a prerequisite for self-

acceptance.  

 

Feedback:  

 

 

13. Self-esteem  

-Self-esteem is based on how we see ourselves in relation to our own expectations (internal 
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assessments) and with others (external feedback and validation). Self-esteem can be 

influenced by many factors within our environment, especially during adolescence, 

such as socializing with others, school performance, self-efficacy etc.  

-Unlike self-acceptance, self-esteem can be divided into high or low self-esteem.  

-ALHIV with high self-esteem talk about themselves in a positive light, highlight their best 

qualities, feel confident and good about themselves, make choices that reflect a 

positive self-view  

 

 

Feedback:  

 

 

14. Self-efficacy  

-Self-efficacy is a person's belief in their ability to succeed in a particular situation. It 

includes the belief in one’s ability to overcome and effectively negotiate life 

challenges and to complete goals and aspirations.  

 

 

Feedback:  

15. Adherence self-efficacy 

-Belief in one’s ability to successfully adhere to treatment plans which may include ALHIV 

successfully managing their treatment by taking medication correctly and on time 

every day, maintaining appointments, collecting medication and observing other 

requirements outlined by their healthcare providers. Additionally, ALHIV can 

maintain their treatment plan even if they experience a change in circumstances or 

new stressors.  

 

 

Feedback:  

 

 

Manageability (behavioural)  

16. Resilience  

-The ability to mentally withstand or adapt to uncertainty, challenges, and 

adversity. 

-The ability, determination, and strength to overcome stressful life situations 

- The ability to thrive despite obstacles or disadvantageous circumstances 

-Includes navigating access to knowledge and resources to withstand or adapt to stressors. 

 

 

Feedback:  

 

17. Coping  

-Coping refers to positive cognitive and behavioural efforts to manage (master, reduce, 

or tolerate) daily life stressors in healthy ways.  

-ALHIV may engage in a range of coping mechanisms to deal with daily life stressors as 

well as those associated with managing a lifelong condition 

-This may include engaging in activities they enjoy, connecting with others, engaging in 

meaningful activities. 
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Feedback :  

 

18. Connectedness 

-Sense that one has satisfying relationships with others, believing that one is cared for, 

loved, esteemed, and valued, and providing friendship or support to 

others  

-Feelings of belonging and acceptance in different environments and contexts (i.e. family, 

school, community) 

-Feeling taken care of, and wanting to reciprocate by taking care of others which also 

fostered a sense of purpose and meaning (in our study, participants expressed that 

they felt taken care of when family members reminded them to take medication, or 

reminding their family members to take medication in the case others in the 

household are HIV+, wanting to do well in life so that they can support their loved 

ones)  

-ALHIV may experience support from family, clinic staff, spending time with friends, 

engaging in community activities  

 

Feedback:  

 

 

19. Leisure activities  

-Engaging and participating in healthy activities that bring enjoyment and relaxation (de-

stress) 

-Like their peers, ALHIV engage in a range diverse interest and hobbies based on their 

personal interests, for example - listening to music, sports, reading, dancing etc. 

these activities help them to cope, connect with others and find enjoyment in life. 

Additionally, engaging in such activities is indicative of a sense of physical 

wellbeing. 

 

Feedback:  

 

Meaning (motivational)  

20. Spirituality 

- Spirituality is a broad concept comprising of several key attributes, meaning and 

purpose, transcendence, connectedness, relationships and religiosity (Puchalski et 

al. 2014). Can include a experiencing a relationship or connection with a higher 

being or power outside oneself or the psychological process of bringing one's 

attention to the internal and external experiences occurring in the present moment, 

concern for or sensitivity to things of the spirit or soul. Spirituality confers inner 

strengths, comfort, peace and wellness. Experiencing a sense of inner peace, 

contentment and happiness with oneself and others.  

- ALHIV may attend religious ceremonies and activities, express a belief in a 

higher power, connection with cultural/spiritual heritage and traditions. For 

ALHIV, spirituality can help them cope with life stressors by finding meaning in 

situations  

 

Feedback: 
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21. Hope  

-Process of thinking about one’s goals, along with the motivation to move towards those 

goals (agency) and ways to achieve those goals (pathways) 

Emotion characterized by positive feelings about the immediate or long-term 

future. Optimistic view of the future and life that will lead to positive outcomes 

- For ALHIV it contributes to a “process of meaning-making which enables people to 

psychologically cope with the stressful life event of HIV infection and helps them to 

maintain a psychological balance” (Plattner and Meiring 2006: 244). 

-Indicative in ALHIV showing a positive attitude toward life and their future  

-Hopes and dreams for the future may motivate ALHIV to stay on treatment. Some hope to 

finish school, get a good job, get married, start a family or even a cure for HIV. Like 

many adolescents, ALHIV may be idealistic about their future dreams (i.e. wants to 

be a singer or soccer star etc).  

 

Feedback:  

 

 

22. Purpose in life  

- Adolescence is a formative period for cultivating a sense of purpose in life.  

-You have goals in life and/or a sense of directedness; feel there is meaning to your present, 

past and future life. Purpose is a part of one’s personal search for meaning, but it 

also has an external component, the desire to make a difference in the world, to 

contribute to matters larger than the self. More than hope (less idealistic, more 

realistic), purpose in life represents a sense of meaning in their lives like caring for 

their younger siblings or family members, developing goals to achieve future 

success  

 

Feedback:  

 

Aim:  

The aim of the instrument is to measure mental wellness (indicators of positive mental 

health) among ALHIV  

 

Feedback:  

 

 

Purpose: 

The purpose of the instrument is to provide a general measure to: 

To screen mental wellness among ALHIV as an indicator of overall wellbeing and to identify 

challenges to their mental wellness.  

To screen mental wellness among ALHIV and investigate its relationship to adherence to 

ART (i.e. current research suggests that poor mental health outcomes are associated with 

poorer adherence. More research is needed to understand how mental wellness (positive 

mental health) can improve adherence). To provide further information on how or which 

mental wellness indicators among ALHIV may act as a buffer against mental health problems  

Feedback:  
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Type of measure: 

The proposed measure is a self-administered/self-report screening instrument as this allows 

for initial evaluation and scoring of mental wellness across different domains. Additionally, 

this is considered an appropriate measurement type, as our goal is not to provide a clinical 

diagnosis of mental health problems, rather a general assessment of positive mental wellness 

‘strengths’ which can be reinforced (through intervention programs, workshops etc.) to buffer 

against the development of mental health problems. Therefore, this screening tool will allow 

us to categorise participants into groups (e.g. ALHIV with high mental wellness or ALHIV 

with low mental wellness) with reasonable accuracy. In research, this may be used to provide 

information on the relationship between mental wellness and maintaining adherence to ART 

(i.e. are participants with higher mental wellness scores demonstrating adherence?) or may 

provide an indication of which domains of mental wellness need intervention (i.e. 

participants may score high in one domain and low in another). Screening instruments are 

considered advantageous as they can be easily administered in a timely and cost-efficient 

manner. Furthermore, the results from screening instruments are immediately available and 

easy to score and interpret – as such it may be used by a variety of professionals, including 

health care workers, counsellors, school staff, paraprofessionals and trained volunteers.  

Feedback:  

Type of scale: 

We propose to pilot a 4- point Likert type scale  

Item Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

 1 2 3 4 

 

Feedback:  

 

User group: 

The proposed is meant to be self-administered by the adolescent. However, where needed, 

instrument a researcher, professional, paraprofessional or trained volunteer may assist the 

participant in filling out the survey.  

Feedback:  

 

Target population:  

The proposed instrument is intended for older ALHIV aged 15-19 

Feedback:  

 

Language: 

The primary instrument will be developed in English. However, subsequent versions may 

be adapted and translated into other languages.  

 

Technical Information:  

This section includes questions on the administration, scoring and interpretation of the 

proposed instrument. 

General information for researchers/administers: 

The Mental Wellness Measure for Adolescents Living with HIV (MWM-ALHIV) is a self-

administered tool that can be completed as a pencil and paper survey or computer-based 

survey. There are two parts namely; Part 1, which prompts the participant for demographic 

information and Part 2, which contains the MWM-ALHIV. The survey should be completed 

in one sitting, in a space where the participant is comfortable and can focus without 
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disruptions. Participants should be reminded that their answers are private and anonymous, 

that there are no correct or incorrect answers, and should be encouraged to answer all 

questions honestly to avoid bias. As such, participants are encouraged to go with their first 

response, as this is considered the most natural response. Where needed (due to literacy or 

language issues for example), participants may require assistance to fill out the survey). We 

anticipate that the final survey should take approximately 15-20 minutes to complete. Please 

note, that the instrument asks questions related to mental wellness and some participants may 

find it distressing to think about these issues. As such, it is advisable that arrangements 

should be made for appropriate support and counselling if needed.  

Feedback to consider: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

3. SECTION B: Mental Wellness Measure for Adolescents Living with HIV  

This section is divided into 2 parts. In the first section, we present the demographic 

information section followed by the items formulated to assess mental wellness across 

the sub-domains.  

 

Demographic Questionnaire:  

Hello  

We would like to know a little more about you and how you are feeling. Let’s start with some 

general information in the questions below. Remember, all of this information will be kept 

private. If there is anything you are not comfortable filling out, please skip and move on to 

the next.  

 

What is your age? 

☐ 15 ☐ 16 ☐ 17 ☐ 18 ☐ 19  

What gender do you identify with?  

☐ Man ☐ Woman ☐ Other (please specify______) ☐ Prefer not to say  

Do you have any siblings?  

☐Yes ☐ No   

If yes, how many siblings do you have? 

_________________________ 

What would you identify as your ethnic or cultural group? 

______________________________________________ 

What religion do you identify with?  

☐Christianity  ☐Islam  ☐Judaism ☐Traditional African ☐Hinduism ☐None  ☐Other  

What is your home language?  
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☐English ☐Afrikaans ☐Xhosa ☐Zulu ☐Sotho ☐Tsonga ☐Tswana ☐Venda ☐Swati 

☐Ndebele ☐Other  

What grade are you in at school or what is the last grade that you have passed in school? 

_________________________________ 

If you are not at school are you at 

☐University  ☐College  ☐FET  ☐Working ☐Not working  

Who are you living with?  

☐ Parents ☐ Grandparents ☐Family ☐ Other  

Who are your caregivers/guardians?  

☐ Parent/s ☐ Grandparent/s ☐Family member ☐ Other  

 

 Feedback:  

 

 

 

Proposed items of the instrument:  

(The opening message and items formulated for the respective sub-domains are 

presented below) 

Opening message for participants:  

In this section we want to know more about how you feel about yourself, your family, friends 

and life. Please read each question carefully. When you think about your answers, please try 

to remember how you felt in the last week. Tick the box that fits your answer the best. 

Remember, there are no right or wrong answers, this is all about you. You do not have to 

show your answers to anybody, and all your answers will be kept private.  

Feedback: 

 

Domain: Sense of Coherence 

Sub-domains: Comprehensibility (Cognitive) 

Please use the highlighter or tick mark to indicate which items you think are most relevant  

Self-Acceptance  Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

 I dislike my own flaws/weaknesses 1 2 3 4 

When I think about the things I can’t do, I 

feel bad about myself 

1 2 3 4 

When times are hard, I tend to be tough 

on myself. 

1 2 3 4 

There are parts of my personality that I 

don't like that I want to change 

1 2 3 4 

When I fail at something important to me, 

I remind myself that it is part of being 

human 

1 2 3 4 

I’m kind to myself. 1 2 3 4 

Even when I am bad at something, I still 

love myself. 

1 2 3 4 

I feel good about myself, even if I am not 

successful in meeting goals that are 

important to me 

1 2 3 4 

When something upsets me, it does not 

change how I feel about myself 

1 2 3 4 
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I am a valuable person, even if there are 

parts of myself that I do not like. 

1 2 3 4 

I am happy with the way I am 1 2 3 4 

I feel I am a valuable person even when 

other people don’t like me. 

1 2 3 4 

I am comfortable with who I am as a 

person 

 

1 2 3 4 

My status does not define who I am 1 2 3 4 

Being HIV+ is part of who I am, and I am 

okay with that 

1 2 3 4 

I am special – there is no one else like me 1 2 3 4 

Even though I have HIV, I still see 

myself as an amazing person 

    

 

Feedback:  

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

 

Please use the highlighter or tick mark to indicate which items you think are most relevant  

 

Self-Esteem Strongly 

disagree 

Disagree Somewhat Agree Strongly Agree 

I feel good about myself. 1 2 3 4 

At times I dislike myself. 1 2 3 4 

There are many things that I like about myself. 1 2 3 4 

I am proud of myself 1 2 3 4 

I feel good when other people compliment me 1 2 3 4 

I can do things as well as other people my age. 

 

1 2 3 4 

I do not have much to be proud of. 1 2 3 4 

I feel that I'm just as worthy as other people my age 1 2 3 4 

I wish I could like myself. 1 2 3 4 

I feel that I am a failure. 1 2 3 4 

I take a positive attitude toward myself. 1 2 3 4 

Other people are proud of me 1 2 3 4 

When I think about being HIV+ I feel bad about myself 1 2 3 4 

I feel bad about myself when other people criticize me  1 2 3 4 

 

 

 

Feedback:  

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

                                                        

 

Please use the highlighter or tick mark to indicate which items you think are most relevant  
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Self-efficacy Strongly 

disagree 

Disagree Somewhat Agree Strongly Agree 

I believe I can do most things if I try 1 2 3 4 

There are many things that I do well 1 2 3 4 

I believe I know what my strengths are 1 2 3 4 

My status has not affected my abilities 1 2 3 4 

Other people usually know better what would be good for 

me 

1 2 3 4 

I feel strong 1 2 3 4 

I have many talents 1 2 3 4 

There are many things I cannot do because of my status 1 2 3 4 

I don’t try new things because I am scared, I will fail 1 2 3 4 

I doubt myself  1 2 3 4 

 

Feedback:  

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

Adherence Self-efficacy Strongly 

disagree 

Disagree Somewhat Agree Strongly Agree 

Taking my treatment is part of my daily routine 1 2 3 4 

I find ways to take my treatment every day, even when I am 

around people who don’t know my status. 

1 2 3 4 

I take my treatment every day even when there are changes in 

my daily routine (example travelling) 

1 2 3 4 

I take my treatment every day even when I don’t feel 

well. 

 

1 2 3 4 

I take my treatment every day even when my eating habits have 

changed. 

1 2 3 4 

I take my treatment every day even when it gets in the way of 

my daily activities 

1 2 3 4 

I take my treatment every day even when I am having a bad day 1 2 3 4 

I take my treatment every day even when I have problems going 

to the clinic. 

1 2 3 4 

I take my treatment every day even when people close to me tell 

me not to 

1 2 3 4 

I take my treatment every day even when I feel like people will 

judge me 

1 2 3 4 

I do what my doctor/nurse tells me to do because I know 

it will help me stay healthy  

 

1 2 3 4 

I am confident that I can manage my treatment 

 

1 2 3 4 

I know that if I follow my treatment plan, I will be strong 

and healthy  

 

1 2 3 4 

I try to attend all my clinic appointments even when I 

have problems going to the clinic 

1 2 3 4 
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I do other things to try and stay healthy (e.g. eat healthy 

foods, drink water, exercise) 

 

1 2 3 4 

Feedback:  

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

 

Manageability (Behavioural) 

Please use the highlighter or tick mark to indicate which items you think are most relevant  

Resilience  

 

Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

I can work out my problems without hurting myself or 

others (for example by using drugs and/or being 

violent). 

1 2 3 4 

I know where to go in my community to get help 

 

1 2 3 4 

I have opportunities to show others that I am becoming 

an adult  

1 2 3 4 

I have opportunities to develop skills that will be 

useful later in life (like job skills and skills to care for 

others). 

1 2 3 4 

I do things at school that make a positive difference 

(i.e. make things better) 

1 2 3 4 

I do things at home that make a positive difference (i.e. 

make things better) 

1 2 3 4 

I know where to go for help when I have problems 1 2 3 4 

In general, I feel I am in control of my life 1 2 3 4 

For me, life is about learning, changing, and growing 

despite my circumstances 

1 2 3 4 

I struggle to do things in my life in a way that is 

satisfying to me 

1 2 3 4 

When I am struggling, I know where to look for help 1 2 3 4 

Learning about my status has helped me to better 

manage my life 

1 2 3 4 

There are people in my life that I can share my 

feelings with 

1 2 3 4 

I am confident that I can overcome the challenges in 

life 

1 2 3 4 

When times are tough, I do not know what to do 1 2 3 4 

Being HIV+ will not stop me from accomplishing 

what I want in life  

 

1 2 3 4 

Being HIV+ is not a challenge 1 2 3 4 

I feel helpless 1 2 3 4 

When life is challenging, I give up 1 2 3 4 

Living with HIV is a struggle      
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Feedback:  

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

 

Please use the highlighter or tick mark to indicate which items you think are most relevant  

 

Coping  

 

Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

I try to work out problems by talking about them 1 2 3 4 

My problems get me down 1 2 3 4 

I think it is important to have new experiences that 

challenge how you think about yourself and the 

world 

1 2 3 4 

I am good at managing my responsibilities. 1 2 3 4 

I often feel overwhelmed by my responsibilities 1 2 3 4 

When I have problems I think about different 

solutions to solve the problem 

1 2 3 4 

When I have problems, I take action to solve it  

 

1 2 3 4 

I try to avoid difficult situations as much as possible 

 

1 2 3 4 

I have someone to talk to about my status   1 2 3 4 

When I think of being HIV+ I want to hide away  

 

1 2 3 4 

When I think of being HIV+ I remind myself that 

there are others who are like me  

 

1 2 3 4 

When I think of being HIV+ I remind myself that I 

am loved  

 

1 2 3 4 

Sometimes, I like to imagine that I do not have HIV 1 2 3 4 

I ask others for help when I need it 1 2 3 4 

I look for sympathy and comfort from others when I 

need it 

1 2 3 4 

I do not hide my feelings 1 2 3 4 

When I feel sad or when something is bothering me, 

I try to think of something else 

1 2 3 4 

When I feel sad, or when something is bothering 

me, I do activities I enjoy (e.g. playing games, 

listening to music, reading etc).   

1 2 3 4 

I think my situation is unfair 1 2 3 4 

I do not care about my life 1 2 3 4 

I am ashamed of my status 1 2 3 4 

I make jokes about my problems to feel better 1 2 3 4 

I accept the situation I am in 1 2 3 4 

I ignore my problems 1 2 3 4 

I pretend that I am okay 1 2 3 4 
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Feedback: 

 

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

 

 

 

Please use the highlighter or tick mark to indicate which items you think are most relevant   

 

 

Connectedness  

 

Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

I talk to my family/caregiver(s) about how I feel 

 

1 2 3 4 

My family has fun together 1 2 3 4 

I have a lot of fun with my sibling(s) or other family 

member(s) I feel close to. (leave blank if you have 

none) 

1 2 3 4 

It is important that my parents trust me 

 

1 2 3 4 

I feel close to my sibling(s) or other family 

member(s) (leave blank if you have none) 

1 2 3 4 

I feel close to my sibling(s) or other family 

member(s) (leave blank if you have none) 

1 2 3 4 

I try to spend time with sibling(s) or other family 

member(s) I feel close to when I can. (leave blank if 

you have none) 

 

1 2 3 4 

My parents and I get along well. 

 

1 2 3 4 

I try to avoid being around my sibling or other family 

member(s) (leave blank if you have none) 

1 2 3 4 

I feel comfortable around my family 

 

1 2 3 4 

My family members like to spend time with me 1 2 3 4 

Someone in my family accepts me for who I am  

 

1 2 3 4 

I have friends I'm really close to and trust  

 

1 2 3 4 

Spending time with my friends is important to me 1 2 3 4 

My friends and I talk openly with each other about 

personal things. 

1 2 3 4 

I get along well with people my age 1 2 3 4 

Kids my age like me 1 2 3 4 

I enjoy spending time with people my age 1 2 3 4 

I try to get along with my teachers. 1 2 3 4 
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I feel like I belong in my community 1 2 3 4 

I feel a strong attachment towards my community 1 2 3 4 

There is an adult at my school that cares about me 1 2 3 4 

I am proud of my ethnic background 1 2 3 4 

I feel I belong at my school 1 2 3 4 

My family stands by me during difficult times 1 2 3 4 

I am treated fairly in my community 1 2 3 4 

I enjoy my family's/caregiver’s cultural and family 

traditions. 

1 2 3 4 

I enjoy my community's traditions. 1 2 3 4 

I feel supported by the clinic/hospital staff 1 2 3 4 

I feel like my doctor/nurse cares about me 1 2 3 4 

I feel all alone in the world 1 2 3 4 

 

 

 

 

Feedback:  

 

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

 

 

Please use the highlighter or tick mark to indicate which items you think are most relevant  

 

Leisure activities Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

I am able to do the activities I enjoy most 1 2 3 4 

I have enough time for myself 1 2 3 4 

I am able to do the things I want to do in my free time 1 2 3 4 

My daily life has been filled with things that interest 

me 

1 2 3 4 

My daily activities often seem boring and 

unimportant to me. 

1 2 3 4 

When I do an activity, I enjoy it so much that I lose 

track of time. 

1 2 3 4 

I get so involved in activities I enjoy that I forget 

about everything else. 

1 2 3 4 

It is important to me that I feel satisfied by the 

activities that I take part in. 

1 2 3 4 

Being HIV+ has not stopped me from doing the 

things I like 

1 2 3 4 

I have no energy to do the things I like 1 2 3 4 

 

 

 

 

Feedback:  
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Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

 

Meaning (Motivational)  

Please use the highlighter or tick mark to indicate which items you think are most relevant  

 

Spirituality  Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

When I feel lost, I look to my religious 

leader/elders/culture for help. 

1 2 3 4 

My faith or spiritual beliefs are a source of strength 

for me 

1 2 3 4 

I participate in organized religious activities 1 2 3 4 

I feel a sense of peace within myself 1 2 3 4 

I find comfort in my faith or spiritual beliefs 1 2 3 4 

I find strength in my faith or spiritual beliefs 1 2 3 4 

Being HIV+ has strengthened my faith or spiritual 

beliefs 

1 2 3 4 

I believe everything happens for a reason 1 2 3 4 

Being HIV+ is part of God’s plan for me 1 2 3 4 

 

 

Feedback: 

 

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

Please use the highlighter or tick mark to indicate which items you think are most relevant  

 

Hope Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

I will accomplish what I want to do in my life 1 2 3 4 

I will find good work 1 2 3 4 

I will achieve the level of education I want 1 2 3 4 

I will find work I enjoy 1 2 3 4 

My work will give me opportunities to feel proud of 

myself 

1 2 3 4 

When I grow up I will have a good family life 1 2 3 4 

When I grow up, I will have the life I want  1 2 3 4 

I will have good health 1 2 3 4 

I will have a long life 1 2 3 4 

I will be able to provide for myself  1 2 3 4 

I will be able to provide for my family  1 2 3 4 

I believe life has meaning  1 2 3 4 

I believe  1 2 3 4 

I don’t know what my future holds   1 2 3 4 

Thinking about the future scares me  1 2 3 4 
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I look forward to sharing my life with others 1 2 3 4 

The future doesn’t excite me  1 2 3 4 

I will be successful when I grow up 1 2 3 4 

I am optimistic about my future. 1 2 3 4 

I think that good things are going to happen to me. 1 2 3 4 

I believe that things will work out 1 2 3 4 

When I think of being HIV+ I remind myself that I 

have a bright future 

1 2 3 4 

I do not have plans for my future 1 2 3 4 

Being HIV+ has not changed my plans for the future 1 2 3 4 

I think my life will never get any better because of 

my status 

1 2 3 4 

I will have many opportunities in life  1 2 3 4 

Being HIV+ will not stop me from achieving my 

goals  

1 2 3 4 

I have nothing to look forward to  1 2 3 4 

 

 

 

Feedback: 

 

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 

 

 

Please use the highlighter or tick mark to indicate which items you think are most relevant  

 

Purpose in Life 

 

Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

Getting an education is important to me 1 2 3 4 

I think it is important to help out in my 

community 

1 2 3 4 

I have goals and plans for the future 1 2 3 4 

I feel a sense of purpose in my life 1 2 3 4 

I have a reason for living, even though I 

have HIV 

1 2 3 4 

My life has no meaning  1 2 3 4 

I enjoy making plans for the future and 

working to make them a come true 

1 2 3 4 

I have a sense of direction in life. 1 2 3 4 

I can say that I have found what I want to 

do in life 

1 2 3 4 

I am learning more about myself and who I 

want to be 

1 2 3 4 

I struggle to think of what I want in life  1 2 3 4 

I have no goals or aims  1 2 3 4 

My life feels empty  1 2 3 4 

 

 

https://etd.uwc.ac.za/



356 
 

Feedback: 

 

Do the items listed capture the construct? Is there anything missing that you would 

recommend adding? 
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APPENDIX C: Revised version of the Mental Wellness Measure for Adolescents 

Living with HIV (MWM-ALHIV) (After Delphi Study) 

 

Mental Wellness Measure for Adolescents Living with HIV 

 

In this section we want to know more about how you feel about yourself, 

your family, friends and life. Please read each question carefully. When 

you think about your answers, please try to remember how you felt in the 

last week. Tick the box that fits your answer the best. Remember, there 

are no right or wrong answers, this is all about you. You do not have to 

show your answers to anybody, and all your answers are private. 

 

Domain: Sense of Coherence 

Sub-domains: Comprehensibility (Cognitive) 

 

 

 Self-Acceptance  Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 When I fail at 

something important 

to me, I remind 

myself that it is part 

of being human 

    

2 I’m kind to myself.     

3 Even when I am bad 

at something, I still 

love myself. 

    

4 When something 

upsets me, it does not 

change how I feel 

about myself 

    

5 I am a valuable 

person, even if there 

are parts of myself 

that I do not like. 

    

6 I am happy with the 

way I am 

    

7 I feel I am a valuable 

person even when 

other people don’t 

like me. 

    

8 I am comfortable with 

who I am as a person 

    

9 Living with HIV does 

not define who I am 

    

10 Living with HIV is 

part of who I am, and 

I am okay with that 
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 Self-Esteem Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 I feel good about 

myself. 

    

2 There are many things 

that I like about 

myself. 

    

3 I am proud of myself     

4 I can do things as well 

as other people my 

age. 

 

    

5 I do not have much to 

be proud of. 

    

6 I feel that I'm just as 

worthy as other people 

my age 

    

7 I wish I could like 

myself. 

    

8 I take a positive 

attitude toward myself. 

    

9 When I think about 

living with HIV, I feel 

bad about myself 

    

https://etd.uwc.ac.za/



359 
 

 

 

 

 

 

 Self-efficacy Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 I can do 

most things 

if I try 

    

2 There are 

many things 

that I do 

well 

    

3 I know my 

strengths  

    

4 Living with 

HIV has not 

affected my 

ability to do 

what I want 

in life   

    

5 I feel strong     

6 I have many 

talents 

    

7 There are 

many things 

I cannot do 

because I am 

living with 

HIV 

    

8 I don’t try 

new things 

because I am 

scared, I will 

fail 

    

9 I doubt 

myself  
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 Adherence Self-efficacy Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 Taking my treatment is 

part of my daily routine 

    

2 I find ways to take my 

treatment every day, 

even when I am around 

people who don’t know 

that I am living with 

HIV 

    

3 I take my treatment 

every day even when 

there are changes in my 

daily routine (example 

travelling) 

    

4 I take my treatment 

every day even when I 

don’t feel well. 

 

    

5 I take my treatment 

every day even when my 

eating habits have 

changed. 

    

6 I take my treatment 

every day even when it 

gets in the way of my 

daily activities 

    

7 I take my treatment 

every day even when I 

am having a bad day 

    

8 I take my treatment 

every day even when I 

have problems going to 

the clinic. 

    

9 I take my treatment 

every day even when 

people close to me tell 

me not to 

    

10 I take my treatment 

every day even when I 

feel like people will 

judge me 

    

11 I am confident that I can 

manage my treatment 

 

    

12 I try to attend all my 

clinic appointments even 

when I have problems 

going to the clinic 
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Manageability (Behavioural) 

 

 

13 I do other things to try 

and stay healthy (e.g., 

eat healthy foods, drink 

water, exercise) 

 

    

 Resilience  

 

Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 I can work out my 

problems without hurting 

myself or others (for 

example by using drugs 

and/or being violent). 

    

2 I know where to go in 

my community to get 

help 

 

    

3 I do things at school that 

make a positive 

difference (i.e. make 

things better) 

    

4 I do things at home that 

make a positive 

difference (i.e. make 

things better) 

    

5 I know where to go for 

help when I have 

problems 

    

6 In general, I feel I am in 

control of my life 

    

7 For me, life is about 

learning, changing, and 

growing despite my 

circumstances 

    

8 I am confident that I can 

overcome the challenges 

in life 

    

9 Living with HIV does 

not stop me from 

accomplishing what I 

want in life  

 

    

10 When life is challenging, 

I give up 
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 Coping  

 

Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 I try to work out 

problems by talking about 

them 

    

2 I think it is important to 

have new experiences 

that challenge how you 

think about yourself and 

the world 

    

3 I am good at managing 

my responsibilities. 

    

4 When I have problems, I 

think about different 

solutions to solve the 

problem 

    

5 When I have problems, I 

take action to solve it  

 

    

6 I try to avoid difficult 

situations as much as 

possible 

 

    

7 When I think of living 

with HIV I remind myself 

that there are others who 

are like me  

 

    

8 I ask others for help when 

I need it 

    

9 When I feel sad or when 

something is bothering 

me, I try to think of 

something else 

    

10 When I feel sad, or when 

something is bothering 

me, I do activities I enjoy 

(e.g. playing games, 

listening to music, 

reading etc).   
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 Connectedness  

 

Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 I talk to my 

family/caregiver(s) about 

how I feel 

 

    

2 My family has fun together     

3 I feel close to my sibling(s) 

or other family member(s) 

(leave blank if you have 

none) 

    

4 I feel comfortable around 

my family 

 

    

5 Someone in my family 

accepts me for who I am  

 

    

6 I have friends I'm really 

close to and trust  

 

    

7 I feel like I belong in my 

community 

    

8 My family stands by me 

during difficult times 

    

9 I feel supported by the 

clinic/hospital staff 

    

10 I feel all alone in the world     
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Meaning (Motivational)  

 Leisure activities Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 I am able to do the 

activities I enjoy most 

    

2 I have enough time for 

myself 

    

3 I am able to do the 

things I want to do in 

my free time 

    

4 My daily life has been 

filled with things that 

interest me 

    

5 My daily activities often 

seem boring and 

unimportant to me. 

    

6 When I do an activity, I 

enjoy it so much that I 

lose track of time. 

    

7 I get so involved in 

activities I enjoy that I 

forget about everything 

else. 

    

8 It is important to me 

that I feel satisfied by 

the activities that I take 

part in. 

    

9 Living with HIV has not 

stopped me from doing 

the things I like 

    

10 I have no energy to do 

the things I like 

    

 Spirituality  Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 When I feel lost, I look to 

my religious 

leader/elders/culture for 

help. 

    

2 My faith or spiritual beliefs 

are a source of strength for 

me 

    

3 I participate in organized 

religious activities 

    

4 I feel a sense of peace 

within myself 
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 Purpose in Life 

 

Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 Getting an education is 

important to me 

    

2 I think it is important to 

help out in my 

community 

    

5 I find comfort in my faith or 

spiritual beliefs 

    

6 I find strength in my faith or 

spiritual beliefs 

    

7 Living with HIV has 

strengthened my faith or 

spiritual beliefs 

    

 Hope Strongly 

disagree 

Disagree Somewhat 

Agree 

Strongly 

Agree 

1 I will accomplish what I 

want to do in my life 

    

2 I will find good work     

3 I will find work I enjoy     

4 When I grow up I will 

have a good family life 

    

5 When I grow up, I will 

have the life I want  

    

6 I will have good health     

7 I will have a long life     

8 I will be able to provide 

for myself  

    

9 I will be able to provide 

for my family  

    

10 I am optimistic about 

my future. 

    

11 I think that good things 

are going to happen to 

me. 

    

12 I believe that things will 

work out 

    

13 I am living with HIV, 

and I have a bright 

future 

    

14 Living with HIV will 

not stop me from 

achieving my goals  
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3 I have goals and plans 

for the future 

    

4 I feel a sense of purpose 

in my life 

    

5 I have a reason for 

living 

    

6 I enjoy making plans 

for the future and 

working to make them 

a come true 

    

7 I have a sense of 

direction in life. 

    

8 I can say that I have 

found what I want to do 

in life 

    

9 I am learning more 

about myself and who I 

want to be 

    

10 I struggle to think of 

what I want in life  

    

11 I have no goals or aims      
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 APPENDIX D: Final version of the Mental Wellness Measure for Adolescents Living 

with (MWM-ALHIV) (after Cognitive Interviews) 

 

Mental Wellness Measure for Adolescents Living with HIV 

In this section we want to know more about how you feel about yourself, 

your family, friends and life. Please read each question carefully. When 

you think about your answers, please try to remember how you felt in the 

last week. Tick the box that fits your answer the best. Remember, there 

are no right or wrong answers, this is all about you. You do not have to 

show your answers to anybody, and all your answers are private. 

 

 

 

 Self-Acceptance Strongl

y 

disagre

e 

Disagree Somewh

at Agree 

Strongly 

Agree 

1 I’m kind to myself.     

2 I love myself even 
when I fail at 
something 

    

3 When something 
upsets me, I feel bad 
about myself 

    

4 I love myself, even 

if there are things 

about myself that I 

dislike 

    

5 I am happy with the 
way I am 

    

6 I feel I am a 
valuable 
person even 
when other 
people don’t 
like me. 

    

7 I love myself just the 
way I am 

    

8 Living with HIV does 
not define who I am 

    

9 Living with HIV is 

part of who I am, 

and I am okay with 

that 
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 Self-Esteem Strongl

y 

disagre

e 

Disagree Somewhat 

Agree 

Stron

gly 

Agree 

1 I feel good about myself.     

2 There are many things 
that I like about myself. 

    

3 I am proud of myself     

4 I can do things as well as 

other people my age. 

    

5 I feel like a failure     

6 I feel that I'm just as 

worthy as other 

people my age 

    

7 I wish I could like 
myself. 

    

8 I take a positive attitude 
toward myself. 

    

9 When I think about 

living with HIV, I 

feel bad about myself 

    

1

0 

There are many 

things I wish I 

could change about 

myself 

    

1
1 

Other people like me     

1
2 

I think I am good 
looking 
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 Adherence Self-efficacy Strong

ly 

disagre

e 

Disagre

e 

Somewh

at Agree 

Strong

ly 

Agree 

1 Taking my treatment is part of my daily routine     

2 When I am around people who don’t know my 

status, I will still try to find a way to take my 

treatment (e.g. go to the bathroom) 

    

3 I take my treatment every day even when there 
are changes in my daily routine (example 
travelling) 

    

4 I take my treatment every day even when I don’t 

feel well. 

    

5 I take my treatment every day even when it gets in 

the way of my daily activities (e.g. playing sport) 

    

6 I take my treatment every day even when I am 

having a bad day 

    

7 I am confident that I can manage my treatment     

8 I try to make a way to attend my clinic 

appointment, even when I have problems going 

to the clinic 

    

9 I do other things to try and stay healthy (e.g. 

eat healthy foods, drink water, exercise) 

    

10 Sometimes I forget to take my treatment     

 Self-efficacy Strongly 

disagree 

Disagree

  

Somewhat 

Agree 

Strongly 

Agree 

1 I can do most things if I try     

2 There are many things that I do well     

3 I know my strengths     

4 Living with HIV has not affected my 

ability to do what I want in life 

    

5 I have what it takes to achieve my goals     

6 I have many talents     

7 There are many things I cannot do 
because I am living with HIV 

    

8 I don’t try new things because I am 

scared, I will fail 

    

9 I doubt myself     

10 I am confident in myself     

11 I struggle to learn new skills     

12 I feel like other people my age are better 
than me. 

    

https://etd.uwc.ac.za/



370 
 

11 Sometimes I skip my treatment     
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 Resilience Strongly 

disagree 

Disagree Somewhat 

Agree 

 Strongly 

Agree 

1 I can work out my problems without hurting 

myself or others (for example by using drugs 

and/or being violent). 

    

2 I know where to go in my community to get 

help when I have problems 

    

3 I work well with people my age     

4 I feel good when I am at school     

5 I do things at home to help out     

6 I feel like I have enough support     

7 I feel I am in control of myself     

8 I see life challenges as a chance for me to learn 
and grow 

    

9 I am confident that I can overcome the challenges 
in life 

    

10 I worry about my problems     

 Thinking about my problems stresses me out     

11 Living with HIV does not stop me from 

accomplishing what I want in life 

    

12 When life is challenging, I give up     

 

 Coping Strong

ly 

disagre

e 

Disagre

e 

Somewh

at Agree 

Strong

ly 

Agree 

1 I try to work out problems by talking about 
them 

    

2 I am good at managing my responsibilities.     

3 When I have a problem, I think about 

different ways to solve the problem 

    

4 When I have problems, I take action to solve it     

5 I avoid my problems     

6 When I think of living with HIV, I remind 

myself that there are others who are like me 

    

7 I ask others for help when I need it     

8 when I feel sad or upset, I try to think of 
something else 

    

9 When I feel sad, or upset, I do activities I 
enjoy (e.g. playing games, listening to 
music, reading etc). 

    

 

 

 

 Connectedness Strong

ly 

disagre

e 

Disagre

e 

Somewh

at Agree 

Strong

ly 

Agree 
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1 I talk to my family/caregiver(s) about how I 

feel 

    

2 My family has fun together     

3 I feel close to my sibling(s) or other family 

member(s) (leave blank if you have none) 

    

4 I feel comfortable around my family     

5 Someone in my family accepts me for who I 

am 

    

6 I have friends I'm really close to     

7 I have friends that I trust     

8 I feel like I belong in my community     

9 My family stands by me during difficult times     

10 I feel supported by the clinic/hospital staff     

11 I feel all alone in the world     
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 Spirituality Strong

ly 

disagre

e 

Disagre

e 

Somewh

at Agree 

Strong

ly 

Agree 

1 When I feel lost, I look to my 

religious leader/elders/culture 

for help. 

    

2 My faith or spiritual beliefs are a source of 
strength for me 

    

3 I participate in activities that strengthen my 

faith or spiritual beliefs (e.g. going to 

church, meditating etc.) 

    

4 I feel a sense of peace within myself     

5 I find comfort in my faith or spiritual beliefs     

6 I find strength in my faith or spiritual beliefs     

 

 Leisure activities Strong

ly 

disagre

e 

Disagre

e 

Somewh

at Agree 

Strong

ly 

Agree 

1 I am able to do the activities I enjoy most     

2 I have enough time for myself     

3 I am able to do the things I want to do in 
my free time 

    

4 My daily life has been filled with 

things that interest me 

    

5 My daily activities often seem 

boring and unimportant to me. 

    

6 When I do an activity, I enjoy it so much 

that I lose track of time. 

    

7 I get so involved in activities I enjoy 
that I forget about everything else. 

    

8 I have hobbies that make me feel happy     

9 Living with HIV has not stopped me from 

doing the things I like 

    

1
0 

I have no energy to do the things I like     
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 Hope Strong

ly 

disagre

e 

Disagre

e 

Somewh

at Agree 

Strong

ly 

Agree 

1 I will accomplish what I want to do in my 
life 

    

2 I will find good work     

3 I will find work I enjoy     

4 When I grow up I will have a good family 

life 

    

5 When I grow up, I will have the life I 
want 

    

6 I will have good health     

7 I will have a long life     

8 I will be able to take care of myself     

9 I will be able to take care of my family     

10 I feel good about my future.     

11 I think that good things are going to 
happen to me. 

    

12 I believe that things will work out     

13 I am living with HIV, and I have a bright 
future 

    

14 Living with HIV will not stop me from 
achieving my goals 

    

 

 

 

 

 Purpose in Life Strong

ly 

disagre

e 

Disagre

e 

Somewh

at Agree 

Strong

ly 

Agree 

1 Getting an education is important 
to me 

    

2 I think it is important to help 

out in my community 

    

3 I have goals and plans for the 
future 

    

4 I know where I want to go in life     

5 I have a reason for living     

6 I enjoy making plans for the 
future 

    

7 I work hard to achieve my goals     

8 I can say that I have found what 

I want to do in life 

    

9 I am learning more about 

myself and who I want to be 

    

10 I struggle to think of what I want 
in life 
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11 I have no goals     
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Manuscript 8: Content validation of a Mental Wellness Measuring instrument for Adolescents 

Living with HIV: a modified Delphi Study. Submitted to Journal of Adolescent Health (under 

review) 
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ABSTRACT
Introduction  The promotion of mental health well-being 
among global adolescent populations is of great public 
health and social significance. This is particularly true 
for adolescents living with chronic illnesses as studies 
have shown that these populations are at higher risk 
for developing mental health problems. There is vast 
recognition of the need for age and culturally appropriate 
interventions to promote mental well-being and prevent 
mental health problems. In stark contrast, there is a dearth 
of relevant measures of mental well-being for adolescents. 
Our proposed systematic review aims to identify measures 
of mental well-being and to assess content, psychometric 
properties and relevance to adolescent populations.
Methods and analysis  The systematic review 
methodology will be guided by the seven steps 
proposed by Eggar, Davey and Smith. Documents will be 
sourced from electronic databases (Academic Search 
Complete, Educational Resource Information Center, 
Medical Literature Analysis Retrieval System Online, 
Cumulative Index of Nursing and Allied Health Literature 
plus, PsyArticles, SocIndex and Sabinet). All documents 
will be exported to Mendeley and two reviewers will 
independently screen the titles, abstracts and full texts 
for inclusion. Any discrepancies will be resolved by a third 
party. We will include studies published in all languages 
from 2000 to 2020, that use an instrument(s) that measure 
mental well-being among adolescent populations. Studies 
reporting on clinically significant mental illnesses or 
disorders will be excluded. A descriptive meta-synthesis 
approach will be used to identify and describe the mental 
health instruments used among adolescent populations, 
and to report on the psychometric properties.
Ethics and dissemination  Ethical approval is not 
required. The results of this review will be disseminated 
through a peer-reviewed publication as well as conference 
presentations.

INTRODUCTION
In recent years, mental health has been 
identified as a key public health concern, 
particularly for children and adolescents.1 2 
According to WHO,3 mental health conditions 
account for 16% of the global burden of 
disease and injury for adolescents aged 10–19 
years, with depression being identified as the 

leading cause of disability and illness among 
this population. Evidence suggests that half 
of all lifetime mental disorders will start 
during adolescence, yet the majority of these 
will go unrecognised and untreated.4 There 
are various factors which hinder the effec-
tive treatment of adolescent mental health. 
These include lack of resources, lack of 
communication between parents and health-
care practitioners, lack of policies aimed at 
child and adolescent health, and the ways in 
which mental health problems are diagnosed. 
According to Wissow et al,4 5 many children 
and adolescents have functional problems 
related to emotions or behaviour, but do not 
meet the criteria for diagnosis of a mental 
health disorder. It is critical though that such 
at-risk children and adolescents be identi-
fied so that appropriate prevention be put 
in place. This is concerning as adolescence 
represents a crucial period of development, 
where exposures, learnt behaviours and 
experiences can set the trajectory for an indi-
vidual’s mental and physical health in adult 
life.3 4 The life course approach advocates for 
effective interventions during adolescence to 

Strengths and limitations of this study

►► This study contributes to the knowledge around the 
available and appropriate measures used to mea-
sure adolescent mental well-being, which are nec-
essary to develop interventions and inform health 
policy.

►► The search strategy comprises of seven electron-
ic databases to search for peer-reviewed and grey 
literature.

►► A descriptive meta-synthesis approach will be used 
to describe the mental health well-being compo-
nents being measured and to assess the psycho-
metric properties of the measurements in the study.

►► The limits of this study are related to the time span 
of the search strategy (2000–2020).
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Abstract 

Background:  Globally, promoting mental health and well-being among adolescents has become a public health pri-
ority, especially for adolescents living with a physical chronic condition (CC), as research suggests they may be more 
at risk of developing mental health co-morbidities. Valid and reliable instruments are needed to measure and bet-
ter understand mental health and mental well-being among adolescents living with a CC. To this end, we reviewed 
studies reporting on mental health and well-being instruments used in adolescent populations living with a chronic 
physical condition/disease globally.

Methods:  We used a systematic review method guided by PRISMA to identify assess mental health and mental well-
being instruments used in adolescents living with a CC. In this instance, mental health instruments were defined as 
those representing negative domains of mental health (i.e. depression and anxiety) while mental well-being instru-
ments included positive aspects of mental health (i.e. self-concept and resilience).

Results:  We identified 22 articles, which included 31 instruments that were used to measure either mental health 
(n = 8) or mental well-being (n = 15) or both (n = 8) in adolescents living with a CC. Of these, thirteen studies used 
a Health-Related Quality of Life (HRQoL) scale to measure mental health and/or mental well-being. The KIDSCREEN 
questionnaires and the Strengths and Difficulties Questionnaire were identified as being frequently used across the 22 
studies. Additionally, 7 out of the 31 instruments were disease specific, with 3 focusing on adolescents with diabetes. 
All the instruments were developed in high income countries and adapted for use in lower- and middle-income 
countries (LMICs). Adolescents with Type 1 Diabetes (n = 7) and HIV (n = 4) were researched in 11 out of 22 studies. 
Only eight studies were conducted in LMIC, of which four were in Africa.

Conclusions:  HRQoL instruments are useful in measuring mental health and well-being in adolescents living with 
a CC. However, relatively few valid measures of mental health and mental well-being for adolescents living with a 
CC exist, which accentuates the paucity of research on mental health and mental well-being of adolescents who are 
living with a CC. Specific measures need to be developed in and for LMICs where cultural contexts affect mental well-
being in unique ways.
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Measuring Mental Wellness of
Adolescents: A Systematic Review of
Instruments
Zaida Orth1*†, Faranha Moosajee2† and Brian Van Wyk1†

1 School of Public Health, Faculty of Community and Health Sciences, University of the Western Cape, Bellville, South Africa,
2 Division for Postgraduate Studies, University of the Western Cape, Bellville, South Africa

Objective: Mental health is critical to the healthy development of adolescents. However,
mental health encompasses more than the absence of mental illness; and should include
indicators of mental wellness. A critical review of available mental wellness instruments
for adolescents were conducted to identify operational definitions of mental wellness
concepts for this population group.

Method: A systematic review of literature published between 2000 and 2020 was done
to identify mental wellness instruments for adolescent populations. The review followed
the PRISMA operational steps.

Results: We identified 2,543 articles from the search strategy and screened titles
and abstracts for eligibility. After appraisal, 97 studies were included in the qualitative
synthesis; of which, 79 mental wellness instruments were identified. Most studies did not
provide a definition for mental wellness. We identified thirteen mental wellness concepts
from 97 studies, namely: life satisfaction, mental wellbeing [general], resilience, self-
efficacy, self- esteem, connectedness, coping, self-control, mindfulness/spiritual, hope,
sense of coherence, happiness, and life purpose.

Conclusion: The review reflected previous research identifying a lack of consensus
around the definitions of mental health, mental wellness, and mental wellbeing. This has
implications for developing instruments for adolescents that adequately measure these
constructs. Most of the instruments identified in the review were predominantly English
and from developed countries. This indicates a need for instrument that are explicitly
conceptualised and operationalised for adolescents in all their varied contexts.

Keywords: mental wellness, measurement, systematic review, adolescent, mental wellbeing

BACKGROUND

Adolescents are prioritised in the global public health agenda because they play a central role in
achieving the 2030 Sustainable Development Goals (SDGs) (World Health Organization, 2017;
Guthold et al., 2019; Patalay and Gage, 2019). In 2019 UNICEF estimated that there were 1.2 billion
adolescents (aged 10–19 years), which represents approximately 16% of the global population
(UNICEF, 2020a). It is further estimated that approximately 50% of all mental disorders have their
onset during adolescence (Patalay and Gage, 2019; Peters et al., 2019; UNICEF, 2020b). According
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A Facility-based Family Support
Intervention to Improve Treatment
Outcomes for Adolescents on
Antiretroviral Therapy in the Cape
Metropole, South Africa

Zaida Orth1 and Brian van Wyk1

Abstract
Adolescents living with human immunodeficiency virus (HIV) (ALHIV) globally, report worse treatment outcomes compared to
adults and children on antiretroviral therapy (ART). We conducted a photovoice study with eighteen ALHIV to explore expe-
riences and challenges of being on ART, and individual interviews with 5 health workers to describe the challenges in treating
ALHIV. The facility implemented the Family club intervention to facilitate caregivers (parent/guardians) supporting ALHIV on
treatment. The health workers revealed that “disclosing HIV status” to children was the biggest challenge for caregivers and health
workers. Participating ALHIV reported that family support and having a positive mentality were instrumental for continued treat-
ment adherence. However, disclosure of HIV status to friends remained a challenge due to pervasive community stigma. Treatment
fatigue and side-effects were also barriers to adherence. Family support was instrumental in facilitating adherence support for
ALHIV. However, this (intervention) should include peer support to improve positive mental well-being in ALHIV.

Keywords
photovoice, adolescents living with HIV, adherence, family club

Introduction
The increased availability of antiretroviral therapy (ART) com-
bined with the scaling up of health care services and programmes
aimed at supporting adherence to treatment has increased the life
expectancy of people living with human immunodeficiency virus
(HIV) (PLHIV), including perinatally infected children who are
now surviving into adolescence.1,2 The increased survival rates
of perinatally infected children along with the growing number
of behaviorally infected adolescents have resulted in adolescents
being identified as the fastest-growing population of PLHIV. As
such, adolescents have been identified as one of the key popula-
tions in the fight against HIV. According to UNAIDS 2019, the
global population of adolescents living with HIV (ALHIV) was
estimated at 1.7 million.3 In South Africa the number of ALHIV
was estimated at 360,000 (230,000-500,000), with 31,000
(8100-62,000) new infections reported in 2019.3

Globally, it is estimated that there has been a 45% increase in
AIDS-related deaths among adolescents between 2005 and
2015.4 This is of great concern, as it stands in contrast to the
decrease in AIDS-related deaths reported for all other age
groups.5 The increase in AIDS-related deaths among ALHIV

suggests lapses in treatment and successful engagement.
Evidence suggests that this lapse in treatment may be associated
with the type of care and the quality of support that ALHIV
receive.6 Adolescence is a unique developmental period in
which individuals experience significant physical, psychologi-
cal and social changes.7-9 Our report from an exploratory
study of ALHIV on ART in a low socioeconomic setting in
Cape Town also revealed that; school versus health facility con-
flicts, negative household dynamics and finding the health facil-
ity as an unfriendly place, as reported barriers to adherence.10

Therefore, the World Health Organization (WHO) recommended
that public health care facilities establish adolescent-friendly health
services which include age-appropriate treatment programmes to
provide psychosocial support, sexual and reproductive health
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Background: Adolescence is a unique period of development where individuals transition from childhood to adulthood, and where
they are at heightened risk for developing mental health problems and engaging in risky behaviours. In addition, adolescents living
with HIV (ALHIV) must learn to cope with challenges related to the biological impact of a chronic condition, adhering to lifelong
treatment, and managing HIV-related psychological and social challenges. Mental wellness as a precursor to mental wellbeing, is vital
to facilitate persistent adherence and engagement in care for optimal treatment outcomes for ALHIV. However, little is known about
how ALHIV understand and talk about mental wellness in the context being on HIV treatment.
Methods:We conducted a photovoice study with 12 groups, consisting of 43 ALHIV, aged 15–19 years, and receiving HIV treatment
at three public primary health care facilities in the Western Cape Metropole in South Africa.
Results: Through discourse analysis, we identified six themes that depicted mental wellness concepts that were prominent in their
experiences, namely, connectedness, spirituality and mindfulness, social coherence and awareness, self-esteem, self-acceptance, and
sense of coherence. In addition, the adolescents gave accounts of six mental wellness behaviours namely, self-efficacy, coping,
resilience, life purpose, engagement in enjoyable life activities and physical functioning.
Discussion: These concepts and behaviours are similar to those identified in targeted interventions aimed at ALHIV. These mental
wellness concepts and behaviours are critical to improving health outcomes for ALHIV and should be targeted in the delivery of youth
friendly services and integrated HIV care in public healthcare facilities in South Africa and the sub-Saharan African continent.
Keywords: photovoice, HIV, adolescents, mental health, mental wellness

Introduction
Improved HIV treatment regimens and successes of prevention of mother-to-child transmission, have increased the life
expectancy of HIV-infected children who are now surviving into adolescence.1,2 In 2019, it was estimated that
approximately 1.7 million [1,200,000–2,300,000] adolescents (age 10–19 years) were living with HIV, which includes
11,000 [8300–14,000] younger adolescents, age 10–14 years.1 However, globally reports indicated that more deaths were
recorded for adolescents living with HIV (ALHIV) than any other population group.3 In Sub-Saharan Africa (SSA), HIV
has been identified as a leading cause of adolescent morbidity and death, with 20,000 [14,000–29,000] AIDS related
deaths recorded in 2020 in East and Southern Africa.1 This suggests that there are critical gaps in the treatment cascade
for ALHIV, living in low to middle-income countries (LMICs) that are yet to be addressed.4

Optimal adherence to antiretroviral therapy (ART) is necessary to achieve virological suppression, halt disease
progression and decrease AIDS-related mortality.5 Adolescents are challenged to persist in adherence due to various
individual, social and health system level factors including poor mental health resulting from HIV related stigma and
disclosure.4–10

Maintaining long term adherence is a process that affects adolescents’ physical and mental wellness. There has been
an increased focus on investigating the mental health challenges that adolescents face. The World Health Organization
(WHO) reports that approximately 10–20% of people will develop mental health conditions during adolescence, with an
estimated 50% of all mental health conditions starting before the age of 14 years.11 Furthermore, mental health conditions
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Rethinking mental wellness 
among adolescents: an integrative review 
protocol of mental health components
Zaida Orth*    and Brian van Wyk    

Abstract 

Background:  Adolescents have been overlooked in global public health initiatives as this period is generally consid-
ered to be the healthiest in an individual’s life course. However, the growth of the global adolescent population and 
their changing health profiles have called attention to the diverse health needs of adolescents. The increased atten-
tion toward adolescent health has accentuated existing gaps as global health reports have emphasised that there 
is a continued need for valid and reliable health data. In this context, evidence has shown that mental health issues 
constitute one of the greatest burdens of disease for adolescents. This integrative review aims to unpack the mean-
ing of mental wellness among adolescents and its associated constructs by analysing and synthesising empirical and 
theoretical research on adolescent mental wellness. In doing this, we will develop a working definition of adolescent 
mental wellness that can be used to develop an instrument aimed at measuring adolescent mental wellness.

Methods:  The integrative review is guided by the five steps described by Whittemore and Knafl. A comprehensive 
search strategy which will include carefully selected terms that correspond to the domains of interest (positive mental 
health/mental wellness) will be used to search for relevant literature on electronic databases, grey literature and gov-
ernment or non-governmental organisations (NGO) websites. Studies will be included if they describe and/or define 
general mental wellness in adolescent populations aged 10–19. The screening and reporting of the review will be 
conducted following the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines. 
Data from the integrative review will be analysed using narrative framework synthesis for qualitative and quantitative 
studies.

Discussion:  This integrative review aims to search for and synthesise current research regarding adolescent mental 
wellness to identify how wellness is being described and conceptualised. We aim to identify gaps and to contribute 
to a more comprehensive definition of mental wellness which can aid in the development of an age- and culturally 
appropriate measure of adolescent mental wellness.

Keywords:  Adolescent mental health, Mental wellness, Integrative review, Positive psychology

© The Author(s) 2022. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which 
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the 
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or 
other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line 
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory 
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this 
licence, visithttp://​creat​iveco​mmons.​org/​licen​ses/​by/4.​0/. The Creative Commons Public Domain Dedication waiver (http://​creat​iveco​
mmons.​org/​publi​cdoma​in/​zero/1.​0/) applies to the data made available in this article, unless otherwise stated in a credit line to the data.

Background
In 2016, adolescents (10–19 years) were estimated at 1.2 
billion (18%) of the world population, making them the 
largest population of adolescents in history [1, 2]. Ado-
lescents have been largely overlooked in global health 
and social policies, because this period is generally con-
sidered to be the healthiest in an individual’s life-course 
[2], and the unique health problems associated with 
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Rethinking mental health
wellness among adolescents
living with HIV in the African
context: An integrative review of
mental wellness components

Zaida Orth* and Brian Van Wyk

School of Public Health, Faculty of Community and Health Sciences, University of the Western

Cape, Bellville, South Africa

Objective: Adolescents living with HIV (ALHIV) are considered to be at

heightened risk for developing mental health problems in comparison to

their peers due to the burden of living with a stigmatized condition and

managing a chronic condition. Poorer mental health outcomes among ALHIV

are associated with lower rates of adherence to anti-retroviral therapy (ART).

It is necessary to improve mental wellness among ALHIV as this acts as a

bu�er against developing mental health problems which, if left untreated

can evolve into mental health disorders. Research on mental wellness

concepts among ALHIV is underdeveloped which is associated with a lack of

appropriate measures of mental wellness. We conducted an integrative review

to conceptualize mental wellness and consider the critical components for

measuring mental wellness in ALHIV.

Method: An integrative review of published literature focusing on mental

wellness of ALHIV in the African context was conducted. The process was

guided by the PRISMA operational steps. As part of our problem identification

phase, we drew on findings from a previous systematic review of mental

wellness instruments and a qualitative photovoice study on exploring the

experiences of ALHIV, to develop an initial framework of 13 mental wellness

concepts and behaviors which informed the search strategy.

Results: The review included 17 articles from which we identified six

mental wellness concepts: Connectedness, Sense of Coherence (SOC), Self-

esteem, Self-acceptance, Hope for the Future and Spirituality as well as six

behaviors facilitating mental wellness: Coping, Resilience, Purpose in Life

(goals), Self-e�cacy, Adherence Self-e�cacy, and Leisure Activities. All of

these concepts and behaviors have been noted in our previous research

(systematic review and qualitative work), with the exception of adherence self-

e�cacy. Based on the findings from this review and our previous work, we

adapted the Salutogenic Model of Health developed by Antonovsky in 1987,

to propose a Salutogenic Model of Mental Wellness (SMoMW) for ALHIV in the

African context. This SMoMW may be used to develop an age and culturally

appropriate measure of mental wellness for ALHIV.
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Abstract: There has been an increased focus on the mental health of adolescents living with HIV
(ALHIV), because evidence shows that poor mental health outcomes are associated with lower
rates of adherence and retention in HIV care. However, the research to date has predominantly
focused on addressing mental health problems and reducing symptoms of mental illness rather than
strengthening mental wellness [positive mental health]. Consequently, little is known about the
critical mental wellness indicators that should be targeted in services for ALHIV. There is a need
for valid and appropriate measures of mental wellness to drive research and provide evidence on
the mental wellness needs of ALHIV that would inform service delivery as well as the monitoring
and evaluation of treatment outcomes. To this end, we developed the Mental Wellness Measure
for Adolescents Living with HIV (MWM-ALHIV) for ALHIV in the South African context. In this
paper, we report on the findings from a cognitive interview study with nine ALHIV aged 15–19 years
receiving treatment at a public healthcare facility in the Cape Metropole, South Africa. Through
interviews, participants identified key issues related to the wording, relevance and understanding of
the items and provided suggestions to improve the instrument’s overall face validity.

Keywords: adolescents living with HIV; instrument development; mental wellness; cognitive interviewing

1. Introduction

Mental wellness (positive mental health) has been identified as a significant driver
of adolescent health and well-being [1]. This is evidenced in the inclusion of mental
health (wellness) in the Sustainable Development Goal (SDG) target 3, which highlights
mental health promotion as a critical factor in reducing premature mortality from non-
communicable diseases and ensuring good health for all by 2030 [2]. This target is especially
relevant for adolescents living with HIV (ALHIV), as they learn to navigate living with a
highly stigmatized chronic condition and other challenges and health risks associated with
adolescence [3]. Research aimed at understanding the lived experiences of ALHIV has shed
light on the various biopsychosocial challenges face, including delayed disclosure, stigma,
dysfunctional families, community violence, substance use, poverty, gender inequality
and bullying, to name but a few [4–7]. Their exposure to these various stressors places
them at greater risk of developing mental health disorders in comparison to their peers
who do not have HIV [4–7]. Various studies have reported high prevalence rates of
mental health disorders such as anxiety, depression, and post-traumatic stress disorder
(PTSD) [7–9]. Moreover, poor mental health has been significantly associated with low
adherence to antiretroviral therapy (ART) and retention in care (RiC) among ALHIV [10,11].
Consequently, the low rates of adherence to ART and RiC are associated with higher
AIDS-related deaths among ALHIV in comparison to children and adults living with
HIV [12,13].
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