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EVERYONE AROUND YOU HAS A STORY THE WORLD NEEDS TO HEAR 

 “It was an amazing story, and it piqued my interest. So I decided to 

pick up my tape recorder and find out more. […] Recording these 

interviews, I saw how the microphone gave me the license to go 

places I otherwise never would have gone and talk to people I might 

not otherwise ever have spoken to. I had the privilege of getting to 

know some of the most amazing, fierce and courageous human 

beings I had ever met. […] Over and over again, I'd see how this 

simple act of being interviewed could mean so much to people, 

particularly those who had been told that their stories didn't matter. I 

could literally see people's back straighten as they started to speak 

into the microphone”. 

Dave Isay, TED talk, March 2015 
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WELCOME. WAMKELEKILE. WELKOM. 

 

Ik zou iedereen graag op eenzelfde warme manier wil verwelkomen bij het lezen van 

dit doctoraatonderzoek, als de hartelijke Zuid-Afrikaanse manier waarop ik telkens 

verwelkomd werd. Iedereen ontving me met een warme lach – gaande van de 

respondenten, over nieuwe collega’s, tot nieuwe vrienden. Hun kracht, positiviteit, 

gastvrijheid en hartelijkheid hebben me geïnspireerd. Hiervoor ben ik hen allen erg 

dankbaar. Bij het lezen van dit doctoraatonderzoek, hoop ik dat ook u hun spirit kan 

voelen. 

 

Ik heb dit doctoraatstraject ervaren als een fascinerende ontdekkingsreis. Door mijn 

vertrouwde omgeving in te ruilen voor Zuid-Afrika, ging er een nieuwe wereld voor 

me open. Het was een reis die me op werkvlak en op persoonlijk vlak heeft 

uitgedaagd en verrijkt. Voordat ik aan dit avontuur begon, had ik angst dat mijn 

westerse achtergrond een afstand zou creëren in de Zuid-Afrikaanse township waar 

ik mijn veldwerk ging doen. Deze afstand vervaagde echter beetje bij beetje met elke 

hartelijke begroeting, met elke lach om mijn uitspraak van het Xhosa, met elke 

knuffel. Tijdens de huisbezoeken aan de respondenten, werd de afstand ingeruild 

voor vriendelijkheid en wederzijds respect. Elk bezoek leerde me iets meer over het 

Zuid-Afrikaanse leven, maar ook over mijn eigen westerse achtergrond. Ik hoop dat ik 

deze rijke ervaring kan vertalen naar verhalen, die m’n vrienden, familie en collega’s 

kunnen aanspreken, doen relativeren en inspireren.  

 

Graag zou ik mijn promotoren, Edwin en Dimitri, willen bedanken voor hun steun 

doorheen deze ontdekkingstocht. Bedankt Edwin, om in me te geloven, om me te 

vertrouwen wanneer ik met een nieuw idee of plan langskwam en om me de ruimte 

te gunnen mijn eigen weg te ontdekken. Tegelijkertijd wil ik je ook heel erg graag 

bedanken om er telkens te zijn als ik met twijfels of vragen zat. Bedankt om op die 

momenten je inspirerende visie met me te delen. Bedankt Edwin voor al je steun. 

Deze ontdekkingsreis naar nieuwe contreien en mensen, zou ook niet mogelijk zijn 

geweest zonder Dimitri. Ik wil hem bedanken om me de wondere wereld van het 

onderzoek te laten ontdekken, om me te hebben uitgenodigd de stap naar de 

$Welcome.Wamkelekile.Welkom
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academische wereld te zetten na het afstuderen, om in me te geloven en me te 

steunen toen ik de UA-banken verliet, maar ook doorheen mijn doctoraatstraject.   

 

Ook wil ik mijn commissieleden Herman Meulemans en Anne Buvé bedanken voor 

onze boeiende, leerrijke, en gezellige jaarlijkse vergaderingen. Jullie wisten me 

telkens uit te dagen om verder na te denken. Jullie rijke ervaring en jullie verhalen 

van boeiende projecten in alle uithoeken van de wereld wisten me telkens weer te 

fascineren en te inspireren. Ook wil ik Paul Van Royen bedanken om tijd vrij te maken 

in zijn drukke agenda, om dit proefschrift na te lezen en om plaats te nemen in mijn 

jury als voorzitter. I also would like to thank Lucia Knight for flying all the way from 

South Africa to be part of my jury. I also want to thank you for the nice and 

interesting conversations we had in South Africa. 

 

De collega’s in Antwerpen, Kaapstad en Bloemfontein wil ik ook uit de grond van mijn 

hart bedanken. Ik had het gevoel dat we aan de UA een erg fijn team waren, waar 

naast ruimte voor het nodige gelach en het relativeren over ons onderzoek, ook 

plaats was voor steun wanneer het even iets minder goed ging. De gezellige babbels 

tijdens het werk, maar ook daarbuiten, maakten het altijd erg fijn om de afgelopen 

jaren naar het bureau te komen. De collega’s, die intussen vertrokken en die ik een 

heel warm hart toedraag, zou ik ook graag willen bedanken voor alle plezier, gelach 

en goede gesprekken die we hadden: Hanne, Sabrina en Vicky, bedankt. Ik bedank 

ook graag de lieve mensen van het secretariaat, de sympathieke vrouwen van de 

financiële dienst en van de kuisploeg. Ook hun glimlach en hulp droegen bij tot zo’n 

fijne werksfeer. Ik bedank ook graag Jessica Fraeyman, wiens hulp waardevol was bij 

het kwalitatieve onderzoek. I am not only grateful for experiencing the support of my 

Belgian colleagues, but also for the support of the South African ones. André, 

Katinka, Frikkie, Ega, Dingie and Mariette, thanks for hosting me and for making me 

feel at home in Bloem. During one of my stays, I also met my inspiring friend Angeli. 

Just like our paths crossed for several times since that time, I hope they will do so in 

the future. Angeli, thanks for sharing your inspiring soul and your amazing laugh with 

me. I am also looking back with beautiful memories to my time at the School of 
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Public Health in Cape Town. I would like to thank Helen, Brian, Lucia, Wim and all the 

other wonderful people of The School for your hearty welcome and for making my 

research stay so nice and fascinating. 

 

The qualitative research wouldn’t have been possible without the support and effort 

of so many. I want to thank everyone on this journey. I learned so much from every 

one of you. When searching for the right partner for this qualitative adventure, I met 

Alison of TB/HIV Care Association at an HIV conference in Durban. Thank you Alison 

for all your help throughout this journey. I also would like to thank Prof. Harry 

Hausler and Molemoeng for allowing me to collaborate with TB/HIV Care 

Association. The qualitative research wouldn’t have been possible without them, but 

also not without the support of the supervisors: Stella, Julia, Songezwa, Nosipo, 

Banele and Nozuko. From the bottom of my heart I would like to thank the many 

community care workers I met. Thank you for allowing me to follow you on your daily 

tasks in the townships and to share your rich experience with me. I would like to 

thank the fieldworkers who helped me to look behind the scenes of life in this South 

African township and who helped me to understand the rich stories of the 

respondents: Sibongile, Luvuyo, Nosiphiwo and Nolundi. While I am incredibly 

grateful for the openness and kindness of each and every respondent, I would like to 

thank Dorothy in particular. Even though she was very weak, she insisted we would 

continue the interview. My heart is with her family and two little kids that lost their 

young mother too soon. She reminds me how brave and strong the people are I 

interviewed, but also how fragile life can be.  

 

Net zoals ik me gelukkig voel om collega’s te hebben in beide landen, ben ik ook 

enorm dankbaar voor de vrienden in beide werelddelen. Mijn oprechte dank gaat uit 

naar al m’n vrienden in België, om me elke keer weer zo fijn te verwelkomen als ik 

van een reis terugkwam. Bedankt aan alle vrienden en vriendinnen van de Scouts en 

Gidsen, die we later omdoopten tot Deruit. Bedankt aan de vrienden en vriendinnen, 

die ik leerde kennen tijdens het studeren, en die m’n leven ook zo mooi kleuren na 

de studietijd. Ook wil ik graag de vrienden en vriendinnen bedanken die ik leerde 

14
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kennen tussen mijn reizen door hier in België. Bedankt aan jullie allemaal om al die 

jaren samen zulke mooie en leuke momenten te beleven, maar er ook voor me te zijn 

wanneer het even iets minder goed ging. Bedankt om er mede voor te zorgen dat ik 

het doctoraatsonderzoek op zulke fijne manier soms even naast me kon neerleggen. 

Jullie steun was – en vooral is – goud waard. Bedankt om telkens weer terug thuis te 

doen voelen. Ook bedank ik graag Kristien, Joke, Julie en Liese speciaal om hun 

grafische en literaire talent met me te delen, maar ook voor het vele plezier. I would 

also like to thank the friends in Bloem and Cape Town with my whole heart. In het 

bijzonder wil ik Phil bedanken, om me in de begindagen van het Kaapse avontuur zo 

goed op te vangen, om zoveel mooie avonturen met me te delen, maar vooral om 

zo’n fantastische vriend te zijn. I would love to thank all the inspiring people I met 

during my various stays in South Africa. Thank you so much for enjoying together 

with me every little aspect of the beauty of life. I am so grateful for meeting all these 

wonderful people and for spending time with these amazing friends in Cape Town. 

Thank you for embracing me in your lives. Thank you for sharing so many beautiful 

adventures and your inspiring view of life. Thank you for making Cape Town my 

second home. 

 

Niet alleen mijn vrienden, maar zeker ook mijn familie verdient een welgemeende 

dank je. Bedankt Tante Ann, Nonkel Marc, Steven, Frederik en Annemie, om me het 

gevoel te geven dat ik ook bij jullie een warm nest kende. Ook de Oma, Bomma, 

Tante Lea, Nonkel Dirk en Karen, bedank ik heel graag. 

 

Mijn zussen, Sofie en Katrien, bedankt om mijn beschermengelen te zijn overal waar 

ik ging en ga. Bedankt om telkens bij me te zijn als ik aan een nieuw avontuur begin 

en op ontdekkingsreis ga. 

 

Ik had dit avontuur nooit tot een goed einde kunnen brengen zonder de 

onvoorwaardelijke liefde, steun en geloof van mijn ouders. Mama, papa, meer dan 

eens besef ik hoeveel ik aan jullie te danken heb. Jullie gaven me zulke belangrijke 

levenslessen mee: jullie leerden me in mezelf te geloven, te relativeren en positief te 
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denken. Ik wil jullie uit de grond van mijn hart bedanken om me de ruimte te bieden 

om telkens weer een nieuw stukje van de wereld te ontdekken, om zo verder aan 

mijn eigen wereld te bouwen. Jullie hebben me het waardevolste geschenk gegeven 

dat een dochter zich kan wensen,  onvoorwaardelijke liefde en warmte. Ik geef deze 

liefde ook vanuit de grond van mijn hart aan jullie, wanneer ik bij jullie ben, maar ook 

in gedachten als ik aan een nieuwe ontdekkingsreis begin. Bedankt, mama en papa.  

 

 
THANK YOU. ENKOSI. BAIE DANKIE. DANK U. 
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CHAPTER 1: INTRODUCTION 

 The HIV/AIDS epidemic as a catalyst for the re-emergence of community health 1

workers in South Africa 

 From five identified cases to an anonymous mass of people living with 1.1

HIV/AIDS in South Africa 

On June 5 1981, the United States’ Centers for Disease Control and Prevention (CDC) 

described in their Morbidity and Mortality Weekly Report (MMWR) five cases of a 

rare lung infection in previously healthy, gay men in Los Angeles. Each of the five 

patients’ health status was described in detail (Centre for Disease Control 1981; 

DeFrain, Asay et al. 2009). The detailed record in the MMWR of these five identified 

patients is in stark contrast to the millions of anonymous patients throughout the 

world today. Since this report of a mysterious fatal illness, human immunodeficiency 

virus/acquired immunodeficiency syndrome (HIV/AIDS) became a public health crisis, 

with around 78 million people who became infected with HIV and 39 million people 

who died of AIDS-related illnesses worldwide (Piot 2006; UNAIDS 2014). In the early 

years of HIV/AIDS the disease affected the industrialized world as severely as the 

developing world (Mann and Chin 1988). To date the disease affects continents in an 

unequal manner with Sub-Saharan Africa remaining the hardest-hit region of the 

world with 24.7 million people living with HIV/AIDS (PLWHA) (UNAIDS 2014). Despite 

constituting just 0.7% of the world’s population, South Africa accounted for 19.4% of 

the global burden of HIV infection in 2014. In absolute numbers, South Africa is hit 

hardest by the HIV/AIDS epidemic with about 6.8 million PLWHA – which accounts 

for 18.9% of people aged 15–49 being HIV positive (Mayosi and Benatar 2014; 

UNAIDS 2014). 

 

After many years of disappointment, the international community was filled with 

hope in 1996, when scientists were able to report a significant treatment 

breakthrough: highly active antiretroviral therapy (HAART) (Siegel and Lekas 2002; 

XIX International AIDS Conference 2012). At the international level, access to 

treatment generated overarching narratives of hope and promise regarding the 
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possibility of mitigating the effects of the HIV epidemic (Stein, Lewin et al. 2007; 

Greenall 2008; Rhodes, Bernays et al. 2009). However, in South Africa this hope was 

suppressed by the government’s “denialism, ineptitude, obtuseness and deliberate 

efforts to undermine scientific evidence as the basis for action” (Karim, Churchyard 

et al. 2009: p.921-922). The devastating nature of the epidemic was laid bare by 

scientists debunking AIDS denialism and activists protesting against treatment 

inequities at the XIII International AIDS Conference in South Africa (Geffen 2009; 

UNAIDS 2015). The increasing pressure eventually led in November 2003 to the 

“Operational Plan for Comprehensive HIV and AIDS Care, Management and 

Treatment for South Africa”, with the goal of initiating antiretroviral therapy (ART) 

nationally (National Department of Health 2003; Kagee 2008; Steyn, Schneider et al. 

2009; Mayosi and Benatar 2014). To date, the public sector ART program has become 

the largest and most costly public health program ever introduced in the country, 

with currently 3.1 million people on ART (UNAIDS 2015). 

 

With the advent and roll-out of ART, reports were made on the “Lazarus effect”, 

describing “persons brought into clinics in wheelbarrows who were soon living lives 

with renewed hope and vigor” (Simoni, Yang et al. 2012: p. 214). The ART scale-up 

greatly enhanced staff morale (Kapp 2004; Stein, Lewin et al. 2007), since it 

demonstrates that “AIDS is a problem with a solution, not a hopeless crisis” (Piot 

2006: p. 526). In addition to saving lives, evidence shows that ART increases adult life 

expectancy (Venter 2012; Bor, Herbst et al. 2013) and has a population-level 

preventive effect (Tanser, Bärnighausen et al. 2013). However, in order to optimize 

health outcomes for the patient and to prevent transmission to others, it is 

indispensable that patients navigate successfully along the care continuum, which is 

illustrated in Figure 1 (McNairy and El-Sadr 2012). This continuum of care is defined 

as “appropriately directed care with a series of linkages to ensure that no patient is 

lost to follow-up” (Kerber et al. 2007 in Lees, Kielmann et al. 2012: p. 1109). PLWHA 

need to follow sequential steps or stages of HIV medical care from initial diagnosis 

over linkage to care, ART initiation, retention in care and treatment adherence 

(McNairy and El-Sadr 2012), so that they suppress their viral load for maximal clinical 
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benefit and a dramatic reduction in the likelihood of HIV transmission (Mugavero, 

Amico et al. 2013; Nachega, Uthman et al. 2014). 

 

Figure 1: classic HIV care continuum (adaptation of Mcnairy and El-Sadr (2012)) 

 Paradigm shift: from crisis management of an acute fatal disease to chronic 1.2

disease care along the HIV care continuum 

Results underscore the success of the South African ART scale-up, but many patients 

still drop out of care at each step of the care continuum, so that few actually achieve 

undetectable viral loads (Hallett and Eaton 2013; Gardner and Young 2014; Rosen 

and Fox 2014). A critical step in the care continuum and a major challenge facing 

public sector ART programs is adherence to prescribed ART (Kilmarx and Mutasa-

Apollo 2013; Rosen and Fox 2014). ART adherence is defined as “the extent to which 

patients take medication as prescribed by their health care providers” (Osterberg and 

Blaschke 2005: p. 487). Depending on the ART class of medication, there are differing 

levels of adherence needed to maintain virologic suppression, ranging from 80% to 

95 % adherence (Kobin and Sheth 2011). Results range from less than optimal 

adherence rates (Bradley-Ewing, Thomson et al. 2008; Remien, Mellins et al. 2013) to 

favorable levels of adherence (Mills, Nachega et al. 2006). In the recent survey 

conducted by Médecins Sans Frontières in the South African province KwaZulu-Natal, 

about half (52.1 %) of all HIV positive were ART adherent (Huerga 2014).  

 

Adherence is not only essential for the health of individual patients, to achieve viral 

suppression and improving their quality of life, but also for the public health as a 

whole (Roberts 2000; Simoni, Frick et al. 2002; Karim, Karim et al. 2004; Kagee 2008; 

National Center for HIV/AIDS, Viral Hepatitis et al. 2013; Dewing, Mathews et al. 

26



22 
 

possibility of mitigating the effects of the HIV epidemic (Stein, Lewin et al. 2007; 

Greenall 2008; Rhodes, Bernays et al. 2009). However, in South Africa this hope was 

suppressed by the government’s “denialism, ineptitude, obtuseness and deliberate 

efforts to undermine scientific evidence as the basis for action” (Karim, Churchyard 

et al. 2009: p.921-922). The devastating nature of the epidemic was laid bare by 

scientists debunking AIDS denialism and activists protesting against treatment 

inequities at the XIII International AIDS Conference in South Africa (Geffen 2009; 

UNAIDS 2015). The increasing pressure eventually led in November 2003 to the 

“Operational Plan for Comprehensive HIV and AIDS Care, Management and 

Treatment for South Africa”, with the goal of initiating antiretroviral therapy (ART) 

nationally (National Department of Health 2003; Kagee 2008; Steyn, Schneider et al. 

2009; Mayosi and Benatar 2014). To date, the public sector ART program has become 

the largest and most costly public health program ever introduced in the country, 

with currently 3.1 million people on ART (UNAIDS 2015). 

 

With the advent and roll-out of ART, reports were made on the “Lazarus effect”, 

describing “persons brought into clinics in wheelbarrows who were soon living lives 

with renewed hope and vigor” (Simoni, Yang et al. 2012: p. 214). The ART scale-up 

greatly enhanced staff morale (Kapp 2004; Stein, Lewin et al. 2007), since it 

demonstrates that “AIDS is a problem with a solution, not a hopeless crisis” (Piot 

2006: p. 526). In addition to saving lives, evidence shows that ART increases adult life 

expectancy (Venter 2012; Bor, Herbst et al. 2013) and has a population-level 

preventive effect (Tanser, Bärnighausen et al. 2013). However, in order to optimize 

health outcomes for the patient and to prevent transmission to others, it is 

indispensable that patients navigate successfully along the care continuum, which is 

illustrated in Figure 1 (McNairy and El-Sadr 2012). This continuum of care is defined 

as “appropriately directed care with a series of linkages to ensure that no patient is 

lost to follow-up” (Kerber et al. 2007 in Lees, Kielmann et al. 2012: p. 1109). PLWHA 

need to follow sequential steps or stages of HIV medical care from initial diagnosis 

over linkage to care, ART initiation, retention in care and treatment adherence 

(McNairy and El-Sadr 2012), so that they suppress their viral load for maximal clinical 

23 
 

benefit and a dramatic reduction in the likelihood of HIV transmission (Mugavero, 

Amico et al. 2013; Nachega, Uthman et al. 2014). 

 

Figure 1: classic HIV care continuum (adaptation of Mcnairy and El-Sadr (2012)) 

 Paradigm shift: from crisis management of an acute fatal disease to chronic 1.2

disease care along the HIV care continuum 

Results underscore the success of the South African ART scale-up, but many patients 

still drop out of care at each step of the care continuum, so that few actually achieve 

undetectable viral loads (Hallett and Eaton 2013; Gardner and Young 2014; Rosen 

and Fox 2014). A critical step in the care continuum and a major challenge facing 

public sector ART programs is adherence to prescribed ART (Kilmarx and Mutasa-

Apollo 2013; Rosen and Fox 2014). ART adherence is defined as “the extent to which 

patients take medication as prescribed by their health care providers” (Osterberg and 

Blaschke 2005: p. 487). Depending on the ART class of medication, there are differing 

levels of adherence needed to maintain virologic suppression, ranging from 80% to 

95 % adherence (Kobin and Sheth 2011). Results range from less than optimal 

adherence rates (Bradley-Ewing, Thomson et al. 2008; Remien, Mellins et al. 2013) to 

favorable levels of adherence (Mills, Nachega et al. 2006). In the recent survey 

conducted by Médecins Sans Frontières in the South African province KwaZulu-Natal, 

about half (52.1 %) of all HIV positive were ART adherent (Huerga 2014).  

 

Adherence is not only essential for the health of individual patients, to achieve viral 

suppression and improving their quality of life, but also for the public health as a 

whole (Roberts 2000; Simoni, Frick et al. 2002; Karim, Karim et al. 2004; Kagee 2008; 

National Center for HIV/AIDS, Viral Hepatitis et al. 2013; Dewing, Mathews et al. 

27

HIV TESTING
LINKAGE
TO CARE PRE-ART ART ART ADHERENCE



24 
 

2014). For these reasons, “adherence is considered as both the key to success or the 

Achilles heel for antiretroviral drug combinations” (García and Côté 2003: p. 37). 

Non-adherence can take many forms, including not taking the daily prescribed 

number of pills or self-adjusting the regimen (World Health Organization 2003; 

Osterberg and Blaschke 2005; Kagee 2008). Non-adherence is seen as a major public 

health concern because it leads to virologic, immunologic and clinical failure (Lyon, 

Trexler et al. 2003; Power, Koopman et al. 2003; Battaglioli-DeNero 2007; Abaasa, 

Todd et al. 2008; Naidoo, Peltzer et al. 2013; Remien, Mellins et al. 2013), results in 

an increased morbidity and mortality (Karim, Karim et al. 2004), increases further 

transmission to others (Simoni, Frick et al. 2002; Karim, Karim et al. 2004; Ciambrone, 

Loewenthal et al. 2006; Battaglioli-DeNero 2007), carries a huge economic burden 

(Martin, Williams et al. 2005) and increases the risk of the development and 

transmission of a drug resistant virus (Chesney 2000; Roberts 2000; Cederfjäll, 

Langius-Eklöf et al. 2002; García and Côté 2003; Power, Koopman et al. 2003; 

Remien, Stirratt et al. 2006; Battaglioli-DeNero 2007; Abaasa, Todd et al. 2008; 

Naidoo, Peltzer et al. 2013).  

 

When testing positive, the prognosis for HIV infection shifted from being almost 

certainly fatal to a chronic illness (UNAIDS 2015). Due to consistent access to 

antiretroviral treatment, a shift has been made in HIV/AIDS care from terminal care 

programs to chronic disease programs (Russel and Schneider 2000; Rhodes, Bernays 

et al. 2009; Gausset, Mogensen et al. 2012). As a chronic disease, life-long treatment 

adherence, and thus sufficient attention to the psychosocial dimensions of chronic 

disease care, is indispensable (Wouters, Meulemans et al. 2009; Wouters, Van 

Damme et al. 2009; Russell and Seeley 2010). Comprehensive care, including 

counseling and psycho-social support skills, combined with clinical management are 

necessary to address the multidimensionality of HIV/AIDS (Snyder 2000; World 

Health Organization and UNAIDS 2000; van Praag and Swai 2004; Zachariah, Teck et 

al. 2007). As illustrated in Figure 2, psychosocial support could be seen as an 

additional dimension to chronic disease care to support PLWHA successfully along 

the care continuum. Not only for those PLWHA accessing more complex treatment 
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regimens, but also for those treated with the fixed dose combination, such additional 

psychosocial care is indispensable to guide the patient successfully along the care 

continuum from testing to retention in care and treatment adherence (van Praag and 

Swai 2004; Southern African HIV Clinicians Society 2013). Besides the growing need 

for comprehensive care to address the psychosocial dynamics of HIV/AIDS, it is also 

important to empower patients on ART towards self-management (Wouters, Van 

Damme et al. 2012). 

 

Figure 2: Psychosocial support as an additional dimension to chronic disease care for 

PLWHA 

 

 The HIV/AIDS epidemic as a catalyst for the re-emergence of community 1.3
health workers in South Africa within the context of task-shifting  

Providing such encompassing care for the growing group of patients living with 

HIV/AIDS and/or tuberculosis (TB), puts pressure on an already stretched health care 

system (Karim, Karim et al. 2004; Brust, Shah et al. 2012). In words of Mwai et al. 

(2013): “efforts to scale up HIV treatment and care in sub-Saharan Africa over the 

past decade, while successful, have exposed pre-existing weaknesses of health 

systems in the region, in particular the lack of health workers to provide ART” (Mwai, 

Mburu et al. 2013: p.1). The South African health system is challenged by a number 

of program characteristics and health system constraints, such as a shortage of 

hospital beds (Fox, Fawcett et al. 2002; Brust, Shah et al. 2012), lack of resources for 

treatment and drugs (Fox, Fawcett et al. 2002), TB and HIV drug stock outs (Médecins 

Sans Frontières, The Rural Health Advocacy Project et al. 2013; National Department 

28



24 
 

2014). For these reasons, “adherence is considered as both the key to success or the 

Achilles heel for antiretroviral drug combinations” (García and Côté 2003: p. 37). 

Non-adherence can take many forms, including not taking the daily prescribed 

number of pills or self-adjusting the regimen (World Health Organization 2003; 

Osterberg and Blaschke 2005; Kagee 2008). Non-adherence is seen as a major public 

health concern because it leads to virologic, immunologic and clinical failure (Lyon, 

Trexler et al. 2003; Power, Koopman et al. 2003; Battaglioli-DeNero 2007; Abaasa, 

Todd et al. 2008; Naidoo, Peltzer et al. 2013; Remien, Mellins et al. 2013), results in 

an increased morbidity and mortality (Karim, Karim et al. 2004), increases further 

transmission to others (Simoni, Frick et al. 2002; Karim, Karim et al. 2004; Ciambrone, 

Loewenthal et al. 2006; Battaglioli-DeNero 2007), carries a huge economic burden 

(Martin, Williams et al. 2005) and increases the risk of the development and 

transmission of a drug resistant virus (Chesney 2000; Roberts 2000; Cederfjäll, 

Langius-Eklöf et al. 2002; García and Côté 2003; Power, Koopman et al. 2003; 

Remien, Stirratt et al. 2006; Battaglioli-DeNero 2007; Abaasa, Todd et al. 2008; 

Naidoo, Peltzer et al. 2013).  

 

When testing positive, the prognosis for HIV infection shifted from being almost 

certainly fatal to a chronic illness (UNAIDS 2015). Due to consistent access to 

antiretroviral treatment, a shift has been made in HIV/AIDS care from terminal care 

programs to chronic disease programs (Russel and Schneider 2000; Rhodes, Bernays 

et al. 2009; Gausset, Mogensen et al. 2012). As a chronic disease, life-long treatment 

adherence, and thus sufficient attention to the psychosocial dimensions of chronic 

disease care, is indispensable (Wouters, Meulemans et al. 2009; Wouters, Van 

Damme et al. 2009; Russell and Seeley 2010). Comprehensive care, including 

counseling and psycho-social support skills, combined with clinical management are 

necessary to address the multidimensionality of HIV/AIDS (Snyder 2000; World 

Health Organization and UNAIDS 2000; van Praag and Swai 2004; Zachariah, Teck et 

al. 2007). As illustrated in Figure 2, psychosocial support could be seen as an 

additional dimension to chronic disease care to support PLWHA successfully along 

the care continuum. Not only for those PLWHA accessing more complex treatment 

25 
 

regimens, but also for those treated with the fixed dose combination, such additional 

psychosocial care is indispensable to guide the patient successfully along the care 

continuum from testing to retention in care and treatment adherence (van Praag and 

Swai 2004; Southern African HIV Clinicians Society 2013). Besides the growing need 

for comprehensive care to address the psychosocial dynamics of HIV/AIDS, it is also 

important to empower patients on ART towards self-management (Wouters, Van 

Damme et al. 2012). 

 

Figure 2: Psychosocial support as an additional dimension to chronic disease care for 

PLWHA 

 

 The HIV/AIDS epidemic as a catalyst for the re-emergence of community 1.3
health workers in South Africa within the context of task-shifting  

Providing such encompassing care for the growing group of patients living with 

HIV/AIDS and/or tuberculosis (TB), puts pressure on an already stretched health care 

system (Karim, Karim et al. 2004; Brust, Shah et al. 2012). In words of Mwai et al. 

(2013): “efforts to scale up HIV treatment and care in sub-Saharan Africa over the 

past decade, while successful, have exposed pre-existing weaknesses of health 

systems in the region, in particular the lack of health workers to provide ART” (Mwai, 

Mburu et al. 2013: p.1). The South African health system is challenged by a number 

of program characteristics and health system constraints, such as a shortage of 

hospital beds (Fox, Fawcett et al. 2002; Brust, Shah et al. 2012), lack of resources for 

treatment and drugs (Fox, Fawcett et al. 2002), TB and HIV drug stock outs (Médecins 

Sans Frontières, The Rural Health Advocacy Project et al. 2013; National Department 

29

HIV TESTING LINKAGE
TO CARE

PRE-ART ART ART ADHERENCE



26 
 

of Health 2013) and human resource shortages (World Health Organization 2007; 

Philips, Zachariah et al. 2008; Van Damme, Kober et al. 2008; Hermann, Van Damme 

et al. 2009). To provide adequate care for PLWHA, South Africa requires at least three 

times its current health workforce (Mayosi and Benatar 2014). 

 

The size and scale of the HIV/AIDS epidemic compelled South Africa to respond to 

these health system challenges by developing innovative means of delivering health 

care. In the words of Piot (2006): “faced with an unprecedented crisis, we have no 

choice but to act in exceptional ways. AIDS has rewritten the rules; to prevail, we 

must too” (Piot 2006: p. 530). In this regard, beyond the devastation that the 

epidemic has set in motion in South Africa, the HIV/AIDS epidemic was also a catalyst 

for change by driving innovation in service delivery, monitoring and assessment 

(Karim, Churchyard et al. 2009). For instance, the response to HIV led to a re-

emerging of community health workers (CHWs) in the South African health system 

(Schneider, Hlophe et al. 2008; Coovadia, Jewkes et al. 2009; van Ginneken, Lewin et 

al. 2010). Such CHWs have become an important component of task-shifting 

strategies, which involve the delegation of prevention, support and care activities to 

lower-level cadres (Wools-Kaloustian, Sidle et al. 2009; Simoni, Nelson et al. 2011; 

Lees, Kielmann et al. 2012). Shifting the locus of care from the health facility to the 

community is seen as one potential strategy for addressing the human resource 

limitations that hampers the scaling up of HIV service delivery (van Praag and Swai 

2004; Van Damme, Kober et al. 2008; Simoni, Nelson et al. 2011). 

 

The response to HIV has given rise to a large presence of CHWs in South Africa's 

health system. CHWs already have a long history, dating back to the years following 

the 1978 Alma Ata Declaration on Primary Health Care (PHC) (Schneider, Hlophe et 

al. 2008; Perry 2013). In this Declaration, CHWs were seen as one of the important 

providers of PHC (Celletti, Wright et al. 2010; Perry 2013), being “the first level of 

contact of individuals, the family and community with the national health system 

bringing health care as close as possible to where people live and work” (World 

Health Organization 1978: p. 2). In the decades that followed this declaration, South 
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African CHW programs were burgeoning, underpinned by the struggle against 

apartheid (van Ginneken, Lewin et al. 2010). In the late 1980s and 1990s enthusiasm 
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al. 2014). However, its success is dependent on the existence of an enabling 

environment that includes a supportive regulatory framework, adequate 

remuneration, supervision, continuous education, among others (World Health 

Organization, PEPFAR et al. 2007; Lehmann, Van Damme et al. 2009; Celletti, Wright 

et al. 2010). Surrounded by such a supportive cadre, task-shifting through the use of 

CHWs has been an effective strategy to support HIV services in resource-constrained 

settings like South Africa. Results showed that this strategy improves case detection 

and follow-up to enhance continuity of care, among others (van Ginneken, Lewin et 

al. 2010; Wouters, Van Damme et al. 2012). Furthermore, task-shifting to CHW can 

make a major contribution to the decentralization of HIV services, making health 

services more widely available and bringing health services closer to people in need – 

as illustrated in Figure 3 (Russel and Schneider 2000; Celletti, Wright et al. 2010; 

Luyirika, Towle et al. 2013). 

 

Besides addressing the challenges of the ART program hampering successful and 

sustainable treatment scale-up, several studies have highlighted the role of 

community-based support in addressing health issues at the individual level 

(Wouters, Van Damme et al. 2012). For instance, it has been found that such 

decentralized support can contribute to the quality of life for PLWHA and can 

optimize retention in care, ART adherence and ART outcomes (Russel and Schneider 

2000; Fatti, Meintjes et al. 2012; Kilmarx and Mutasa-Apollo 2013; Dewing, Mathews 

et al. 2014; Nachega, Uthman et al. 2014). These improved outcomes in PLWHA are 

likely due to improvement of HIV/AIDS-related knowledge, overcoming of denialism 

and understanding of the importance of adherence (Fatti, Meintjes et al. 2012). 

However, caution is required since reviews of impact evaluations of community-

based adherence support programs show considerable variability in the effectiveness 

of such support in improving ART outcomes (Bärnighausen, Chaiyachati et al. 2011; 

Wouters, Van Damme et al. 2012). Furthermore, while there is a growing body of 

literature on the positive effects of community-based treatment adherence support, 

limited research has focused on the unintended, and perhaps counter-intuitive 

effects (Naimoli, Frymus et al. 2012; Rodriguez-García, Bonnel et al. 2013), despite 
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the fact that “CHW programs change in predictable and unpredictable ways as 

community and formal health systems evolve” (Naimoli, Frymus et al. 2012: p. 35). 

 

Figure 3: Introduction of the community level, bringing HIV care closer to PLWHA 

 
I. PLWHA     III. Community level    IV. Health policy level 

 Theory 2

 The socio-ecological and IFC models: introducing the intermediate level 2.1

The mobilization of the community moves HIV care closer to the home in which the 

PLWHA lives – as illustrated in Figure 3 (Lehmann and Sanders 2007; Celletti, Wright 

et al. 2010; Mdege, Chindove et al. 2012; Wouters, Van Damme et al. 2012). Patients 

live within a social context that affects different aspects of HIV disease management 

and their health decisions (Weihs, Fisher et al. 2002), impacting their ART adherence 

(Davey, Foster et al. 2009; Berben, Dobbels et al. 2012). In this regard, the 

interrelatedness and interdependency between them and their immediate social 

context should be taken into account (Waller 2001; McLaren and Hawe 2005; 

Wouters 2012). As the socio-ecological theory provides a framework for integration 

of embedded environments in which disease management occurs (Stokols 1996; 

Weihs, Fisher et al. 2002; Richard, Gauvin et al. 2011; Golden and Earp 2012), this 

framework will form the theoretical basis for this PhD research.  

 

In an effort to highlight and disentangle the patterns of complex relationships 

between individuals and their social environment, various levels of influence have 
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been stratified in different ways (McLaren and Hawe 2005; Sallis, Owen et al. 2008; 

Richard, Gauvin et al. 2011). Urie Bronfenbrenner (1977), who played a key role in 

the development of the socio-ecological perspective, divided environmental 

influences into the micro-, meso-, exo- and macro-system levels (Bronfenbrenner 

1977). Building on the insights of Bronfenbrenner (1977), McLeroy et al. (1988) 

further defined the socio-ecological model for understanding the factors that 

produce and maintain health by outlining the following environmental levels: 

intrapersonal factors, interpersonal processes, organizational factors, community 

factors and public policy (McLeroy, Bibeau et al. 1988). Although an overview of the 

different models is beyond the scope of this PhD research (cf. Sallis, Owen et 

al.(2008)), it is important to note that “common to all these applications and models 

is the specification of a variety of environmental influences that can be placed on a 

continuum ranging from the generic to the more specific” (Richard, Gauvin et al. 

2011). Besides specifying different environmental levels of influence, socio-ecological 

models emphasize the mutual influence and dynamic interplay among these levels 

(Bronfenbrenner 1977; McLeroy, Bibeau et al. 1988; Stokols 1996; McLaren and 

Hawe 2005; Sallis, Owen et al. 2008): “interdependence is the basic axiom of the 

ecological perspective” (Kelly, Ryan et al. 2000: p. 133). These socio-ecological 

models are rooted within an ecological approach, which acknowledges the social 

construction of ecological knowledge (Kingry-Westergaard and Kelly 1990; Richard, 

Gauvin et al. 2011). According to the socio-ecological approach, “persons and 

systems become understandable when they are considered a part of a multilevel, 

multistructured, multidetermined social context” (Kingry-Westergaard and Kelly 

1990: p. 27). Furthermore, this approach acknowledges that examining the 

interconnections of an individual and the systems within which the person is 

embedded, provides a more ecologically valid interpretation (Kingry-Westergaard 

and Kelly 1990). In summary, within the spirit of the ecological approach, socio-

ecological models “help us understand health behavior as determined by a set of 

interconnected individual and contextual factors” (Golden and Earp 2012: p. 368).  

Departing from these earlier contributions of the socio-ecological theory, recently 

scholars have been specifying it for the context of HIV/AIDS. Kaufman et al. (2014) 
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provides an overview of the various influences on behavior change at each level of 

the socio-ecological framework related to HIV prevention and care. These authors 

distinguish between five highly interactive levels, with processes ranging between 

micro and macro: individual level (e.g. individual perceptions, beliefs or emotions), 

interpersonal/network level (e.g. dyadic or family or household influences), 

community level (e.g. community mobilization, stigmatization), institutional level 

(e.g. provision of appropriate services, competent providers) and structural level (e.g. 

cost of services, public policy)  (Kaufman, Cornish et al. 2014). Baral et al. (2013), 

modified the socio-ecological models to guide the assessment of the risks and risk 

contexts among key populations in diverse sociocultural contexts (Baral, Logie et al. 

2013). These scholars identify five levels of risk, comparable to the model of Kaufman 

et al. (2014): individual factors (biological or behavioral factors associated with 

acquisition or transmission of risks), social and sexual networks (e.g. interpersonal 

relationships, including family, friends and neighbors), community environments (e.g. 

network ties and relationships between organizations and groups) and public policy 

(laws and policies) (Baral, Logie et al. 2013). Policies guide decisions to allocate scarce 

resources, such as task-shifting as one response to the human resources shortages 

(Poundstone, Strathdee et al. 2004; Wools-Kaloustian, Sidle et al. 2009). Baral et al. 

(2013) add an extra layer, which is the “stage of the epidemic within the social and 

sexual network, community and country that will determine the risk of disease 

acquisition for the individual” (Baral, Logie et al. 2013: p. 4). Wouters (2012) 

developed a framework suited to comprehensively study the different social contexts 

impacting on HIV/AIDS care in general and on ART interventions in particular in high-

prevalence, resource-limited settings. The Individual-Family-Community (IFC) model 

integrates three interrelated environmental levels. This model goes a step further, in 

that it aims to build a conceptual framework to “guide future research on HIV/AIDS 

interventions in high-prevalence, resource-limited settings” (Wouters 2012: p. 380), 

by integrating the hybrid identity of the PLWHA, family functioning and AIDS 

competent communities (Wouters 2012).  
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At the center of the IFC model, the individual affected by HIV/AIDS in a physical, 

psychological and social way, attempts to shape his life with HIV/AIDS and on ART 

within the broader social context of his household and community. To achieve 

durable ART success “PLWHA should incorporate HIV/AIDS and ART into their 

identity, but continuously adapt the new hybrid identity to ever-changing internal 

and external conditions” (Wouters 2012: p. 373). Most studies to date have focused 

on the level of the individual living with HIV in isolation, decontextualized from 

his/her family or household (Wouters 2012). With regard to adherence to ART, ample 

studies have focused on this individual level, revealing a range of potential predictors 

of long-term ART success: such as, mental health (Peltzer, Friend-du Preez et al. 

2010) and HIV/AIDS-related knowledge, attitude and practices (Kalichman, Benotsch 

et al. 2008). Furthermore, the IFC model indicates that a health-enabling and AIDS-

competent community can provide the much needed supportive context to durably 

adhere to treatment and thus mitigate the impact of HIV/AIDS on the life of the 

individual patient (Wouters 2012). An AIDS competent community is defined by 

Campbell et al. (2012) as “a social setting in which people are most likely to work 

collaboratively to optimize HIV/AIDS prevention, care and treatment” (Campbell, 

Skovdal et al. 2012: p.124). A more recent line of research focusses on the 

community factors, for instance enacted by CHWs in HIV/AIDS care in response to 

the tension between the need for additional psychosocial care and the shortage of 

health professionals. As aforementioned, evidence is emerging that the psychosocial 

support from the community can significantly improve ART outcomes where the 

tasks of health professionals are usually limited to medical-technical ones, thus 

indicating the potential contribution of the community-level in addressing health 

issues at the individual level. However, the available scientific evidence on this topic 

reports discrepant findings on the effectiveness of peer adherence support programs 

(Bärnighausen, Chaiyachati et al. 2011; Wouters, Van Damme et al. 2012).  

 

The IFC model does not only incorporate the community level as an important 

influential environmental level in the durable disease management of PLWHA, but 

also the functioning of the intermediate level: family or household. The introduction 
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of this intermediate level is shown in Figure 4. Families and households have the 

potential to offer social, psychological and material support which can further buffer 

the impact of the epidemic and protect the affected individual against the potentially 

discriminating and stigmatizing reactions from the social environment (Wouters 

2012). Families and households are generally regarded as the most proximal and 

fundamental context influencing an individual’s development – in its varied and 

changing forms (Bronfenbrenner 1986; Belsey 2005; National Department of Social 

Development 2012; Rotheram-Borus, Lee et al. 2012) benefitting adherence and 

improving psychological adjustment (Remien, Mellins et al. 2013). These social 

contexts are seen as the “first line of health promotion and disease prevention” 

(Pequegnat 2012: p. 3). It is not possible to empower an individual PLWHA within a 

health-enabling community, without taking into account the affected families or 

households (Tawil, Verster et al. 1995; Wouters 2012). To date, there is tentative 

evidence of the importance of family and household dynamics in the context of HIV 

care. Recent articles by Rotherham-Borus et al. (2010), Li et al. (2011) and Dyer et al. 

(2012) exemplify the increasing attention for the potential contribution of these 

dynamics in HIV prevention and treatment. 

  

Figure 4: Introduction of the household as an intermediate level in community-based 

HIV care for PLWHA  

 
I. PLWHA     II. Household level    III. Community level    IV. Health policy level 
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(Pequegnat 2012: p. 3). It is not possible to empower an individual PLWHA within a 

health-enabling community, without taking into account the affected families or 

households (Tawil, Verster et al. 1995; Wouters 2012). To date, there is tentative 

evidence of the importance of family and household dynamics in the context of HIV 

care. Recent articles by Rotherham-Borus et al. (2010), Li et al. (2011) and Dyer et al. 

(2012) exemplify the increasing attention for the potential contribution of these 
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Figure 4: Introduction of the household as an intermediate level in community-based 

HIV care for PLWHA  
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 Conceptualization of the intermediate level: family and household 2.2

The heterogeneity of the South African society is reflected in the many different 

household and family forms (Smith 2006). The various uses of the terms make it clear 

that there is no consensus as to what constitutes this basic unit in society (Belsey 

2005; Brown, BeLue et al. 2010). Besides the myriad of definitions on what forms a 

household or family, their interrelationship is also conceptualized in different ways 

(Yanagisako 1979). While some studies use the terms family and household 

interchangeably, others do not regard these concepts as synonymous (Manciaux and 

Belsey 2004; Niehof 2004; National Department of Social Development 2012) and 

conceptualize these as separate but related entities (Hosegood 2008; Niehof 2011).   

 

Previous research has shown that spatial proximity and day-to-day interaction are 

two characteristics that are vital to provide care on a daily basis in the context of 

HIV/AIDS (Nachega, Knowlton et al. 2006; Nombo 2007; Niehof 2011). These 

functions can be performed among people who are related by blood, but also by 

people without such relationship (National Department of Social Development 2012). 

As households represent the “arena of everyday life” (Niehof 2011: p. 246) where the 

profound consequences of HIV/AIDS are experienced (Belsey 2005), the household is 

the unit of analysis in this PhD research.  

 

In this study, households are defined as a “co-residential unit, usually family-based in 

some way, which takes care of resource management and primary needs of its 

members” (Rudie (1995) in Niehof 2011: p. 490). Household boundaries and 

composition are dynamic and change over time. The household, as an entity, 

represents but a moment in the dynamic process of its continual formation and 

reformation. This dynamism can be even more pronounced within the context of 

HIV/AIDS (Department of Economic and Social Affairs: Population Division 2004; 

Heuveline 2004; Hosegood, McGrath et al. 2004; Niehof 2004; Nombo 2007; du Preez 

2011; Locke, Seeley et al. 2013).  
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 Dynamics of the intermediate level: family functioning  2.3

The impact of HIV/AIDS on households has been extensively studied in recent years, 

with attention being paid to the economic consequences (Cross 2001; Department of 

Economic and Social Affairs: Population Division 2004), and the impact on the 

household’s composition and structure, among other factors (Department of 

Economic and Social Affairs: Population Division 2004; Heuveline 2004; Hosegood, 

McGrath et al. 2004; Hosegood 2009). Within this challenging context of 

vulnerabilities and multiple risks (Knight, Roberts et al. 2015), households are viewed 

in this study “as challenged, not as damaged” (Greeff and de Villiers 2008: p. 22). 

Households are conceptualized as active players by developing and deploying their 

own strategies (Wallace 2002).  

 

In line with the socio-ecological framework, and more specifically the IFC model 

(Wouters 2012), theory that accounts for the dynamic nature of households is 

required (Stokols 1996). Various models have conceptualized the unique patterns 

and processes found within households in different ways (Anderson, Sabatelli et al. 

2013), such as the Beavers Systems Model (Beavers and Hampson 2003), the 

McMaster Model (Miller, Ryan et al. 2000) and the Circumplex Model of Marital and 

Family Systems (Olson 2000), among others. An in-depth study of these different 

theories is beyond the scope of this PhD research, and readily available in previous 

works, such as Roberts and Yeager (2004) and Sperry (2011). Although each of these 

middle-range theories of family functioning developed a unique coherent conceptual 

framework and have criticized one another, they also share certain characteristics of 

family systems theory assumptions (Farrell and Barnes 1993; Anderson, Sabatelli et 

al. 2013). Their theoretical assumptions that what “happens to any family member 

has an impact on everyone else in the family” and “families live in a hierarchy of 

interconnected systems” (DeFrain, Asay et al. 2009: p. 622), are in line with the 

aspects of mutual dynamic interplay of social environmental levels articulated in the 

socio-ecological models (Bronfenbrenner 1977; McLeroy, Bibeau et al. 1988; Stokols 

1996; McLaren and Hawe 2005; Sallis, Owen et al. 2008).  
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This PhD research makes use of the Circumplex Model of Marital and Family Systems 

(in short: Circumplex Model) developed by Olson (Olson, McCubbin et al. 1983; Olson 

2000), which represents one of the most used models of family functioning (Greeff 

2000; Yahav 2002; Schrodt 2005). This model views three key concepts as central to 

family functioning (Olson 2011), integrating dimensions that have repeatedly been 

considered highly relevant in a variety of family theory models1 (Olson, McCubbin et 

al. 1983; Olson 2000; Anderson, Sabatelli et al. 2013). The first central dimension, 

attachment, is defined by Olson as “the emotional bonding that family members 

have toward one another” (Olson 2000: p. 145). It reflects the degree to which 

families are independent or connected with shared interests acting as a cooperative 

whole (Olson 2000). More specifically, emotional bonding, decision making and time 

and space sharing, are examples of family attachment dimensions (Olson, McCubbin 

et al. 1983). A second underlying dimension, changeability, refers to the family’s 

ability to be flexible over time in response to changes (Yahav 2002; DeFrain, Asay et 

al. 2009; Sanders and Bell 2011). In terms of this dimension, the following aspects are 

of particular interest: role relationships, negotiation and feedback styles (Olson, 

McCubbin et al. 1983). The third dimension, communication, is viewed as a 

facilitating dimension that helps families to alter their levels of attachment and 

changeability (Olson 2000; Olson 2011). Family functioning is facilitated by positive 

communication, such as listening and speaking skills, including attentive and 

empathic listening and being able to speak for oneself, as well as, sharing feelings 

about oneself and the relationship and respect towards another (Olson 2000). 

 

Based on the Circumplex Model, family placement on the two dimensions will vary 

according to a family’s developmental stage, environmental changes and other 

contextual factors. Balanced families are families who function moderately along the 

dimensions of changeability and attachment, within a climate of positive 

                                                             
1 The theory of Olson et al. (1989) uses cohesion and flexibility as conceptual terms in the Circumplex 

Model. McCubbin et al. (1995) changed in the development of the FACI8 scale the terminology later 

from cohesion and flexibility, to attachment and changeability, respectively. In this respect, in the 

remainder of the PhD research the latter terms will be used.  
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communication, which is most conducive to healthy family functioning (Olson 2000). 

Moderate levels of attachment, “allow the family members to experience being both 

independent from and connected to their family” (Olson 2000: p. 152). In contrast, 

high levels of attachment result in an enmeshed family, in which families have high 

levels of loyalty and consensus with little tolerance for relationships outside the 

family or private space. When families exhibit little attachment, members remain 

focused on individual experiences, extreme emotional separateness and limited 

involvement or commitment, resulting in a disengaged family. In the long run, these 

extreme sides on the attachment spectrum tend to be problematic for individuals 

and relationships. Balance on the changeability continuum means that a family 

maintains a certain degree of stability, while also being open to change when 

necessary. Too little changeability results in rigidity, being unable to respond to 

change, in which family members have strictly defined roles with limited space for 

negotiations as one member is in charge and highly controlling. On the other side of 

the continuum, too much changeability leads to a chaotic relationship, in which 

family members are unable to make shared agreements to govern their 

interrelationships and actions, since roles are unclear, constantly shifting and 

decisions impulsive (Olson 2000). 

 

Following the dynamic Circumplex Model, balanced families are more likely to be 

able to deal with changes resulting from external circumstances and internal 

dynamics, and will thus function more adequately across the family life cycle. These 

families are seen to cope more effectively with change, as they have the resources 

and skills to adapt themselves in an appropriate way, such as joint decision-making, 

effective communication and mutual support (Olson 2000). In well-functioning 

families, members feel that their personal needs are met and interests are satisfied 

(Greeff 2000). Families possessing more unbalanced levels of attachment and 

changeability, find it challenging to deal with pressures caused by changes, such as 

illness. However, in certain stress situations or moments in the families-life cycle, 

extreme degrees of attachment or changeability can be appropriate. Furthermore, 

there are no absolute best levels for any family. Families will operate in a functional 
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manner, as long as all the family members like the family’s position on the continuum 

of the dimensions (Olson 2000). 

 

While Olson and collaborators use the term “family” in their model, they do not 

clearly define this concept in their work. Indirect references are made by the authors, 

in which they use the concept of “family” to refer to people who live in the same 

“household” (Olson, McCubbin et al. 1983). Scholars developed instruments to 

operationalize the Circumplex Model. Based on this, a strong body of empirical 

evidence is being accumulated, in which “family” is often interpreted as people living 

in the same “household” (Thomas and Ozechowski 2000; Yahav 2002; Olson 2011; 

Anderson, Sabatelli et al. 2013) – the same interpretation of the concept is used in 

the current study. 

 

The Circumplex Model has been widely applied in research in various fields, such as 

psychology, psychiatry and health research (Burr and Lowe 1987; Kouneski 2000; 

Olson 2011). With regard to the latter field, research has demonstrated that family 

functioning plays an important role in health outcomes, such as pregnancy, 

childbirth, chronic illness, among others (Kouneski 2000). In the context of HIV, 

existing literature has shown that family functioning plays an important role in ART 

adherence (Rotheram-Borus, Stein et al. 2010). 

 Research aims 3

Within the context of task-shifting, mobilization of the community brings care closer 

to the PLWHA and his or her family and household environment (Lehmann and 

Sanders 2007; Celletti, Wright et al. 2010; Mdege, Chindove et al. 2012; Wouters, 

Van Damme et al. 2012). The socio-ecological and IFC models draw attention to the 

fact that the dynamic interplay with the household or family level should be taken 

into account, in order to study community-based HIV care comprehensively 

(McLeroy, Bibeau et al. 1988; Wouters 2012). The literature learns that “disease 

management behaviors occur primarily in the home”, so that household members 

are highly influential in affecting different aspects of disease management (Weihs, 
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Fisher et al. 2002: p. 10). These social contexts are regarded as the “first line of 

health promotion and disease prevention” (Pequegnat 2012: p. 3). By developing and 

deploying their own strategies (Wallace 2002), households are conceptualized in this 

PhD research as active players in providing care and being capable of addressing the 

challenges they face (Walsh 2002). The Circumplex Model accounts for this dynamic 

nature of households (Olson 2000). 

Previous research has shown that this dynamic household level is a key influence on 

health and wellbeing of PLWHA (Rotheram-Borus, Stein et al. 2010). When focusing 

on adherence, the influence of the context in which a patient is expected to adhere 

to the prescribed medication, such as the family or household, is important (Berben, 

Dobbels et al. 2012) – in spirit of the socio-ecological theory. To date, however, little 

empirical evidence is available with regard to the dynamic interrelationship of the 

family or household level in between the individual and community environmental 

level (Wouters 2012). In words of Kaufman et al. (2014): “although there seems to be 

little disagreement that ecological approaches are more comprehensive and 

potentially more explanatory and effective than frameworks or models only taking 

one level into account, such frameworks have received relatively little research 

attention” (Kaufman, Cornish et al. 2014: p. S250).  

 

The aim of this PhD research is to address the aforementioned research gaps by 

investigating the intermediate role of the household level in community-based 

treatment adherence support programs for people living with HIV/AIDS. More 

specifically, the following research aims will be addressed, which are illustrated in 

Figure 5: 
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Research aim 1: Exploring the interplay between community-based treatment 

adherence support and the family environment of the patient. 

1.a Assessing the impact of the interplay between family dynamics and 

community-based treatment adherence support on the PLWHA’s treatment 

outcome. 

1.b Exploring the interrelationship and impact of community-based treatment 

adherence support and treatment buddying on the stigma experienced by 

PLWHA. 

 

Research aim 2: Investigating how the patient’s household dynamics hamper or 

facilitate the impact of community-based treatment adherence support programs on 

the patient 

2.a Conceptualizing a health-enabling household that supports the PLWHA – 

an  HIV/AIDS competent household. 

2.b Examining the way in which HIV/AIDS competence in the household 

hampers or facilitates community-based treatment adherence support. 

 

Figure 5: Research aims 

 
I. PLWHA     II. Household (HH) level    III. Community level    IV. Health policy level 
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 Mixed Methods 4

This PhD research addresses the aims cited above by using both qualitative and 

quantitative research methods. Mixed methods research, which integrates both 

research methods, allows for a more complete evaluation of treatment adherence 

support, than using only one approach (Mortelmans 2013). It has been argued that 

mixed methods research can be particularly enriching in health care research to do 

justice to the complexity of the phenomena studied (Östlund, Kidd et al. 2011). More 

specifically with regard to HIV/AIDS: “mixed method approaches are particularly well 

suited to the investigation of the often hidden and stigmatizing behavioral and social 

factors underlying HIV epidemics” (Poundstone, Strathdee et al. 2004: p. 23).  

 

Both qualitative and quantitative methods are used in order to capitalize on the 

strengths of each approach, aiming to provide more coherent, reliable and useful 

information to draw conclusions. In addressing the research questions, both research 

methods have approximately equal emphasis, i.e. equal status (Leech and 

Onwuegbuzie 2009). The two components occur one after the other. Sequential data 

analysis is thus adopted in this research project (Leech and Onwuegbuzie 2009). 

Quantitative findings are further explored using qualitative approaches (Östlund, 

Kidd et al. 2011). As the quantitative and qualitative research parts are not mixed 

within stages, this research is partially mixed (Leech and Onwuegbuzie 2009). While 

the quantitative and qualitative data sets were analyzed separately, findings of both 

research methods will be integrated at the stage of the conclusion (Östlund, Kidd et 

al. 2011). By such methodological triangulation data can confirm, challenge, or 

explain the findings of both methods (Rodriguez-García, Bonnel et al. 2013) resulting 

in a more comprehensive picture. In summary, this PhD research adopts a “partially 

mixed sequential equal status design” which “involves conducting a study with two 

phases that occur sequentially, with the quantitative and qualitative phases having 

equal weight” (Leech and Onwuegbuzie 2009: p. 270). 

 

Experimental designs are generally viewed as the most rigorous method. Randomly 

allocating the intervention among participants may allow causal factors to be 
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explain the findings of both methods (Rodriguez-García, Bonnel et al. 2013) resulting 

in a more comprehensive picture. In summary, this PhD research adopts a “partially 

mixed sequential equal status design” which “involves conducting a study with two 

phases that occur sequentially, with the quantitative and qualitative phases having 

equal weight” (Leech and Onwuegbuzie 2009: p. 270). 

 

Experimental designs are generally viewed as the most rigorous method. Randomly 

allocating the intervention among participants may allow causal factors to be 
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identified. However Rodriguez-García et al. (2013) point to the fact that “insights can 

be gleaned from multiple and different research methods, and that [randomized 

controlled trials] RCTs alone cannot illuminate all aspects of the community 

response” (Rodriguez-García, Bonnel et al. 2013: p. S17). In this regard, the 

qualitative follow-up study is essential to complement and contextualize the 

quantitative findings (Glenton, Colvin et al. 2013; Mortelmans 2013). It allows us to 

reveal social aspects of treatment adherence support which may remain 

underrepresented in the quantitative survey. The qualitative research was inspired 

by the questions provoked by the quantitative results. Qualitative research is 

essential in order to understand the lived experience of the patients receiving 

treatment adherence support, since RCTs “generally yield limited insights into 

intervention mechanisms” (Glenton, Lewin et al. 2011: p. 3). Moreover, qualitative 

research can provide insights into the pathways through which community-based 

adherence support interacts with the patient’s social environment.  

 Quantitative dataset 4.1

The quantitative research part aimed to address the research aim 1, cited above, by 

analyzing the interplay between community-based treatment adherence support and 

the social environment of the patient using data drawn from the randomized 

controlled trial “Effective AIDS Treatment and Support in the Free State” (FEATS) in 

South Africa. This RCT was conducted by the Centre for Health Systems Research and 

Development at the University of the Free State (UFS). Ethical approval was granted 

by the Ethics Committee of the UFS Faculty of Health Sciences [ETOVS 145/07], and it 

is registered in the South African National trial register [DOH-27-0907-2025], as well 

as with the National Institutes of Health in the United States [NCT00821366]. The 

primary research aim of this RCT is to investigate the effectiveness of AIDS treatment 

and support in settings where free ART had been introduced. With regard to this 

primary research aim, results show that the peer adherence support improves 

immunologic response to ART in terms of CD4 cell counts (Booysen 2014). 

Furthermore, results show that 85.3% of the patients rated their own adherence as 

perfect.  
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Participants in the study were recruited from 12 public ART clinics across the five 

districts in the Free State Province of South Africa (i.e. Lejweleputswa; Motheo; 

Thabo Mofutsanyana; Fezile Dabi; Xhariep), based on the following inclusion criteria: 

18 years of age or older, having commenced ART treatment within the past five 

weeks and residing in the town or village in which the particular health facility is 

located. PLWHA, who met these criteria, were recruited into the experiment by staff 

at the health care facilities as part of the open enrolment process – which limits the 

generalizability of the trial results. Written informed consent was obtained from 

study participants before the interview. Participants consented to participate in the 

randomized controlled trial, in addition to allowing researchers to access their 

patient files during the collection of clinical data. Clinical data were obtained by 

accessing patient files and electronic data from the National Health Laboratory 

Services Data (Booysen 2014).  

All patients received ART and the associated support provided in the public sector 

ART program, as published in the National Treatment guidelines for ART of Adults 

(National Department of Health 2004). Following the baseline survey, patients 

recruited into the study were randomly assigned either to a control group or to a 

group receiving additional peer adherence support. A subset of the patients receiving 

peer adherence support also received nutritional support (i.e. two 400g cans of 

spaghetti and meatballs in tomato sauce). Assignment was performed according to a 

Zelen-type double-randomized consent design, so that participants were only 

informed and offered the one randomized treatment assigned to them. The UFS 

research team stated that such a design is appropriate given that: blinding is not 

practicable or possible; the use of classical randomization and informed consent 

procedures significantly threatens internal validity; the interventions are highly 

attractive; the control group receives standard care; the study focuses on a clinically 

relevant objective(s) and offers important new insights (MacLehose, Reeves et al. 

1999; Kaptchuk 2001; Rains and Penzien 2005; Booysen 2014). The research team of 

the Centre for Health Systems Research and Development at the UFS, marked that 

they “failed to collect detailed enough information during the recruitment phases of 

the study, firstly when enrolling clients into the study and secondly when recruiting 
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subjects into the intervention arms of the experiment, which makes it impossible to 

have a full understanding of the nature of the selection and attrition processes 

impacting on the study, including the reasons for losses and exclusions from 

treatment following randomization” (Booysen 2014: p. 22). 

The peer adherence supporters (PAS) were PLWHA who had been on ART for at least 

12 months and who had received a theoretical and practical training on HIV/AIDS, 

ART and adherence, nutrition and infection control in the home, based on material 

developed by the University of the Free State’s School of Nursing. Initially, a total of 

57 PAS was recruited, trained and employed. During the course of the research, five 

had resigned due to not being able to fulfil their responsibilities, with patients being 

re-assigned to other PAS (Booysen 2014). 

The experimental phase of the study commenced in October/November 2008 and 

ended in March/April 2010. On average, research participants were enrolled in the 

experiment for 11.7 months. A significant difference could be noted, with subjects 

receiving the nutritional support staying approximately one month longer in the 

experiment than the adherence support only. At the end of the intervention phase, a 

substantial proportion of FEATS study participants (39.8%) had dropped out of the 

treatment arms. Focus group discussions with PAS revealed that non-disclosure of 

HIV status by patients to their spouses, families or relatives with whom a patient 

resides was the most recurrent reason why patients gave up the support of the 

intervention. The second most important reason cited regarding withdrawal from the 

study intervention was for a patient not clearly seeing any personal benefit in 

participating in the intervention. For instance, they did not see the need for PAS’ 

advice as they already went to the clinic. Other reasons why patients withdrew from 

the study interventions included lack of financial or material gain for patients, 

existing support structures already in place, fear of stigma, relocation/migration, lack 

of variety in nutritional supplements, mortality, employment-related factors and 

non-adherence to treatment (Booysen and De Reuck 2010; Booysen, De Walque et 

al. 2015).  
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The survey, conducted by trained enumerators using structured questionnaires, 

comprised a baseline survey held prior to the commencement of the experimental 

intervention and two follow-ups. At each wave, the survey encompassed a patient, 

individual and household survey. The baseline data collection (approximately one 

month after initiating ART) for this longitudinal survey was conducted from October 

2007 until October 2008 among 655 PLWHA. The second wave of data collection took 

place from April until October 2009, resulting in 500 interviews. The third and final 

round of interviews was held from March until June 2010, with 435 patients. Attrition 

was primarily due to mortality among study participants (42.4%) and unknown 

whereabouts (34.1%) (Booysen 2014). For each quantitative article in this PhD 

research a different subset of data was used, depending on the variables included in 

the analysis, which were extracted from the patient, individual or household 

questionnaire.  

 Qualitative dataset 4.2

In a country that has one of the highest TB and HIV co-infection rates, TB is the most 

common cause of death in PLWHA (UNAIDS 2013), despite the fact that it is curable 

(CDC 2011). In this regard, the treatment adherence support program of the non-

governmental organization (NGO) TB/HIV Care association focuses on both HIV and 

TB. Under authority of the Western Cape Provincial Department of Health, this NGO 

trains CHWs on priority health issues. The NGO operates in three different areas of 

the Cape Metropole. The study site (Klipfontein/Mitchell’s plain) was purposefully 

selected aiming to cover all the health facilities providing TB and ART to which the 

CHWs studied are linked (i.e. Inzame Zabantu, Mzamonhle, Cross Roads and 

Weltevreden). These health care facilities are operated by the Provincial Department 

of Health and serve the general medical needs of the township that surround it. The 

health facilities were primarily nurse-driven, reflecting task-shifting as one answer to 

the national shortage of health care workers. With the aim of minimizing interruption 

to service provision, we asked the CHWs to participate in the study in collaboration 

with district coordinators from the NGO in question. CHWs who were available at the 

time of the study, who were proficient in English and who agreed to participate, took 
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us along on their daily visits to the houses of patients. No CHWs left their job during 

the period of the fieldwork. One CHW started a training to get promotion within the 

NGO. To be eligible for study participation the patients had to meet the following 

criteria: 18 years or older, HIV positive, and participating in the treatment adherence 

support program of the NGO in question. 13 of the interviewed patients were also on 

TB treatment. Of the patients interviewed, 60% had all their pill counts correct, while 

32 % had one and 8% two pill counts incorrect. 

 

Ethical approval was granted by the Ethics Committee of the University of the 

Western Cape (13/10/55). To investigate research aim 2, fieldwork was conducted 

between February and May 2014 in the township Klipfontein/Mitchell’s plain on the 

outskirts of Cape Town. For enrolment in the study, informed written consent of all 

participants involved was obtained – in English or the local language. Not only for 

study enrolment, but also for audio-recording and for the publication of the findings 

and pictures, written informed consent was obtained. Information about the study, 

its purpose and design were explained in an understandable way. This information 

was also distributed by means of an information leaflet that the participants received 

from the interviewer, available in English and the local language. Both patients and 

treatment adherence supporters could withdraw from the study at any time. When 

the respondent came to issues he or she did not want to discuss, the researcher was 

sensitive to the limits of the participants, did not press the issue and went on to the 

next question. The interviews and observations were carried out by the principle 

investigator, who has experience with these research methods, accompanied by a 

male or female interviewer, who were able to speak the local language of the 

respondent to make them as comfortable as possible. In order to prevent the risk of 

inadvertently disclosing study participants’ HIV status and to make the respondent as 

comfortable as possible, the respondent could chose the time and place where the 

interview would take place. All interviews were conducted at the patients’ houses. 

Respondents who completed the interview or the focus group discussion received a 

voucher (50 ZAR (South African Rand)) as a token of appreciation for their time and 
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collaboration. There were no other direct benefits associated with participation in 

this research for the respondents. 

 

During participatory observations, 13 CHWs were followed on their daily tasks of 

visiting patients to provide community-based adherence support. From the 73 

houses we visited, 48 persons living with HIV/AIDS (or their treatment buddies) were 

home for a community-based adherence support session. Observational methods 

involve the systematic, detailed observation of behavior and talk (Mays and Pope 

1995). This method is of particular use when accounting for unpredicted outcomes 

and to document social processes and specific events (Angrosino 2007). Of the 48 

people observed during their community-based adherence support sessions, 41 

agreed to participate in an interview on one of the subsequent days. After the 

observations, patients were given time to reflect on their decision to participate in 

the in-depth interview. During this time, nine patients cancelled the interview, so 

that 32 in-depth interviews were conducted with patients. Of these nine, three were 

no longer willing to participate in the interview, four were not at home on the date of 

the interview and could not be traced, and two were unable to attend because of 

work. Finally, four focus group discussions were held with the 36 (of the 39) CHWs 

working for the NGO, at each of the four different clinics in the Klipfontein/Mitchell’s 

Plain area. In the focus group discussions topics that emerged during the 

observations and interviews were discussed.  

 

Structured field notes were taken during the observation, including a description of 

the particular setting, enumeration of the participants, description of behaviors and 

interactions, among others. All but one interview were audio recorded, which 

allowed for a detailed transcript of the interviews – assuring the accuracy of what 

was said – which was the basis for data analysis. The data was safely stored and 

separated from any file that might allow the identification of the participant. The 

transcripts of the interviews contained only the interview number, date and length of 

the interview, so as to achieve anonymity. The information from the interviews, 
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focus group discussions and observations remained confidential and was not be 

viewed by any persons or parties not involved in this study. 

 

A combination of interviews, observations and focus group discussions was used in 

this study to achieve data triangulation. The findings of the various qualitative 

research methods allow us to look at the same topic from different angles, rendering 

the results more valid (Mortelmans 2013). Furthermore, the aim was to attain 

validity by having three observers who could cross-check each other’s findings in 

order to discover and eliminate inaccuracies (Angrosino 2007). Besides this data 

triangulation and investigator triangulation, respondent validation enhances quality 

of our data. The researcher’s understanding of data collected in the studied social 

setting was tested against the perception of the members of that setting, who were 

the source of information (Miller 2001; Mortelmans 2013). According to the socio-

ecological approach, this “respondent validation” helps to create a “shared 

understanding” between the observers and observed, which will enhance “the 

authenticity, the validity, and, therefore, the usefulness of the research” (Kingry-

Westergaard and Kelly 1990: p. 29). The CHWs and their supervisors, who 

participated in the focus group discussions, were invited to join the feedback 

sessions. First, after presenting qualitative research results in an understandable way 

to the participants, there was room for feedback from the participants. Second, 

topics which emerged in the qualitative analysis that left room for improvement of 

the CHWs’ treatment adherence support services were discussed. The participants 

were asked to brainstorm – based on their rich experience – for solutions to these 

issues raised. Besides data triangulation, investigator triangulation and respondent 

validation, a reflection on the fieldwork (Chapter 6) contributes to the sincerity of the 

overall PhD research (Tracy 2010). 

 Treatment adherence support programs 4.3

Table 1 compares treatment adherence support programs of the quantitative and 

qualitative research part on various aspects – conducted in the Free State province 
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and Cape Metro area, respectively2. The first main difference is that the quantitative 

treatment adherence support program was established within a research setting, 

while the program of the qualitative research was part of a functioning health 

system. When the financial resources for the FEATS study were exhausted, the 

provision of treatment adherence support in the quantitative research part was 

stopped. Patient information was not transferred to the clinic, but solely used for 

research purposes. The treatment adherence support program observed in the 

qualitative research part was provided by CHWs employed by the NGO and funded 

by the Western Cape Department of Health. CHWs were linked to the clinics. Patient 

information is kept in the patient folder at the clinic. Before starting ART, patients in 

the qualitative research part follow three education sessions with the facility 

counsellors; are asked to identify a treatment buddy; have a medical examination; 

and receive a first visit of a CHW to conduct a home assessment to record the social 

and housing conditions of the patient using a standardized form. This home 

assessment is discussed during the multi-disciplinary team (MDT) meetings in the 

clinic. Besides providing treatment adherence support in the patients’ home, CHWs 

also revisit patients who have defaulted their treatment. Furthermore, they assist in 

“door-to-door” health promotion visits during which they inform people about 

health-related topics and invite them to be tested at a mobile testing site as part of 

outreach programs in the community. Moreover, they also participate in education 

and awareness campaigns in the clinic’s waiting room. 

 

The second main difference between both programs is an exclusive focus on HIV in 

the quantitative part and a focus on both HIV and TB in the qualitative part. This shift 

in focus ran parallel with the recent shift in the response to the dual HIV and TB 

epidemic from being largely separated in the past, to the realization that it will be 

impossible to curb the spread of HIV/AIDS without tackling TB and vice versa (Nullis-

                                                             
2 While the quantitative program uses the term peer adherence supporters (PAS), the qualitative 

support program makes use of the term community care worker (CCW). Since CHWs “is an umbrella 

term for a heterogeneous group of lay health workers” (van Ginneken, Lewin et al. 2010: p. 1110), the 

terms are used interchangeably in the remainder of the PhD research.  
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and Cape Metro area, respectively2. The first main difference is that the quantitative 

treatment adherence support program was established within a research setting, 

while the program of the qualitative research was part of a functioning health 

system. When the financial resources for the FEATS study were exhausted, the 

provision of treatment adherence support in the quantitative research part was 

stopped. Patient information was not transferred to the clinic, but solely used for 

research purposes. The treatment adherence support program observed in the 

qualitative research part was provided by CHWs employed by the NGO and funded 
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information is kept in the patient folder at the clinic. Before starting ART, patients in 

the qualitative research part follow three education sessions with the facility 

counsellors; are asked to identify a treatment buddy; have a medical examination; 

and receive a first visit of a CHW to conduct a home assessment to record the social 

and housing conditions of the patient using a standardized form. This home 

assessment is discussed during the multi-disciplinary team (MDT) meetings in the 
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also revisit patients who have defaulted their treatment. Furthermore, they assist in 

“door-to-door” health promotion visits during which they inform people about 

health-related topics and invite them to be tested at a mobile testing site as part of 

outreach programs in the community. Moreover, they also participate in education 

and awareness campaigns in the clinic’s waiting room. 

 

The second main difference between both programs is an exclusive focus on HIV in 

the quantitative part and a focus on both HIV and TB in the qualitative part. This shift 

in focus ran parallel with the recent shift in the response to the dual HIV and TB 

epidemic from being largely separated in the past, to the realization that it will be 

impossible to curb the spread of HIV/AIDS without tackling TB and vice versa (Nullis-

                                                             
2 While the quantitative program uses the term peer adherence supporters (PAS), the qualitative 

support program makes use of the term community care worker (CCW). Since CHWs “is an umbrella 

term for a heterogeneous group of lay health workers” (van Ginneken, Lewin et al. 2010: p. 1110), the 

terms are used interchangeably in the remainder of the PhD research.  

53



50 
 

Kapp 2005). This shift is reflected in South Africa’s National Strategic Plans (NSP). The 

plan of 2007–2011, during which the quantitative data collection was performed 

(2008-2010), focused on HIV/AIDS (“HIV & AIDS and STI Strategic Plan for South 

Africa 2007-2011”). At that time, criteria for ART initiation in PLWHA were to start 

when their CD4 cell count dropped below 200 cells/µl (Booysen 2008). Reflecting the 

recommendations of the WHO on earlier ART initiation, this initiation criteria rose to 

a CD4 cell count below 350 cells/µl, during the data collection of the qualitative 

research part (World Health Organization 2013). At the time of the qualitative data 

collection (2014), TB was included in the NSP (South African “National Strategic Plan 

(NSP) on HIV, STIs and TB, 2012–2016”), as South Africa has a high rate of HIV and TB 

co-infections (Delobelle 2013). Up to 60% of TB patients are co-infected with HIV in 

South Africa (Karim, Karim et al. 2004). 

 

A third difference which should be noted is the dissimilarity with regard to the peer 

aspect between the quantitative and qualitative treatment adherence support. Peer 

supporters share one or more attributes with the target population (Dennis 2003; 

Latkin and Knowlton 2005). Unlike in the quantitative research part, an HIV positive 

status was not a requirement for recruiting a CHW in the treatment adherence 

support program in the qualitative research part. While the CHWs in the qualitative 

part did not necessarily share an HIV positive status with their patients, they have the 

same knowledge and experience about the patients’ sociocultural context, since the 

CHWs are living in the same area as their patients in both support programs (Nor, 

Zembe et al. 2009). The peer-aspect is thought to facilitate acceptability to target 

populations and increase their influence and legitimacy (Simoni, Nelson et al. 2011).  

 

A last difference is that the treatment adherence support of the quantitative part had 

more an individual reactive focus, in comparison to the more reactive support in the 

qualitative part. When visiting patients, CHWs in the quantitative research part 

provided psychosocial support to advance adherence and they discussed matters 

that can make adherence more difficult (e.g. stigma). They identified possible side 

effects of ART and acted appropriately. When necessary, they referred patients to a 
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clinic. Other topics (e.g. unemployment or pension grants) were discussed as well. 

The meetings took place at a time and place specified by the PLWHA, whether in the 

home, at work or elsewhere (Booysen 2014). While in the quantitative intervention 

the focus was solely on adherence support for the PLWHA, in the treatment 

adherence support observed in the qualitative research part there was a limited 

proactive component added. In this support program, a first step was taken to assess 

the household situation. During the first visit, issues noted in the home assessment 

are disclosure of HIV and/or TB status to household members, drug and substance 

use, HIV status of other household members, presence of a treatment buddy, among 

others. CHWs in this treatment adherence support program also supported patients 

with non-disclosure. Moreover, during the home assessment CHWs performed TB 

case finding for children under five years old and other people living in the household 

with HIV. Furthermore, the home assessment also registered family planning 

methods and the wish for children. Nevertheless, even in the qualitative support, the 

CHWs’ primary role was monitoring patient adherence by visiting them at home and 

supporting them to take their medication via a pill count and identifying side-effects. 

Furthermore, they aim to improve patient education about TB and HIV. Other 

activities range from assistance in obtaining social grants for patients they support 

and referring of patients to other social services (TB/HIV Care Association 2013; 

TB/HIV Care Association 2013).  

 

Table 1: Comparison between treatment adherence support programs of the 

quantitative and qualitative research part 

 

 Quantitative research part 

Free State Province 

(Booysen and De Reuck 2010; 

Booysen 2014; Booysen, de 

Walque et al. s.d.) 

Qualitative research part 

Cape Metro Area 

(TB/HIV Care Association 2012; 

TB/HIV Care Association 2013; 

TB/HIV Care Association 2013; 

Odendaal and Lewin 2014) 
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Treatment adherence support visits 

Number of 

visits 

Patients received on average 7.6 

visits from the PAS each month. 

The PLWHA on ART should be 

visited during the first month 

weekly, and then monthly. TB 

patients should be visited 

weekly. In practice, the number 

of visits the patients received at 

the time of their participation in 

the research ranged from 2 

visits to 17 visits in total.  

Place The majority of the PAS (98%) 

reported that their meetings 

with PLWHA took place at the 

PLWHA’s home. 

The majority (46 out of 48 

observations) of the treatment 

adherence support visits were 

performed at home during the 

research period. One visit was 

performed at the house of the 

patient’s uncle because he did 

not want to be seen in the clinic 

in his own neighborhood. The 

other PLWHA did not want to 

accept the visits at his own 

house, so the visit was 

performed at a friend’s house. 

End of visits The intervention lasted for a 

total of 18 months. At the 

moment that the financial 

resources available for the 

provision of treatment 

adherence support were 

exhausted, the trial and thus the 

visits were stopped. 

Visits were stopped when viral 

load was undetectable for 

PLWHA or until TB treatment 

was finished. Although a CCW 

continued her visits to one 

virally suppressed patient. 
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Uniform PAS were not wearing a uniform 

when performing the home visits 

aiming to avoid stigmatization. 

 

While the CCWs wear the 

uniform of the NGO in the clinic 

and the community outreach 

programs, they are not 

identifiable as health care 

workers of this NGO when 

walking to patients’ homes or 

visiting patients – as long as  

they feel safe working in the 

area without a uniform. 

Transport to 

visits 

Majority of PAS walked to visit 

patients, some took a taxi, rarely 

own transport. 

Majority of CCWs walked to visit 

patients, rarely took a taxi. 

Duration of 

visits 

Information not available  A previous study on the same 

treatment adherence support 

program showed that on 

average duration of a home visit 

was between 7 and 11 minutes 

across different clinics 

(Odendaal, Mtshizana et al. 

2011), which was prolonged by 

the research requirements (e.g. 

providing information about the 

study and consent form). 

CHWs 

Recruitment The PAS were PLWHA who had 

been on ART for at least 12 

months, who were not already 

working for the government or 

an NGO. In this regard, PAS were 

excluded if they had received a 

CCWs are recruited after 

applying for a vacancy and a 

recruitment interview. Being 

HIV positive was not a selection 

criterion to be recruited by the 

NGO. 
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prior related training.  

Patient-

matching 

Generally based on geographical 

proximity between the area in 

which the PAS is assigned to 

work and his/her place of 

residence. 

Generally based on geographical 

proximity between the area in 

which the CCW is assigned to 

work and his/her place of 

residence. 

Training 4-day training on HIV/AIDS, ART, 

adherence, infection control at 

home and nutrition was based 

on material developed by the 

University of the Free State’s 

School of Nursing. The training 

was completed with a one-day 

assessment. 

10-day training on priority 

health issues to provide 

integrated community care for 

both TB and HIV (e.g. HIV and 

opportunistic infections, ART 

and its side-effects, TB, the pill 

counts and other aspects of the 

job) by the NGO. 

Retraining Once a month retraining on 

selected topics. 

Depending on the availability of 

budget, retraining is organized. 

Supervision Performed by two trained peer 

adherence support coordinators 

(managed by the School of 

Nursing, UFS) who visited each 

clinic once a month to meet with 

the PAS. 

A well-developed hierarchical 

structure in which supervisors 

manage the work of the CCWs 

and forms the link between the 

CCWs, the clinic and the 

employing NGO. 

Payment PAS were paid a monthly stipend 

ranging from 500–1400 ZAR, 

conditional on performance. 

 

CCWs received 1465 ZAR per 

month. 

 

Patients 

Eligibility 

criteria 

support 

program 

Being 18 years or older, having 

initiated ART in the past month 

and residing in the catchment 

area of the particular clinic.  

Patients who were eligible for 

ART in the public-sector ART 

program. 
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With regard to what the implications of these differences in treatment adherence 

support might be for the results of this PhD research, only tentative speculations can 

be made. At present, too little data is available on the particular aspects of the two 

programs. First, with regard to the distinction between a program that is part of a 

research setting and a program that is part of the health system, it should be noted 

that the CHWs in the latter (qualitative) study might have been more visible in the 

community as they also performed other tasks, such as defaulter tracing, “door-to-

door” health promotion visits, educational programs and awareness campaigns 

performed in the clinic’s waiting room. As a result, they were more likely to be 

associated with HIV/AIDS. No data is available on this aspect for the quantitative part 

of the research, but anecdotal evidence shows that – even when not in uniform – 

CHWs were still associated with HIV/AIDS in the Free State program.  

 

Second, the support program investigated in the qualitative research had been 

designed to tackle the HIV-TB co-epidemic, which enabled those patients to use TB as 

a disguise for the HIV/AIDS support when necessary. This might have had an effect on 

the acceptance of the support visit. In both treatment adherence support programs, 

however, similar reasons were given for patients’ withdrawal, including fear of 

disclosure, feelings of shame and concerns about what others would say.  

 

Third, as the qualitative research took a slightly more proactive stance by assessing 

the household situation, it was to be expected that the CHWs surveyed in this part of 

the research would already be more sensitive to household dynamics. Mapping 

household issues that emerge early in the visits can enable CHWs to prepare and 

employ strategies to hide the purpose of future visits if necessary. Yet, determining 

whether they were welcome at the start of each visit to the patient was described as 

a challenge by CHWs in both parts of the research, especially with regard to the first 

Number of 

patients per 

CHW 

PAS were assigned eight FEATS 

study participants each, four in 

each intervention arm. 

The number of patients visited 

by the CCWs differed widely, 

ranging from 10 to 42. 
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Third, as the qualitative research took a slightly more proactive stance by assessing 

the household situation, it was to be expected that the CHWs surveyed in this part of 

the research would already be more sensitive to household dynamics. Mapping 

household issues that emerge early in the visits can enable CHWs to prepare and 

employ strategies to hide the purpose of future visits if necessary. Yet, determining 

whether they were welcome at the start of each visit to the patient was described as 

a challenge by CHWs in both parts of the research, especially with regard to the first 

Number of 

patients per 

CHW 

PAS were assigned eight FEATS 

study participants each, four in 

each intervention arm. 

The number of patients visited 

by the CCWs differed widely, 

ranging from 10 to 42. 
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prior related training.  

Patient-

matching 

Generally based on geographical 

proximity between the area in 

which the PAS is assigned to 

work and his/her place of 

residence. 
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proximity between the area in 

which the CCW is assigned to 

work and his/her place of 

residence. 

Training 4-day training on HIV/AIDS, ART, 

adherence, infection control at 
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on material developed by the 
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was completed with a one-day 
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10-day training on priority 

health issues to provide 

integrated community care for 
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opportunistic infections, ART 

and its side-effects, TB, the pill 

counts and other aspects of the 
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Depending on the availability of 
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adherence support coordinators 
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clinic once a month to meet with 

the PAS. 
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structure in which supervisors 
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CCWs received 1465 ZAR per 
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Patients 

Eligibility 

criteria 

support 

program 

Being 18 years or older, having 

initiated ART in the past month 

and residing in the catchment 

area of the particular clinic.  

Patients who were eligible for 

ART in the public-sector ART 

program. 
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With regard to what the implications of these differences in treatment adherence 

support might be for the results of this PhD research, only tentative speculations can 

be made. At present, too little data is available on the particular aspects of the two 

programs. First, with regard to the distinction between a program that is part of a 

research setting and a program that is part of the health system, it should be noted 

that the CHWs in the latter (qualitative) study might have been more visible in the 

community as they also performed other tasks, such as defaulter tracing, “door-to-

door” health promotion visits, educational programs and awareness campaigns 

performed in the clinic’s waiting room. As a result, they were more likely to be 

associated with HIV/AIDS. No data is available on this aspect for the quantitative part 

of the research, but anecdotal evidence shows that – even when not in uniform – 

CHWs were still associated with HIV/AIDS in the Free State program.  

 

Second, the support program investigated in the qualitative research had been 

designed to tackle the HIV-TB co-epidemic, which enabled those patients to use TB as 

a disguise for the HIV/AIDS support when necessary. This might have had an effect on 
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visit. Despite the fact that no data are available on this aspect of the quantitative 

research, it is to be expected that these CHWs experienced similar challenges: CHWs 

often had to ask neighbors for help finding the address, did not know what the 

patient looked like and were unaware of the household situation.  

 

Fourth, as the support sessions covered by the qualitative study were shorter and 

less frequent, and as those CHWs also had a higher patient load than the CHWs 

covered by the quantitative research, we might expect the CHWs in the latter part of 

the research to have had more time for their patients. More rural areas were 

included in the quantitative study, however, so the distances to the patients’ houses 

might have been longer. This would have had an impact on the CHWs’ available 

working time. As no data are available on the quality or duration of these treatment 

adherence support sessions, it cannot be verified whether these variations made any 

difference in how the support visits were conducted – or in how the CHWs dealt with 

household dynamics.  

 

Finally, CHWs might have less mutual identification and fewer shared experiences 

with PLWHA than do peer adherence supporters, which could affect levels of trust 

and credibility (Dennis 2003; Simoni, Franks et al. 2011; Li, Weeks et al. 2012). The 

effect of this difference on the results is expected to be limited, however, as CHWs 

themselves were free to choose whether to disclose their own health status in each 

of the programs. No data are available on the extent to which CHWs disclosed their 

status to patients. The majority of patients in the qualitative sample reported that 

health status was not an important difference for them, but certain CHWs surveyed 

in the qualitative study did report using ‘being a peer’ as a strategy for gaining trust 

or supporting the patient:  

“Sometimes I also disclose because I’m also HIV positive. 

Sometimes you walk into a house and you see this person it’s hard 

for her/him to accept that he/she is HIV positive. So it is in that 

case when you see a patient is not accepting his/her status, then 

you think, no I must disclose to this patient. Because maybe it will 
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help this patient to know that he is not the only one in this 

situation. By that, you sort of give him/her courage to carry on and 

let him know that diseases can get to anyone” (Community health 

worker, health facility 4)  

 Free State province versus Cape Metro Area 4.4

In line with the socio-ecological theory, the interaction between the individual, 

household and community level happens within the context of higher environmental 

levels (McLaren and Hawe 2005; Sallis, Owen et al. 2008; Richard, Gauvin et al. 2011). 

In this regard, this chapter sketches the differences between the context of the 

quantitative and qualitative research parts – Free State province and Western Cape 

province. With over 2.7 and 5.8 million people, the provinces account for 5.3% and 

11.3% of the share of the South African population, respectively (South African 

Governement 2015). While in the Free State province the black/African population 

group constitute the majority (85%) and 12.1 % is white, in the Western Cape 

province 49.6 % is colored followed by 33.4 % black/African and 16% white. The 

former province has an unemployment rate of 33% in comparison to 21.4% in the 

latter province. Averaging 3.2 (Free State) and 3.4 (Western Cape) household 

members, the average household size is comparable. 15.7% of households is resident 

in informal dwellings across the Free State province, in comparison to 18.2 % in the 

Western Cape (Statistics South Africa 2012; Statistics South Africa 2012). The 

Western Cape province is one of the richest South African provinces with 36.9% of all 

residents living below the poverty line – in comparison to 53.2% in the less economic 

advantaged Free State province (National Development Agency 2014; Statistics South 

Africa 2014). This differing economic context is also reflected in the migration 

patterns. The Western Cape received, after Gauteng, the highest number of 

migrants, while the Free State experienced one of the largest outflows (Statistics 

South Africa 2014).  
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“The slums went on, and their sheer ubiquity wore down my foreigner's 

pieties. A kind of wonder possessed me. I began to look beyond the 

immensity of the slum societies, and to see the people who lived within them. 

[…] And everywhere that I looked, people smiled and laughed”. 

 

         Gregory David Roberts, Shantaram, p. 7-8 
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With a prevalence of 20.4% among the 15–49 year olds in the Free State province, 

and of 7.8% in the Western Cape Province in 2012 (Shisana, Rehle et al. 2014), “HIV 

spread has shown marked geographical variation in distribution across South Africa” 

(Karim, Churchyard et al. 2009: p.923). Not only the HIV prevalence differs between 

the provinces, also with regard to TB a difference can be noted. The Western Cape 

Province has the highest rate among South African provinces with 1033 incidences of 

TB cases per 100,000, in comparison to 789 in the Free State in 2006 (National 

Department of Health 2009). Not only the disease patterns show differences, also 

their health care responses. Within the context of an increasingly successful ART 

program, both provinces are characterized by a shortage of health workers, 

particularly doctors. The ART programs are therefore driven primarily by nurses 

(Stein, Lewin et al. 2007; Colvin, Fairall et al. 2010; Venter 2012). However, in 

addition to this structural shortcoming in these health systems, the Free State 

province has also encountered temporary challenges. From November 2008 until 

February 2009 – the period during which the FEATS survey was conducted – the 

Department of Health in the Free State province stopped initiating ART for new 

patients because of out-of-stock drugs and a lack of funds (El-Khatib and Richter 

2009; Venter 2012). A four-month provincial moratorium barred new patients from 

receiving ART, resulting in a waiting list of over 15 000 people (UNAIDS 2010). This 

crisis “revealed that health, financial and program planning within all the provinces 

was poor with the exception of the Western Cape” (Venter 2012: p. 40). To date, 

similar problems are recurring in the Free State with 53.9% of the facilities reporting 

drug shortages. While the Free State is the province with the most reported drug 

stock outs for ARVs and TB medication, the Western Cape province (5%) is the 

second lowest (Stop Stock Outs Project 2013). Recently, non-payment and uncertain 

employment status of CHWs in the Free State province was the subject of protest 

(Rutter 2014).  

 

Not only between provinces are there substantial inequalities, also within provinces. 

For instance, in the Western Cape province there is a difference within the Cape 

Town metropolitan area between middle-class areas and townships on various 
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domains, such as  type of housing, unemployment rate, poverty and disease burden 

(Groenewald, Bradshaw et al. 2008; Coovadia, Jewkes et al. 2009). The qualitative 

fieldwork has been performed in the Mitchell’s Plain/Klipfontein area, which is a 

densely populated, impoverished urban township area on the periphery of Cape 

Town, with a population of 654971 which is predominantly black and colored. This 

area is confronted with severe social and economic challenges – being one of the 

poorest areas of the city. Substance abuse, poor schooling and high unemployment 

are exacerbated by massive population growth (Gilson, Elloker et al. 2014). These 

social and economic challenges translate in health-related challenges. The township 

is characterized by an HIV prevalence of 19.1%; the number of TB cases is also one of 

the highest in the country, with 26 658 cases reported in 2011 (Odendaal and Lewin 

2014). Crime and violence, especially murder, rape and drug-related crime, are 

rampant (Gie 2009). This township on the outskirts of Cape Town consists 

predominantly of informal dwellings and the majority of respondents to the 

interviews had no formal street address. 

 Family versus household 4.5

The Circumplex Theory (Olson 2000) is operationalized by the “Family Attachment 

and Changeability Index” (FACI8) in the quantitative research part. This 16 item 

instrument, which is an adaptation of Olson’s “Family Adaptability and Cohesion 

Evaluation Scales” (FACES), was developed by McCubbin, Thompson and Elver 

(McCubbin, Thompson et al. 1996). The 16 items scale designed to measure family 

functioning, consists of two subscales: attachment (e.g. “it is easier to discuss 

problems with people outside the family than with other family members”) and 

changeability (e.g. “family members discuss problems and feel good about the 

solutions”). Both subscales consists of 8 items on a five-point Likert scale, ranging 

from always to never (McCubbin, Thompson et al. 1996). Following the terminology 

used in this quantitative scale, the term “families” is used in the quantitative part of 

this PhD research.  
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The FACI8 scale in the FEATS questionnaire was followed by an open question, which 

referred to the usage of the word family in this scale: “Please describe what is 

‘family’?” Answers of respondents touched upon different aspects. First, ties and 

relations (e.g. “a mother, father who are staying in the same house with their 

children”) and living conditions (e.g. “a group of people living together under the 

same roof”) are key attributes of respondents’ conceptualization of a family. Second, 

interpersonal relations and responsibilities have been indicated as being an 

important characteristic of the family, such as open communication (e.g. 

“communicating with one another and always supporting each other”) and shared 

responsibilities (e.g. “members of the same household sharing responsibilities”). 

Third, respondents indicated that emotional associations are also an important 

aspect of what constitutes a family (e.g. “when members of the household are unite, 

devoted, respecting one another and are loving and kind to one another“). Fourth, 

families have been attributed certain functions, such as problem solving (e.g. 

“discussing problems and feeling good about decisions and respecting one another”), 

sharing food (e.g. “people who share food and live under one roof”), giving support 

(e.g. “the members of a household who share advise and problems”) and care for 

one another (e.g. “when people living together take care of each other”). 

 

These responses are in line with Xhosa participants’ definitions of family and their 

associations with family in research of Smith (2006) conducted among a similar 

population. Furthermore, respondents in the FEATS data used “family” and 

“household” interchangeably and as partially overlapping – which is in line with 

Niehof’s (2011) experience when working in South Africa as well. In the qualitative 

part of this PhD research, the term “household” is used, which is defined as a “co-

residential unit, usually family-based in some way, which takes care of resource 

management and primary needs of its members” (Rudie (1995) in Niehof 2011: p. 

490). When comparing this definition with participants’ definitions of family in the 

quantitative study, we see a lot of resemblances. This resemblance is especially on 

the key attributes of defining a household in this study, which are spatial proximity 

and day-to-day interaction, since these characteristics have been found to be crucial 
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to addressing the day-to-day primary needs of household members, such as care in 

the context of HIV/AIDS (Nombo 2007; Niehof 2011). In this respect, both concepts 

will be used in the remainder of the PhD study. 

 Brief outline of the chapters  5

By triangulating quantitative data with qualitative data, this PhD research reports on 

the interplay between community-based adherence support and the family 

environment of the patient (research aim 1), as well as on the pathways through 

which the patient’s household dynamics hamper or facilitate the impact of 

community-based treatment adherence support programs on the patient (research 

aim 2). Sequential data analysis will be adopted in this research project, where the 

quantitative results (Chapter 2 and 3) are supplemented by and issues further 

explored using qualitative insights (Chapter 4 to 6) (Östlund, Kidd et al. 2011). Being 

one of the first studies to investigate the dynamic interrelationship of the household 

level within the context of community-based adherence support, this PhD research 

responds to the research need cited by Sallis et al. (2008), who argue for the need to 

study “how intervention components are influenced by their context” (Sallis, Owen 

et al. 2008: p. 481).  

 

In light of the socio-ecological and IFC models (Wouters 2012), the differential impact 

of community-based adherence support interventions documented in previous 

research (Bärnighausen, Chaiyachati et al. 2011; Peltzer, Ramlagan et al. 2012; 

Wouters, Van Damme et al. 2012) suggests the exploration of the moderating role of 

family dynamics in explaining the treatment outcomes in previous studies. Using 

FEATS data, the empirical part of this PhD research (Chapter 2) starts with an 

assessment of the moderating role of family dynamics in community-based 

treatment adherence support on a PLWHA’s treatment outcome (research aim 1a). 

After assessing the differences between patients receiving standard care and those 

who receive the additional guidance of a peer adherence supporter, the potential 

moderating role of family functioning is explored. Family functioning is 
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to addressing the day-to-day primary needs of household members, such as care in 

the context of HIV/AIDS (Nombo 2007; Niehof 2011). In this respect, both concepts 

will be used in the remainder of the PhD study. 

 Brief outline of the chapters  5

By triangulating quantitative data with qualitative data, this PhD research reports on 

the interplay between community-based adherence support and the family 

environment of the patient (research aim 1), as well as on the pathways through 

which the patient’s household dynamics hamper or facilitate the impact of 

community-based treatment adherence support programs on the patient (research 

aim 2). Sequential data analysis will be adopted in this research project, where the 

quantitative results (Chapter 2 and 3) are supplemented by and issues further 

explored using qualitative insights (Chapter 4 to 6) (Östlund, Kidd et al. 2011). Being 

one of the first studies to investigate the dynamic interrelationship of the household 

level within the context of community-based adherence support, this PhD research 

responds to the research need cited by Sallis et al. (2008), who argue for the need to 

study “how intervention components are influenced by their context” (Sallis, Owen 

et al. 2008: p. 481).  

 

In light of the socio-ecological and IFC models (Wouters 2012), the differential impact 

of community-based adherence support interventions documented in previous 

research (Bärnighausen, Chaiyachati et al. 2011; Peltzer, Ramlagan et al. 2012; 

Wouters, Van Damme et al. 2012) suggests the exploration of the moderating role of 

family dynamics in explaining the treatment outcomes in previous studies. Using 

FEATS data, the empirical part of this PhD research (Chapter 2) starts with an 

assessment of the moderating role of family dynamics in community-based 

treatment adherence support on a PLWHA’s treatment outcome (research aim 1a). 

After assessing the differences between patients receiving standard care and those 

who receive the additional guidance of a peer adherence supporter, the potential 

moderating role of family functioning is explored. Family functioning is 
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operationalized using the FACI8 scale (McCubbin, Thompson et al. 1996) which is 

based on Olson’s Circumplex Model (Olson, Sprenkle et al. 1979; Olson 2000).  

 

The limited research on the unintended consequences of community support 

heightens the need to investigate whether community support initiatives that aim to 

improve treatment have an influence on the stigma felt by PLWHA (Naimoli, Frymus 

et al. 2012; Rodriguez-García, Bonnel et al. 2013). Using latent cross-lagged modeling 

on FEATS data, Chapter 3 explores the interrelationship and impact of community-

based treatment adherence support and treatment buddying on the stigma 

experienced by PLWHA (research aim 1b).  

 

In order to provide more clarification of the mechanisms by which the patient’s 

household dynamics hamper or facilitate the impact of community-based adherence 

support programs on patient level outcomes, additional qualitative research is 

needed (research aim 2). The qualitative section starts with two chapters using data 

from the qualitative in-depth interviews, participatory observations and focus group 

discussions. The qualitative result part concludes with a reflection on this fieldwork. 

 

Enabling communities to make the right behavioral choices is increasingly cited as an 

important component of a durable and sustainable HIV/AIDS strategy (Celletti, 

Wright et al. 2010). However, the IFC model learns us that to study HIV/AIDS 

competence comprehensively, one cannot restrict the research focus to communities 

(Wouters 2012). As individuals seldom live in isolation from their household, society’s 

basic social unit, not only communities, but also households should be taken into 

account when building social contexts that enable and support the choice for health-

enhancing practices (Tawil, Verster et al. 1995; Wouters 2012). By drawing attention 

to the role of household dynamics in forming a health-enabling environment which 

promotes adherence to ART, this study is the first to conceptualize an HIV/AIDS 

competent household (research aim 2a). Chapter 4 outlines the road towards 

HIV/AIDS competence at the household level, based on the gathered qualitative data.  
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According to the socio-ecological theory, and more specifically the IFC model 

(Wouters 2012), the intermediate household level should be included when linking 

individual patients to community-based adherence support. Chapter 5 will examine 

how the degree of HIV/AIDS competence in the household is hampering or 

facilitating the impact of community-based treatment adherence support (research 

aim 2b). 

 

In line with the ecological approach, which states that “the relationship between the 

observer (scientist or researcher) and the observed (participant) itself becomes a 

topic of research” (Kingry-Westergaard and Kelly 1990: p.27), the qualitative result 

section concludes with an autoethnographic reflection on the qualitative fieldwork. 

By exploring how a metaphor can assist in autoethnographic reflection, aim of 

Chapter 6 is to gain insight into how data was collected in a township, on the 

outskirts of Cape Town. 

 

The last chapter (Chapter 7) provides an overview of the research results. The 

findings of both research methods will be integrated at the stage of interpretation 

and conclusion. The quantitative findings will be contextualized using qualitative 

results (Mortelmans 2013). Building on these findings, conclusions are drawn. Based 

on the main conclusions, we will identify theoretical and practical implications. 

Finally, we will provide some recommendations for further research.  
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A PEER ADHERENCE SUPPORT INTERVENTION TO IMPROVE THE ANTIRETROVIRAL 
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Chapter based on the publication: Wouters Edwin, Masquillier Caroline, Ponnet 

Koen, Booysen Frederik (2014). A peer adherence support intervention to improve 

the antiretroviral treatment outcomes of HIV patients in South Africa: the 

moderating role of family dynamics, Social science and medicine - ISSN 0271-7123-

113, p. 145-153 

 
ABSTRACT 

Given the severe shortage of human resources in the healthcare sector in many 

countries with high HIV prevalence, community-based peer adherence support is 

being increasingly cited as an integral part of a sustainable antiretroviral treatment 

(ART) strategy. However, the available scientific evidence on this topic reports 

discrepant findings on the effectiveness of peer adherence support programs. These 

conflicting findings to some extent can be attributed to the lack of attention to the 

social contexts in which peer adherence support programs are implemented. 

 

This study explores the potential moderating role of family dynamics by assessing 

the differential impact of peer adherence support in different types of families, 

based on the theoretical underpinnings of the family functioning framework. These 

relationships were explored with the aid of multivariate statistical analysis of cross-

sectional, post-trial data for a sample of 340 patients interviewed as part of the 

“Effective AIDS Treatment and Support in the Free State” (FEATS) study conducted in 

the public-sector ART program of the Free State Province of South Africa. 

 

The analysis reveals no significant overall differences in CD4 cell count between the 

intervention group accessing additional peer adherence support and the control 

group receiving standard care. When controlling for the potential moderating role of 
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family dynamics, however, the outcomes clearly reveal a significant interaction 

effect between the adherence intervention and the level of family functioning with 

regard to treatment outcomes. Multi-group analysis demonstrates that peer 

adherence support has a positive effect on immunological restoration in well-

functioning families, while having a negative effect in dysfunctional families. 

 

The study outcomes stress the need for peer adherence interventions that are 

sensitive to the suboptimal contexts in which they are often implemented. Generic, 

broad-based interventions do not necessarily facilitate the treatment adherence of 

the most vulnerable patient groups, particularly those without supportive family 

contexts. Tailoring interventions aimed at creating a health-enabling environment to 

the needs of these at-risk patients should therefore be a priority for both research 

and policy. 

 
KEYWORDS 

HIV/AIDS; peer adherence support; family functioning; antiretroviral treatment; 

South Africa 

 

 Background 1

The HIV/AIDS epidemic is one of the largest health problems of current times. The 

virus has already killed nearly 30 million people, and another 34 million are currently 

infected. In absolute figures, South Africa has been the most severely affected, with 

5.6 million seropositive inhabitants (UNAIDS 2012). Nevertheless, there is hope. In 

November 2003, the South African Cabinet announced the “Operational Plan for 

Comprehensive HIV and AIDS Care, Management and Treatment for South Africa”, 

which aimed to initiate life-saving antiretroviral treatment (ART) and prevention of 

mother-to-child-transmission throughout the country (National Department of 

Health 2003; Wouters, van Rensburg et al. 2010). In subsequent years, the public-

sector ART program has become the largest and most costly public health program 
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ever introduced in the country, with approximately 1.9 million people currently 

receiving antiretroviral treatment (Pillay 2012).  

 

The short-to-mid-term results of this public-sector ART program are promising. A 

review by Barth et al. (2010) demonstrates that the proportions of patients with on-

treatment success after two years of first-line therapy are comparable to those from 

developed countries (Barth, Schim van der Loeff et al. 2010). Our own research 

efforts in the Free State Province (the setting of this study) correspondingly 

demonstrate that – after two years of public-sector treatment – more than three out 

of four patients could be classified as a treatment success (CD4 cell count > 200 

cells/μL and viral load < 400 copies/mL). The survival rate was 88.4% (Wouters, Van 

Damme et al. 2009). A recent study conducted in KwaZulu-Natal by Bor et al. (2013) 

reveals a gain of 11.3 years in adult life expectancy – increasing from 49.2 in 2003 to 

60.5 years by 2011 – since the implementation of public-sector ART (Bor, Herbst et 

al. 2013). These favorable outcomes have led medical sociologists to conclude that, 

even in the developing world, HIV/AIDS has undergone a transition from a terminal 

illness to a controllable chronic condition, at least for those accessing treatment 

(Russell and Seeley 2010). 

 

These preliminary outcomes do not warrant complacency. Merely initiating life-

saving ART in all eligible HIV/AIDS patients is not sufficient. As a chronic illness, 

HIV/AIDS requires life-long treatment adherence – and thus sufficient attention to 

the psychosocial dimensions of chronic disease care (Wouters, Meulemans et al. 

2009; Wouters, Van Damme et al. 2009; Russell and Seeley 2010) – in order to 

produce such favorable outcomes in a sustainable manner. Non-adherence leads to 

drug resistance, and the discontinuation of ART almost certainly leads to death 

(Bangsberg, Perry et al. 2001; Wouters, Van Damme et al. 2009; Brinkhof, Spycher et 

al. 2010). Without sufficient attention to additional support needed to durably 

adhere to treatment, it is thus highly unlikely that the favorable short-term results of 

the Southern African ART programs can be replicated and sustained in the decades 
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to come – when the region is likely to be dependent upon ART as its primary curative 

weapon for combating the HIV/AIDS epidemic. 

 

However, against the daunting challenge of providing additional adherence support 

to continually growing patient groups, one could well ask: who will do the job? (Van 

Damme, Kober et al. 2008). The inadequate supply and poor retention of skilled 

health professionals has been implicated as the single most serious obstacle to the 

sustainable implementation of the national treatment plan in South Africa (Van 

Damme, Kober et al. 2008). In 2010, 42.7% of all health professional posts in South 

Africa were vacant (Day, Gray et al. 2011). This shortage of human resources 

prevents the provision of much-needed additional adherence support to patients 

who are enrolled in the public-sector ART program. As indicated by Van Damme et 

al. (2008) and Hontelez et al. (2012), sustainable treatment strategies thus require 

the mobilization of additional human resources (Hontelez, Newell et al. 2012). 

 

In recent years, health-systems researchers have been increasingly exploring the 

potential benefits of involving community-based lay adherence supporters in 

providing the additional care that patients need in order to durably comply with 

treatment guidelines. In two recent review studies (Bärnighausen, Chaiyachati et al. 

2011; Wouters, Van Damme et al. 2012) researchers have systematically assessed 

the impact of adherence-support interventions on a wide range of ART outcomes in 

resource-limited settings characterized by a high prevalence of HIV. According to the 

review findings, emerging evidence suggests that the support provided by 

community-based adherence counsellors could significantly improve ART outcomes 

in settings in which the tasks of healthcare professionals are usually limited to 

medical-technical services. These results illustrate the potential contribution of the 

community level in addressing health issues at the individual level (Wouters, Van 

Damme et al. 2012).  

 

Despite a general positive trend, reviews of the growing number of impact 

evaluations of community-based peer adherence support programs highlight the 
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considerable variability in the effectiveness of such support in improving ART 

outcomes, ranging from non-significant effects to improvements of 20% and more 

(Bärnighausen, Chaiyachati et al. 2011; Wouters, Van Damme et al. 2012). These 

discrepancies have not only been attributed to measurement bias or the dissimilar 

characteristics of the various adherence intervention types under study, but also to 

the social contexts in which community-based adherence supporters operate. This 

suggests the need for research that incorporates these social units in the assessment 

of adherence support interventions (Bärnighausen, Chaiyachati et al. 2011). Inspired 

by social ecological theory, the recently developed Individual-Family-Community 

(IFC) model integrates the different social contexts impacting on HIV/AIDS care in 

general and on ART interventions in particular: the IFC model indicates that the 

impact of HIV/AIDS and its associated treatment can be mitigated by interlinked 

factors on the (1) individual-, (2) family- and (3) community-level (Wouters 2012).  

Based on this theoretical framework, the current study argues that exploring the 

potential contribution of community-based initiatives to the sustainable success of 

ART by linking individual patients to community-based adherence support inevitably 

omits a crucial mediating level: the family unit (Li, Wu et al. 2006; Hosegood, 

Preston-Whyte et al. 2007; Wouters 2012).  

 

The effect of family dynamics on physical and mental health has been studied for 

many years, starting with Emile Durkheim, who concluded that family life has an 

impact on suicide rates (Durkheim 1951; Dyer, Stein et al. 2012). One of the 

enduring research topics of family sociology and psychology is why some families 

respond positively or constructively to challenges, while others fail to cope well 

under similar circumstances (Black and Lobo 2008). Theoretically, the Circumplex 

Model focuses on the significance of the family’s relational processes – levels of 

family functioning – in explaining individual and family-level differences in 

responding to adversity (Olson 2000). According to this framework, families create 

specific, recurring styles of functioning, which express the quality of the interactions 

among the family members. The resulting patterns have predictive power in 

explaining which families and individuals will adapt negatively and positively to 
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health-related challenges (McCubbin, Thompson et al. 1996; Olson 2000). To date, 

however, the perspective that family dynamics can have either a positive or a 

negative influence on the effect of chronic illness and associated support 

interventions has found very little resonance in HIV/AIDS research. Only a few 

studies (conducted in the United States and Thailand) have explored the potential of 

better family functioning as a catalyst for improved health-related outcomes in 

families affected by HIV/AIDS (Rotheram-Borus, Stein et al. 2010; Dyer, Stein et al. 

2012) � both suppor�ng the bene�cial role of construc�ve family dynamics in HIV 

care. This situation emphasizes the need for research on the moderating role of 

family dynamics in translating community-based adherence interventions into 

beneficial health outcomes at the patient level, especially in resource-limited 

settings characterized by a high prevalence of HIV, in which this knowledge is most 

needed. 

 

The current study aims to address this research gap by exploring the potential 

moderating role of family dynamics in explaining the differential impact on 

immunologic treatment outcomes of peer adherence support in different types of 

families, based on the theoretical underpinnings of the family functioning framework 

(Olson 2000). These relationships are explored in a sample of 340 patients in the 

public-sector ART program of the Free State Province of South Africa.  

 Methods 2

The current study aims to test the hypothesis of the moderating role of family 

dynamics in peer adherence support interventions by performing a secondary 

statistical analysis of post-trial data of the “Effective AIDS Treatment and Support in 

the Free State” (FEATS) study conducted in the public-sector ART program of the 

Free State Province of South Africa. In this section, we first describe key features of 

the FEATS study and of the dataset used in the multivariate statistical analyses. Next, 

we describe the main study variables, including the peer adherence support program 

implemented as part of the study. Last, we outline the statistical methods employed 

in the secondary data analysis. 
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 FEATS study 2.1

The “Effective AIDS Treatment and Support in the Free State” (FEATS) study, a three-

year prospective cohort study conducted by the Centre for Health Systems Research 

and Development of the University of the Free State (UFS) was approved by the 

Ethics Committee of the UFS Faculty of Health Sciences [ETOVS 145/07 DOH-27-

0907-2025] and is registered in the trial register of the National Institutes of Health 

[NCT00821366].  The study has two aims, namely, (a) to investigate the benefits of 

ART to patients, to the family members of patients on ART, and to communities at 

large and (b) to investigate the impact of a peer adherence support and a nutritional 

intervention on measures of treatment success. A Zelen-type double randomized 

consent design was adopted in the RCT component of the study, which is 

appropriate where: blinding is not practicable or possible; the use of classical 

randomization and informed consent procedures significantly threatens internal 

validity; the interventions are highly attractive; the control group receives standard 

care; the study focuses on a clinically relevant objective(s) and offers important new 

insights (MacLehose, Reeves et al. 1999; Kaptchuk 2001; Rains and Penzien 2005). 

Within such design, study participants are only offered the treatment to which they 

are randomized and can accept or reject treatment.  

 

In order to yield statistically significant outcomes, 653 study participants were 

recruited into the study from 12 public ART clinics across five districts in the Free 

State Province of South Africa in 2007/08. Inclusion criteria included a minimum age 

of 18 years, having commenced ART within the past five weeks and residing in the 

town or village in which the particular health facility was located. Data collection at 

pre-trial baseline (October 2007–October 2008) and at post-trial follow-up (April-

October 2009 and again in March-June 2010), comprised a patient interview and a 

household interview, inclusive of an adult questionnaire, conducted by trained 

enumerators using a semi-structured questionnaire, in all cases only after informed 

consent was obtained from study participants. First and second follow-up yielded 

498 and 422 completed interviews, respectively. Survey attrition was primarily due 

to mortality among study participants (42.4%) and unknown whereabouts (34.1%). A 
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health-related challenges (McCubbin, Thompson et al. 1996; Olson 2000). To date, 
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The current study aims to address this research gap by exploring the potential 

moderating role of family dynamics in explaining the differential impact on 

immunologic treatment outcomes of peer adherence support in different types of 
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we describe the main study variables, including the peer adherence support program 

implemented as part of the study. Last, we outline the statistical methods employed 

in the secondary data analysis. 
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full description of the randomized controlled trial can be found in the Consolidated 

Standards Of Reporting Trials (CONSORT) statement (including checklist and 

flowchart) of the overarching FEATS study.  

 Dataset 2.2

In addition to the interview data gathered in the context of the FEATS study, the 

current study also employs clinical data extracted from patient files at the health 

care facilities and from the electronic records of the National Health Laboratory 

Services after obtaining written consent from all of the patients, as well as 

authorization from the Provincial Department of Health. However, the matching of 

these two data sources limited the sample size: the resulting dataset employed 

includes information for a sub-sample of 340 ART patients in the FEATS study which 

was (a) interviewed in the first round of follow-up interviews and (b) for whom CD4 

counts collected from patient files and electronic patient records could be matched 

to interview data. The subsample only significantly differed from the remainder of 

the sample on three variables: patients in the subsample were less likely to be single, 

to have interrupted ART and had on average a slightly higher baseline CD4 cell count. 

The difficulties in matching the two types of data were caused by the fact that CD4 

cell counts are only routinely captured every twelve months (after the first year of 

treatment) as well as by logistical and health system constraints, resulting in 

incomplete and/or inaccurate health records (Heunis, Wouters et al. 2011). We only 

employed data gathered at the first follow-up as the matching of interview and CD4 

cell-count dates at Follow-up 2 resulted in insufficient statistical power to test the 

required statistical models (Cohen 1988; Soper 2013). 

 Study variables 2.3

2.3.1 Peer adherence support 

Peer adherence support comprised bi-weekly visits by a trained community-based 

peer adherence supporter who at recruitment had been on ART for at least 12 

months. Recruited peer adherence supporters were provided with four days of 

theoretical and practical training on antiretroviral treatment and adherence support. 
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Peer adherence supporters were paid a monthly stipend of 500–1400 ZAR, 

conditional on performance, and were required to pay two visits each week to eight 

ART patients over a period of 18 months. The peer adherence supporters performed 

a wide range of adherence counselling tasks. Their activities included asking the 

patients about their primary complaints, talking to them about these complaints, 

improving their knowledge about HIV/AIDS/ART, referring them to the facility if 

needed, motivating them to adhere to treatment, performing a weekly pill-count to 

assess adherence and, if needed, providing counselling in order to address possible 

barriers to medication compliance. 

2.3.2 Family functioning 

The “Family Attachment and Changeability Index” (FACI8), developed by McCubbin, 

Thompson and Elver (1996), was used to measure family functioning at the follow-up 

interviews − FACI8 was not included in the baseline interview. According to the 

above-mentioned the Circumplex Model, the outcomes of all family dynamics result 

in a certain degree of adaptation and functioning in the family. The culturally and 

ethnically sensitive FACI8 is a 16-item scale designed especially to measure levels of 

family functioning, using two subscales to assess attachment and changeability 

(McCubbin, Thompson et al. 1996). The attachment subscale consists of eight items 

(e.g. “In our family, everyone goes his/her own way” and “We have difficulty 

thinking of things to do as a family”). The subscale was designed to ascertain the 

strength of the family members’ attachment to each other. The changeability 

subscale consists of eight items that determine the relative flexibility of family 

members in their relationships with each other (e.g. “Our family tries new ways of 

dealing with problems” and “Each family member has input in major family 

decisions”). In accordance with the literature, confirmatory factor analysis was used 

to extract two first-order factors (representing attachment and changeability). These 

factors were subsequently analyzed in order to extract a single second-order factor 

measuring the latent construct family functioning (FACI8). The internal reliability 

(Cronbach’s alpha) of both subscales was good: 0.78 (attachment) and 0.79 

(changeability). All factor loadings were highly significant, and all but Items 12 
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(standardized factor loading = 0.319) and 14 (standardized factor loading = 0.376) 

loaded sufficiently on their respective factors (standardized factor loadings ranging 

from 0.477 to 0.708). These two items were omitted from the respective factors. The 

resulting first-order factors – attachment (standardized factor loading = 0.945) and 

changeability (standardized factor loading = 0.687) – displayed significant and 

sufficiently high loadings on the second-order latent construct, resulting in a reliable 

FACI8 factor score (Cronbach’s alpha = 0.81; Standard Deviation = 0.730). The overall 

measurement model displayed an acceptable fit to the data (Root Mean Square 

Error of Approximation = 0.53, Comparative Fit Index = 0.923 and Tucker Lewis Index 

= 0.908). The resulting factor scores were used in all subsequent multiple linear 

regression models. 

 

In addition to the stepwise linear regression analyses (using the three above-

described family-related confounders), the current study tests group-specific 

multiple linear regression models (see Statistical analyses). In order to allow such 

multi-group analysis, different family types were constructed, following the 

procedure described by McCubbin, Thompson and Elver (1996). The FACI8 scores 

were used to compute four different family types: the Extreme Family type, 

characterized by dysfunctional dynamics; the slightly better functioning Moderate 

Family type; the even better functioning Mid-range Family type; and finally, the 

Balanced Family type, which is characterized by optimum functioning. These family 

types were used solely to perform multi-group analysis.  

 

In order to assess the true effect of family functioning on ART outcomes, two 

additional family-related confounders, being single: represented by a dichotomous 

variable partner status, which indicated whether the respondent had a partner (0) or 

was single (1); and household size, a continuous variable measuring the total 

number of persons living in the household, were included in the regression analysis. 
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2.3.3 ARV treatment outcomes 

Treatment outcomes were assessed using the patients’ CD4 cell counts, recorded 

closest to the date of the interview and extracted from the patients’ files and 

electronic records. Diverse studies have demonstrated that CD4 monitoring is a 

reliable and valid strategy for monitoring ART (Bagchi, Kempf et al. 2007). 

2.3.4 Other study variables 

In the statistical analysis, we adjust for the following confounders. We included 

three health-related measures that have been demonstrated to affect ART outcomes 

in previous studies (Hogg, Heatha et al. 2003; Battegay, Nüesch et al. 2006): (1) 

baseline CD4 cell count, (2) intermittent use of ART and (3) treatment duration. 

Many previous studies have shown that baseline health significantly influences the 

chance of success during the initial period of ART (Wouters, Van Rensburg et al. 

2009; Heunis, Wouters et al. 2011). Conversely, poor baseline health is a strong 

predictor of AIDS or death (Battegay, Nüesch et al. 2006), even beyond the initial 

phase of treatment (Mills, Bakanda et al. 2012). We thus included baseline CD4 cell 

count (defined as CD4 cell count at ART initiation) in our analysis as a potential 

predictor of immunological restoration. As demonstrated by Hogg et al. (2002), the 

intermittent use of ART is significantly associated with increased mortality, even 

when adjusted for other prognostic factors (Hogg, Heatha et al. 2003). We therefore 

included a dichotomous variable to measure whether patients had ever stopped 

treatment since starting ART. The last health-related variable is treatment duration, 

measured as the number of days between the initiation of ART and the interview 

date.  

 

Finally, previous studies have identified various demographic, economic and 

psychological characteristics as predictors of ART outcomes (Nattrass 2006; Rueda, 

Park-Wyllie et al. 2006; Hargreaves, Bonell et al. 2007; Peltzer, Friend-du Preez et al. 

2010). Demographic data include age, sex and educational level. Educational level 

was measured according to five categories: no education, primary education, some 

secondary education, matric education (grade 12) or tertiary/post-matric education. 
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Economic status was assessed using two dummy variables: (1) being employed and 

(2) having access to a disability grant. These economic variables were measured at 

baseline in order to prevent potential endogeneity bias. The final control variable 

can be described as psychological health. Various studies have indicated that mental 

health problems (e.g. anxiety and depression) can have a negative impact on ART 

outcomes. We therefore included each patient’s score on the Hospital Anxiety and 

Depression Scale (HADS). A recent study demonstrates the reliability of the 

translated version of this scale in South Africa (Wouters, Booysen et al. 2012). 

 Statistical analyses 2.4

As stated in the Background section, the current article’s objective is to explore the 

potential moderating role of family dynamics in the impact of peer adherence 

support on clinical treatment outcomes. We employed a two-step approach in order 

to achieve this objective. First, for the purpose of establishing a reference point for 

the interpretation of the results generated in the second stage (see discussion 

below), stepwise multiple linear regression analyses were used to examine 

differences between the treatment outcomes of patients receiving standard care 

and those of patients receiving the additional guidance of a peer adherence 

supporter. To assess the net gain of peer adherence support, four blocks of 

potentially confounding variables were tested for inclusion in the analyses: (1) 

demographic characteristics, (2) health-related characteristics, (3) economic 

characteristics and (4) psychological characteristics. In order to identify the best 

model, we compare the Akaike information criterion (AIC): the model with the 

smallest AIC has a better fit and fewer parameters relative to competing models 

(Kline and Santor 1999). Standardized beta coefficients are provided for purposes of 

comparing the relative importance of the independent variables. Missing data was 

handled using listwise deletion, which resulted in a sample size of 244. 

 

In the second step, we explored the potential moderating role of family dynamics by 

assessing the differential impact of peer adherence support in families with differing 

levels of family functioning in two ways, based on the theoretical underpinnings of 
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the family functioning framework. We first introduced the family-related variables in 

the stepwise logistic regression analyses, including an interaction term between peer 

adherence support and the level of family functioning (peer adherence intervention 

* family functioning). In addition, and using multi-group analysis, four group-specific 

multiple linear regression models (one for each family type) were used to conduct an 

independent assessment of the impact of peer adherence support on treatment 

outcomes in the different family types. Here, listwise deletion resulted in a sample 

size of 228. All analyses were computed using the statistical software package 

Mplus, version 5 (Muthén and Muthén 1998-2007). 

 Results 3

 Sample description 3.1

The median age of the ART patients in this sample was 37.0 years (SD = 9.1). The 

majority of the patients interviewed at Follow-up 1 were female (77.4%). With 

regard to the highest level of education achieved, 3.1% of patients had no formal 

education, 26.9% had completed primary education, 46.9% had completed some 

secondary education, 20.0% had completed secondary education and only 3.1% had 

completed tertiary education. Health-related indicators showed that the majority of 

respondents had been severely ill at ART initiation: the median baseline CD4 cell 

count was 132.0 (SD = 112.1). After a median treatment duration of 504.7 days (SD = 

85.9), immunological restoration had led to a median CD4 cell count of 309.5 (SD = 

186.2) with 81.5% reaching the threshold of a CD4 cell count of 200 cells per µl 

blood. Only 40.0% of patients had CD4 cell counts above 350 cells per µl blood at 

Follow-up 1. Less than one out of ten respondents (8.9%) indicated having 

interrupted treatment at least once. With regard to the economic situation of the 

respondents at baseline, 25.1% had jobs, while nearly one out of five respondents 

(29.9%) was receiving a disability grant. With regard to family situation, the mean 

household consisted of 3.6 (SD = 2.1) members. The vast majority of the 

respondents had no partner (72.8%). Based on the FACI8 scores for family type, 

17.1% of the respondents’ families could be classified as Extreme (low levels of 

changeability and attachment); 21.2% families could be categorized as Moderate, 
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35.1% as Mid-range and 26.7% as the optimal Balanced type (high levels of 

attachment and changeability). Finally, we considered the psychosocial 

characteristics of our sample. Based on Zigmond and Snaith’s (1983) original scoring 

method of the HADS, 15.1% of the patients presented with symptoms of moderate 

to severe anxiety, and the prevalence of moderate to severe depressive symptoms 

was 10.1% (Zigmond and Snaith 1983).  

 

Table 1. Means and distribution of the FACI8 scores 

FACI8  

Changeability (mean score, SD)  

- In our family it is easy for everyone to express his/her opinion 3.55 (1.54) 

- Each family member has input in major family decisions 3.47 (1.57) 

- Family members discuss problems and feel good about the 

solutions 3.62 (1.48) 

- Family members consult other family members on their decisions 2.52 (1.58) 
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count 

Economic situation 

Employed     -0.014 -0.015 

Disability grant    -0.002 -0.001 

Psychological characteristics 

Anxiety/depression     -0.037 

Variance explained 

(R²) 

0.006 0.067* 0.159** 0.153** 0.150** 

AIC 3200.609 3086.671 2879.656 2734.055 2710.494 

BIC 3211.101 3107.454 2910.239 2770.820 2750.486 

Sample size 

adjusted BIC 

3201.591 3088.436 2881.718 2735.967 2712.465 

*p ≤0.05, **p≤0.01, ***p≤0.001 

 

 Family functioning as a catalyst for adherence support 3.3

We hypothesized that the intermediate level of the family could potentially 

moderate the impact of community-level peer-adherence support on the health of 

individual ART patients. In order to account for the moderating role of family 

dynamics, a block of family-related variables was introduced into the regression 

models displayed in Table 2. The first model assesses the impact of the intervention, 

the patient’s family characteristics and an interaction term between levels of family 

functioning and the adherence-support intervention. The aforementioned blocks of 

variables were then re-introduced into the stepwise multiple linear regression 

analyses.  

 

In accordance with the regression models displayed in Table 2, the demographic, 

economic and psychological characteristics of the patients had only a very limited 

impact on their CD4 cell counts. Respondents’ sex significantly predicted their CD4 

cell count in models 1 to 3. The age of the patient was significantly associated with 

immunological restoration in models 2 and 3, with older patients displaying 
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significantly smaller increases in CD4 cell count. Again, health-related measures 

significantly predicted treatment outcomes: patients who had ever stopped 

treatment since ART initiation displayed significantly worse treatment outcomes 

than did patients who had never stopped treatment ( = -0.16, P < 0.05). In this case 

as well, baseline CD4 cell count was significantly and positively associated with CD4 

cell count at Follow-up 1. This result indicates that the patients’ health status at ART 

initiation was still significantly associated with the CD4 cell count at Follow-up 1 ( = 

0.21, P < 0.01).  

 

As before, the intervention consistently failed to produce a significant impact on CD4 

cell counts, meaning that the peer-adherence support provided in our RCT did not 

significantly improve the health of the patients in this sample. In addition, none of 

the family characteristics was significantly associated with immunological 

restoration. However, when we controlled for the significant impact of patients’ 

baseline health, the interaction term between the intervention and family 

functioning emerged as the strongest predictor of CD4 cell count in all remaining 

models ( = 0.29, P < 0.01). This interaction effect indicates that the better the 

affected family functions, the stronger the positive effect of the intervention on the 

CD4 cell count will be. In other words, the positive impact of the intervention is 

moderated by the patient’s family. Patients in well-functioning families benefit more 

from the support provided by the peer-adherence support intervention than do 

patients with poorly functioning families. In all, the final model explained 14.4% of 

the variability in CD4 cell count. 
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Table 3. stepwise multiple linear regression of family characteristics and intervention 

on CD4 cell counts (standardized regression coefficients) (listwise deletion: n = 228) 

Variables Model 0 Model 1 Model 2 Model 3 Model 4 

Intervention 0.074 0.071 0.037 0.033 0.033 

Family characteristics 

Family functioning  -0.137 -0.115 -0.200 -0.199 -0.217 

Being single -0.003 -0.029 -0.033 -0.040 -0.042 

Total number of 

Household members 

0.053 0.057 0.029 0.045 0.042 

Interaction effect  0.212 0.168 0.256* 0.276* 0.292** 

Demographic characteristics 

Age   -0.127 -0.139* -0.141* -0.143 

Education level   0.107 0.093 0.090 0.075 

Female   0.126* 0.124* 0.115* 0.105 

Health-related measures 

Treatment duration   0.089 0.094 0.085 

Intermittent use of 

ART 

  -0.158* -0.161* -0.160* 

Baseline CD4 cell 

count 

  0.221** 0.219** 0.210** 

Economic situation 

Employed     -0.001 -0.003 

Disability grant    0.022 -0.025 

Psychological characteristics 

Anxiety/Depression     -0.066 

Variance explained 

(R²) 

0.025 0.075* 0.143** 0.142** 0.144** 

AIC 2978.259 2909.081 2709.331 2576.901 2552.209 

BIC 3002.264 2943.153 2752.719 2626.149 2604.577 87 
 

 

 Peer adherence support impact by family type 3.4

In order to quantify the effect of the peer-adherence support experiment in the four 

different family types, the final model (Model 4) was used for further group-specific 

regression analysis. The multi-group results indicate that the intervention had a 

significant positive effect in the most balanced families: patients undergoing the 

intervention displayed significantly better immunological outcomes ( = 0.50, P < 

0.001) than did patients receiving standard care (n = 40). The peer-adherence 

intervention did not produce any significant effects in Mid-range ( = 0.01, P = 0.890, 

n = 70) or Moderate ( = -0.09, P = 0.474, n = 48) families. In the most dysfunctional 

families (i.e. the Extreme family type), however, the intervention had a negative 

effect on treatment outcome. Patients receiving the peer-adherence support and 

residing in an Extreme family type had significantly lower CD4 cell counts ( = -0.31, 

P < 0.05) than did patients in similar familial circumstances who received no such 

adherence support (n = 37). These results thus suggest that the impact of the peer-

adherence intervention on patients’ health is at least partially dependent upon the 

type of family in which it is implemented. The results of these group-specific 

analyses must be treated with extreme caution, however, as they are based on 

relatively small groups, thus limiting the accuracy of the estimates and the 

associated standard errors (Maas and Hox 2005). 

 Discussion 4

The aim of the current study is to assess the moderating role of family dynamics in 

explaining the differential impact of peer adherence support interventions on 

treatment outcomes in previous studies. We hypothesized that the family might play 

a moderating role in the translation of peer adherence support into beneficial 

treatment outcomes. Proceeding from the Circumplex Model (Olson 2000), we 

Sample size adjusted 

BIC 

2980.079 2911.461 2711.529 2578.629 2553.891 

*p ≤0.05, **p≤0.01, ***p≤0.001 
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Table 3. stepwise multiple linear regression of family characteristics and intervention 

on CD4 cell counts (standardized regression coefficients) (listwise deletion: n = 228) 

Variables Model 0 Model 1 Model 2 Model 3 Model 4 

Intervention 0.074 0.071 0.037 0.033 0.033 

Family characteristics 

Family functioning  -0.137 -0.115 -0.200 -0.199 -0.217 

Being single -0.003 -0.029 -0.033 -0.040 -0.042 

Total number of 

Household members 

0.053 0.057 0.029 0.045 0.042 

Interaction effect  0.212 0.168 0.256* 0.276* 0.292** 

Demographic characteristics 

Age   -0.127 -0.139* -0.141* -0.143 

Education level   0.107 0.093 0.090 0.075 

Female   0.126* 0.124* 0.115* 0.105 

Health-related measures 

Treatment duration   0.089 0.094 0.085 

Intermittent use of 

ART 

  -0.158* -0.161* -0.160* 

Baseline CD4 cell 

count 

  0.221** 0.219** 0.210** 

Economic situation 

Employed     -0.001 -0.003 

Disability grant    0.022 -0.025 

Psychological characteristics 

Anxiety/Depression     -0.066 

Variance explained 

(R²) 

0.025 0.075* 0.143** 0.142** 0.144** 

AIC 2978.259 2909.081 2709.331 2576.901 2552.209 

BIC 3002.264 2943.153 2752.719 2626.149 2604.577 87 
 

 

 Peer adherence support impact by family type 3.4

In order to quantify the effect of the peer-adherence support experiment in the four 

different family types, the final model (Model 4) was used for further group-specific 

regression analysis. The multi-group results indicate that the intervention had a 

significant positive effect in the most balanced families: patients undergoing the 

intervention displayed significantly better immunological outcomes ( = 0.50, P < 

0.001) than did patients receiving standard care (n = 40). The peer-adherence 

intervention did not produce any significant effects in Mid-range ( = 0.01, P = 0.890, 

n = 70) or Moderate ( = -0.09, P = 0.474, n = 48) families. In the most dysfunctional 

families (i.e. the Extreme family type), however, the intervention had a negative 

effect on treatment outcome. Patients receiving the peer-adherence support and 

residing in an Extreme family type had significantly lower CD4 cell counts ( = -0.31, 

P < 0.05) than did patients in similar familial circumstances who received no such 

adherence support (n = 37). These results thus suggest that the impact of the peer-

adherence intervention on patients’ health is at least partially dependent upon the 

type of family in which it is implemented. The results of these group-specific 

analyses must be treated with extreme caution, however, as they are based on 

relatively small groups, thus limiting the accuracy of the estimates and the 

associated standard errors (Maas and Hox 2005). 

 Discussion 4

The aim of the current study is to assess the moderating role of family dynamics in 

explaining the differential impact of peer adherence support interventions on 

treatment outcomes in previous studies. We hypothesized that the family might play 

a moderating role in the translation of peer adherence support into beneficial 

treatment outcomes. Proceeding from the Circumplex Model (Olson 2000), we 

Sample size adjusted 

BIC 

2980.079 2911.461 2711.529 2578.629 2553.891 

*p ≤0.05, **p≤0.01, ***p≤0.001 
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explored whether differing levels of family functioning could render families more or 

less amenable to community-based adherence support. The study outcomes support 

our hypothesis by demonstrating a significant interaction effect between peer 

adherence support and levels of family functioning, while the peer adherence 

support intervention did not produce a significant direct impact in the overall 

sample. These findings build upon recent work by Rotheram-Borus et al. (2010), 

which associated better family functioning with better quality of life and better 

adherence levels in a sample of ART patients in Thailand (Rotheram-Borus, Stein et 

al. 2010). The present study extends the existing literature by providing additional 

insight into the crucial role of family dynamics in HIV/AIDS care, establishing a 

significant interaction effect between peer adherence support and family 

functioning in a resource-limited setting characterized by a high prevalence of HIV. 

 

Subsequent multi-group analysis demonstrated that peer adherence support 

produced a strong positive effect on immunological restoration, but only in the 

Balanced family type. Only patients living in households displaying high levels of 

attachment and changeability were able to translate peer adherence support into 

better ART outcomes. Conversely, peer adherence support produced a negative 

effect on the treatment outcomes of patients living in the most vulnerable, 

dysfunctional families. In other words, families that form tight units and can easily 

adapt to external changes apparently form the ideal environment for community-

based support initiatives, while dysfunctional families that have difficulty adapting to 

external changes are not able to translate the additional peer adherence support 

into better ART outcomes at the individual level. Even though the results of this 

multi-group analysis should be treated with caution, there are indications that the 

family context – ranging from well-functioning and amenable to outside support to 

dysfunctional and not yet ready for outside support – might well be a key factor 

explaining the widely differing impact of peer adherence support programs in 

different research settings, as is evident from reviews of the impact of adherence 

support more generally and of peer adherence support in particular (Bärnighausen, 

Chaiyachati et al. 2011; Wouters, Van Damme et al. 2012). 
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Possible explanations are to be found in the questionnaire items and subscales 

(attachment and changeability) included in the family-functioning scale. In families 

with low levels of attachment, personal issues and problems cannot be discussed, 

and family members tend to go their own way (McCubbin, Thompson et al. 1996). In 

such a setting, home visits from peer adherence supporters are unlikely to increase 

the HIV/AIDS competence of the family unit as a whole. In tight-knit families, 

however, knowledge related to HIV/AIDS and treatment is likely to be absorbed by 

the family unit (Mfundsi, Chiranjan et al. 2005), which can then provide additional 

support to the HIV patient in their midst. Families displaying low levels of 

changeability are less capable of adapting to challenges – such as a diagnosis of HIV 

positive diagnosis of the initiation of ART – and outside influences – such as a 

community-based peer adherence intervention (McCubbin, Thompson et al. 1996). 

In families characterized by unequal decision structures and closed communication 

styles, rigid family practices could hamper the ability of peer adherence supporters 

to bring about positive changes in treatment practices. In an extreme but not 

exceptional case, HIV/AIDS patients in such dysfunctional families are unable to 

disclose their health status to their family members (Wouters, Meulemans et al. 

2009; Wouters, Van Loon et al. 2009), which renders them unable to take full 

advantage of any community-based peer adherence support that is offered. In such 

settings, home visits or even meetings with peer adherence supporters could pose 

serious challenges and cause additional stress, thereby hampering or even excluding 

potential positive effects of the intervention. These intricate interrelationships 

between community-based adherence support, family dynamics and individual 

health behavior stress the need for adherence interventions that are sensitive and 

thus adjusted to the familial contexts within which they are implemented. 

 

The strengths of this study include its theoretical foundation in family sociology and 

the availability of information on family functioning for ART patients receiving peer 

adherence support as part of a randomized control trial, which allows an empirical 

investigation into the role of family context in moderating the impact of peer 

adherence support. To the best of our knowledge, ours is the first study to provide a 
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quantitative assessment of the interaction between peer adherence support and 

family dynamics in predicting ART outcomes in a resource-limited setting 

characterized by a high prevalence of HIV. Our study is nevertheless subject to 

several limitations. First, although cross-lagged regression would have been more 

appropriate, the study was limited to cross-sectional analyses, as family functioning 

was not measured at baseline.  Second, the results of the group-specific analyses 

employed to determine the moderating role of family type in explaining differential 

impacts of peer adherence support must be treated with extreme caution as they 

are based on relatively small groups, thus limiting the accuracy of the estimates and 

the associated standard errors (Maas and Hox 2005). Finally, the statistical analysis 

conducted here, should not be interpreted as a test of the impact on treatment 

outcomes and of the effectiveness of the “Effective AIDS Treatment and Support in 

the Free State” (FEATS) study’s peer adherence support intervention. This paper (a) 

does not employ the standard statistical tools, most notably intent-to-treat analysis, 

used to assess the impact of interventions implemented as part of randomized 

control trials, (b) suffers from attrition bias insofar as CD4 counts could not be 

matched to survey data for all patients, and (c) does not make use of data on longer-

term treatment outcomes observed in the second round of follow-up interviews 

insofar as CD4 counts could only be matched to patient data for a small number of 

observations. The CONSORT statement does contain an analysis employing all 

available data which shows a statistically significant impact of peer adherence 

support on CD4 cell count.  

 

Several important insights have emerged from this study, with implications for both 

theory and practice. From a theoretical point of view, the interaction effect between 

family functioning and peer adherence support on immunological restoration draws 

attention to the role of positive family dynamics in promoting adherence to ART. In 

addition to patient-level factors, future research activities should also incorporate 

the moderating role of the family context, as the efficacy of community-based 

adherence support is interconnected with family dynamics. The current study thus 

expands the theoretical and conceptual scope by indicating the need to 
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acknowledge the family aspects and dynamics of HIV/AIDS and its associated 

treatment. Second, the findings call for caution when considering the available 

evidence on the impact of adherence-support interventions on treatment outcomes, 

as our randomized controlled study revealed no significant positive impact within 

the overall sample. We strongly stress the need to produce context-specific 

interpretations regarding the outcomes of peer adherence interventions. Our 

findings suggest that the discrepant findings reported in the literature are most likely 

due to differences in the degree of compatibility between peer adherence 

interventions and the contexts in which they are implemented (Bärnighausen, 

Chaiyachati et al. 2011). Further evaluation of the contribution of peer adherence 

support initiatives to HIV/AIDS care programs in different contexts should therefore 

be an important research priority, including studies in various settings and 

employing alternative research designs.  

 

The study findings also have important implications for public health policy and 

practice. The fact that peer adherence support produced significant positive results 

only in well-functioning families stresses the need for peer adherence interventions 

that are sensitive to the suboptimal contexts in which they must often be 

implemented. The results clearly indicate that generic, broad-based interventions do 

not necessarily facilitate treatment adherence within the most vulnerable patient 

groups, particularly those without supportive family contexts. Exploring ways to 

ensure the training of peer adherence supporters enable them to adequately tailor 

their activities to different family contexts, including training in family counselling 

and in family skills, should thus be a priority for both research and policy. In our 

study, however, we did not investigate how or why family functioning is associated 

with the impact of peer adherence support on treatment outcomes in a positive or 

negative manner.  Additional longitudinal studies and qualitative research is 

therefore needed in order to provide full clarification of the mechanisms by which 

family dynamics hamper or facilitate the impact of peer adherence support 

programs on antiretroviral treatment outcomes.  
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CHAPTER 3 

THE IMPACT OF COMMUNITY SUPPORT INITIATIVES ON THE STIGMA                 
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Chapter based on the publication: Masquillier Caroline, Wouters Edwin, Mortelmans 

Dimitri, Booysen Frederik (2015). The impact of community support initiatives on the 

stigma experienced by people living with HIV/AIDS in South Africa. AIDS and 

behavior - ISSN 1090-7165- 19(2), p. 214-226  

 
ABSTRACT 

In the current context of human resource shortages in South Africa, various 

community support interventions are being implemented to provide long-term 

psychosocial care to people living with HIV/AIDS (PLWHA). However, it is important 

to analyze the unintended social side effects of such interventions in regards to the 

stigma felt by PLWHA, which might threaten the successful management of life-long 

treatment. Latent cross-lagged modeling was used to analyze longitudinal data on 

294 PLWHA from a randomized controlled trial (1) to determine whether peer 

adherence support (PAS) and treatment buddying influence the stigma experienced 

by PLWHA; and (2) to analyze the interrelationships between each support form and 

stigma. Results indicate that  having a treatment buddy decreases felt stigma scores, 

while receiving PAS increases levels of felt stigma at the second follow up. However, 

the PAS intervention was also found to have a positive influence on having a 

treatment buddy at this time. In addition, a treatment buddy mitigates the 

stigmatizing effect of PAS, resulting in a small negative indirect effect on stigma. The 

study  indicates the importance of looking beyond the intended effects of an 

intervention, with the goal of minimizing any  adverse consequences that might 

threaten  the successful long-term management of HIV/AIDS and maximizing the 

opportunities created by such support. 

KEYWORDS 

Peer adherence support; Treatment buddy; Stigma; Unintended social side effects; 

South Africa 
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 Introduction 1

As a result of consistent access to antiretroviral treatment (ART), people living with 

HIV/AIDS (PLWHA) now face life with HIV/AIDS as a chronic medical condition, rather 

than an acute, fatal disease (Rhodes, Bernays et al. 2009; Gausset, Mogensen et al. 

2012). The scale-up of ART has raised adult life expectancy in populations with high 

HIV prevalence (Bor, Herbst et al. 2013) and this has in turn “given new meaning to 

past challenges” (Ledlie 2001: p. 231). To successfully fight the HIV/AIDS epidemic in 

the long term, HIV/AIDS requires psychosocial care in addition to biomedical care to 

ensure long-term adherence and patient retention (World Health Organization and 

UNAIDS 2000; Burrage and Demi 2003; van Praag and Swai 2004). Given the growing 

number of patients requiring treatment and support (Van Damme, Kober et al. 

2006), it is becoming increasingly important to empower ART patients to take 

responsibility for their own treatment (Wouters, Van Damme et al. 2009). Sustaining 

long-term retention in care (Lynch, Ford et al. 2012), maintaining long-term 

adherence (Ware, Wyatt et al. 2006; Hermann, Van Damme et al. 2009), 

empowering patients (Wouters, Van Damme et al. 2009) and improving the health-

related quality of life of those living with HIV (Shacham, Reece et al. 2008; Garvie, 

Lawford et al. 2009) are therefore important yet challenging goals in the durable and 

sustainable response to the HIV and AIDS epidemic.   

 

Although the need for such additional psychosocial care for patients on ART is widely 

acknowledged, it is also clear that the South African health system is experiencing 

human resource shortages (World Health Organization 2007; Philips, Zachariah et al. 

2008; Van Damme, Kober et al. 2008; Hermann, Van Damme et al. 2009). For 

instance, Hontelez et al. (2012) estimated that an additional 2200 nurses, 3800 

counselors and 300 doctors would be required in order to guarantee universal 

access to HIV treatment to all patients with a CD4 cell count of ≤ 350 cells/µl in 

South Africa (Hontelez, Newell et al. 2012). This tension between supply and 

demand has led to “task shifting” as part of an overall strategy that includes 

measures to increase, retain and sustain health staff (Philips, Zachariah et al. 2008; 

Hermann, Van Damme et al. 2009). This strategy refers to “a process of delegation 
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whereby tasks are moved, where appropriate, to less specialized health workers” 

(World Health Organization 2007: p. n.p). As the delegation of tasks from doctors to 

non-physician clinicians (Type I) and from the latter to nurses (Type II) does not 

appear to be a sufficient solution to the human resource crisis, a new line of 

research has been investigating the shifting of tasks to lay community providers and 

counselors (Type III) and to PLWHA themselves (Type IV) (World Health Organization 

2007; Celletti, Wright et al. 2010; Wouters, Van Damme et al. 2012). This strategy 

was highlighted when the mobilization of communities was identified as one of the 

five Priority Work Areas in the “Treatment 2.0 framework for action” (2011) by the 

Joint United Nations Program on HIV/AIDS (UNAIDS) Secretariat and World Health 

Organization (WHO) (World Health Organization 2011). 

 

A broad array of community support initiatives (Type III) can be identified (Ogden, 

Esim et al. 2004; Schneider, Hlophe et al. 2008; Standing and Chowdhury 2008), 

representing a continuum that stretches from informal activities (Wouters, Van 

Damme et al. 2009), including members of a PLWHA’s social network who volunteer 

to act as treatment buddies (Schneider, Hlophe et al. 2008; Ware, Idoko et al. 2009; 

Wouters, Van Damme et al. 2009), to peers who are paid by health professionals to 

function as team members (Simoni, Nelson et al. 2011) and more formal community 

health workers (CHW) (Schneider, Hlophe et al. 2008; Ware, Idoko et al. 2009; 

Wouters, Van Damme et al. 2009). In order to improve the long-term success of ART 

by sustaining long-term retention in care (Lynch, Ford et al. 2012) and maintaining 

long-term adherence (Ware, Wyatt et al. 2006; Hermann, Van Damme et al. 2009), 

treatment buddies and peer adherence supporters are mobilized. Furthermore, both 

of these community support initiatives could prompt PLWHA to take more 

responsibility themselves (World Health Organization and UNAIDS 2000; World 

Health Organization 2006; Wouters, Van Damme et al. 2012). Nominating a 

“treatment buddy” to assist PLWHA with adherence issues is one way of helping 

them manage their own illness (Wouters, Van Damme et al. 2009). This type of 

supporter is usually someone with close personal ties to the patient, who is aware of 

the patient’s status and can remind and support the patient once ART has 
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 Introduction 1
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related quality of life of those living with HIV (Shacham, Reece et al. 2008; Garvie, 
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commenced (Stubbs, Micek et al. 2009; Ware, Idoko et al. 2009; Wouters, Van 

Damme et al. 2009; O’Laughlin, Wyatt et al. 2012). Peers can also be mobilized to 

empower patients (Wouters, Van Damme et al. 2009). The relative success of the 

ART scale-up has resulted in a growing pool of PLWHA (Wouters, Van Damme et al. 

2012). As a consequence of their shared concerns and the shared experience of 

disease management in the specific context of their communities, the latter 

community support initiatives are linked in their credibility and identification with 

PLWHA (Cortes Rojas 2011; Simoni, Nelson et al. 2011). 

 

Two recent review studies conducted by Bärnighausen et al. (2011) and by Wouters 

et al. (2012) indicate that receiving psychosocial support from the community can 

significantly improve treatment outcomes (Bärnighausen, Chaiyachati et al. 2011; 

Wouters, Van Damme et al. 2012). Mobilizing the community reduces the impact of 

human resource shortages and moves support closer to PLWHA, ensuring it is thus 

better tailored to local needs (Lehmann and Sanders 2007; Celletti, Wright et al. 

2010; Mdege, Chindove et al. 2012; Wouters, Van Damme et al. 2012). Community 

support initiatives have been identified as a promising strategy for bridging the gap 

between the patient and health care programs (Wouters, Van Damme et al. 2012). 

Besides their impact at the community level, local services provided by community 

support initiatives have proven to be very effective means of affording psychosocial 

support (Zachariah, Teck et al. 2006; Celletti, Wright et al. 2010; Wouters, Van 

Damme et al. 2012; World Health Organization 2013), improving health-seeking 

behavior among PLWHA (World Health Organization 2007; Zachariah, Ford et al. 

2009), enhancing quality of life (Cortes Rojas 2011), ameliorating defaulter tracing 

(Wouters, Van Damme et al. 2012), empowering patients (Wouters, Van Damme et 

al. 2012), contributing to psychological and immunological improvements (Cortes 

Rojas 2011) and enhancing adherence to treatment (Coetzee, Hildebrand et al. 2004; 

World Health Organization 2007; Stubbs, Micek et al. 2009; Celletti, Wright et al. 

2010; Wouters, Van Damme et al. 2012).  
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Despite these positive results, Nyblade et al. (2003) argue that while people with 

HIV/AIDS might be cared for by their family, community volunteers and health care 

providers, this care can come with stigma (Nyblade, Pande et al. 2003). A similar 

view is expressed in the conceptual model developed by Holzemer et al. (Holzemer, 

Uys et al. 2007). Actions that are carried out with good intentions, such as saving 

lives, can be perceived as stigmatizing by PLWHA (Gausset, Mogensen et al. 2012). 

To the best of our knowledge, to date there is very little research on the social 

consequences of adherence intervention. In a qualitative study, O’Laughlin et al. 

(2012) found that having a treatment partner combats HIV-related stigma 

(O’Laughlin, Wyatt et al. 2012). The limited research on the unintended social side 

effects of community support heightens the need to investigate whether community 

support initiatives that aim to improve treatment have an influence on the stigma 

felt by PLWHA. HIV is particularly stigmatizing because it is a sexually transmitted 

infectious disease which is associated with sexual behavior, perceived personal 

responsibility and negatively regarded social groups (Belsey 2005; Balfour, Corace et 

al. 2010; Brown, BeLue et al. 2010; Sengupta, Banks et al. 2011). HIV-related stigma 

intensifies the challenges of life-long treatment (Collins, Holman et al. 2006; Deacon 

2006), as this “powerful social force” (Belsey 2005: p. 46) has a negative effect on 

HIV-preventive behaviors (Logie and Gadalla 2009; Brown, BeLue et al. 2010; 

Sengupta, Banks et al. 2011), quality of life (Van Brakel 2005; Holzemer, Uys et al. 

2007; Holzemer, Human et al. 2009; Logie and Gadalla 2009), disclosure (Brown, 

Macintyre et al. 2003; Maughan-Brown 2010), mental health outcomes (Bogart, 

Cowgill et al. 2008) and adherence to treatment (Holzemer, Uys et al. 2007; Ware, 

Idoko et al. 2009). Two main types of stigma can be identified in the literature: 

external stigma, which consists of negative attitudes expressed to PLWHA (Ugarte, 

Högberg et al. 2013), and internal stigma, which results from the internalization of 

AIDS stigmatizing beliefs (Kalichman 2013).  Internalized stigma is particularly 

harmful (Petersen, Bhana et al. 2010), as it can lead to fear about accessing services, 

sexual risk behavior and psychological consequences, among other outcomes 

(Wright, Naar-King et al. 2007; Earnshaw and Chaudoir 2009; Hasan, Nath et al. 

2012). As internalized stigma interferes with HIV prevention, treatment and care 
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(Brouard and Wills 2006), this article will focus on this type of stigma, investigating 

the unintended social side effects of community support for PLWHA in order to 

provide long-term quality care, treatment and support in a context of human 

resource shortages.  

 

This study utilizes secondary data analyses from a randomized controlled trial (RCT) 

entitled “Effective AIDS Treatment and Support in the Free State” (FEATS). The 

overarching goal of the parent project was to investigate actual AIDS treatment and 

support in settings where free ART had already been introduced. With regard to the 

primary research aim of this RCT, when comparing CD4 cell counts in the peer 

adherence support (PAS) group to the control group, the results are statistically 

significant, with higher CD4 counts in the intervention group (CONSORT statement in 

Wouters, Masquillier et al. 2014). Despite this positive effect, the above-mentioned 

lack of research on the unintended social side effects of community support 

heightens the need to investigate whether PAS that improves treatment adherence 

has an impact on the stigma felt by PLWHA. The first aim of this article is therefore 

to determine whether PAS intervention and treatment buddying have an impact on 

the stigma felt by PLWHA.  

 

Both PAS and treatment buddies can be found on the “care continuum” – which is a 

framework developed by the WHO that represents the range of comprehensive 

services provided by various actors to the PLWHA, from hospitals to the 

individual/home, across a continuum (van Praag and Swai 2004). Seen on this 

continuum, peer adherence supporters and treatment buddies differ not only in 

their degree of formality but also in their strength of ties. However, the linkage 

mechanisms among different caregiving activities are an aspect of the care 

continuum that remains poorly defined (Ogden, Esim et al. 2006). In fact, as Ogden 

(2006) notes, “the peer support domain is completely unlinked to the rest of the 

continuum” (Ogden, Esim et al. 2006: p. 337). Within the current scientific research 

surrounding the substitution and complementarity of more formal support (e.g. peer 

support), and more informal support (e.g. treatment buddying), there is a debate 
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about whether the use of one form of support goes hand in hand with the partial or 

complete withdrawal of the other kind of support (substitution models), or whether 

two kinds of support can be provided alongside one another (complementarity 

models). In this regard, the second aim of this article is to analyze the 

interrelationships between each of these community support forms and their effect 

on stigma.  

 Methods 2

 Study 2.1

The data analyzed for this study were drawn from the “Effective AIDS Treatment and 

Support in the Free State” (FEATS) study. A full description of this RCT can be found 

in the CONSORT (Consolidated Standards Of Reporting Trials) statement of the 

overarching FEATS study (CONSORT statement in Wouters, Masquillier et al. 2014). 

This study, which was conducted by the Centre for Health Systems Research & 

Development at the University of the Free State (UFS), is recorded in South Africa’s 

national trial register (DOH-27-0907-20250) and has been recognized by the United 

States National Institutes of Health (NCT00821366). Ethical approval was granted by 

the UFS Faculty of Health Sciences Ethics Committee (ETOVS 145/07). Written 

informed consent to participate in the randomized controlled trial and to access 

patient files during the collection of clinical data was obtained from study 

participants before interviews began. 

 Sample 2.2

Study participants were selected from twelve public ART clinics across five districts in 

the Free State Province of South Africa (Lejweleputswa; Motheo; Thabo 

Mofutsanyana; Fezile Dabi; Xhariep). Patients were required to meet the following 

three selection criteria: being at least 18 years old, having commenced ART in the 

previous five weeks, and residing in the town or village where the health facility in 

question was located. Clinical data were obtained from the National Health 

Laboratory Services Data and through access to patient files. Participants were asked 

to complete surveys at Baseline, Follow-up 1 and Follow-up 2. Baseline data 
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collection for this longitudinal survey was conducted between October 2007 and 

October 2008 among 630 PLWHA. The next round of data collection was carried out 

between April and October 2009, with 397 completed interviews. The third 

interview round was carried out between March and June 2010 among 294 

participants. The interviews at Baseline took on average 51 minutes, at Follow-up 1, 

36 minutes and Follow-up 2, 31 minutes. The diminishing interview length can be 

explained by the fact that the questionnaire was shortened, in part due to resource 

constraints. The questions were asked in one-on-one interviews. Before obtaining 

written informed consent from participants the trained interviewers emphasized the 

fact that the data would remain confidential and be anonymous to the researchers 

conducting the data analysis. The patient interviews included questions on HIV 

testing, treatment adherence, side effects of treatment and stigma. Attrition was 

primarily due to mortality among study participants and unknown whereabouts 

(Booysen, de Walque et al. s.d.), with no statistically differential attrition occurring 

as a function of stigma experienced (t-test: 0.209, p = 0.834). Attrition analysis 

determines that with regard to the control variables only one significant difference 

was found: those who completed all three rounds had a higher average real per 

capita monthly household expenditure at the start of the study (t-test: 2.214, p = 

0.027), in comparison to those who left the study. 

 Peer adherence support intervention 2.3

All patients were receiving ART and the associated support provided by the public 

sector ART program described in the National Treatment Guidelines for ART for 

Adults (National Department of Health 2004), based on the following criteria: CD4 

cell count below 200 cells/µl irrespective of stage, OR WHO Stage IV AIDS-defining 

illness, irrespective of CD4 count, AND expressed willingness and readiness by the 

patient to adhere to ART. The following treatment regimens were used in the public 

sector: regimens 1a (d4T/3TC/efavirenz), 1b (d4T/3TC/NVP), and 2 

AZT/ddI/lopinavir/ritonavir). Following the baseline survey, patients recruited into 

the study were randomly assigned – using a Zelen-type double randomized consent 

design – to a control group, to a group who received additional PAS or to group of 
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patients who received PAS and nutritional support (i.e. two 400 g cans of meatballs 

and spaghetti in tomato sauce a week). A Zelen-type double randomized consent 

design was adopted in the RCT component of the study. Within such a design, study 

participants are only offered the treatment to which they are randomly assigned and 

can accept or reject treatment. Such a study design is appropriate where: blinding is 

not practicable or possible; the use of classic randomization and informed consent 

procedures significantly threatens internal validity; the interventions are highly 

attractive; the control group receives standard care; and/or the study focuses on a 

clinically relevant objective or objectives and offers important new insights 

(MacLehose, Reeves et al. 1999; Kaptchuk 2001; Rains and Penzien 2005). The 

experiment was implemented in October/November 2008. Experimental subjects 

were enrolled in the intervention for 11.7 months on average. Patients received an 

average of 7.6 visits from the peer adherence supporter each month. 

 

Before conducting the RCT, the research team assessed the acceptability of the PAS 

intervention by means of focus group discussions carried out with ART staff and lay 

workers. Furthermore, telephone interviews were conducted with 22 randomly 

selected public sector ART patients and approximately 70 clients of dieticians at 

facilities in the Free State province who had recently started taking ART. Despite the 

fact that all respondents were very positive about the idea of the PAS intervention, 

they expressed concern that the intervention would lead to their HIV status being 

inadvertently disclosed. As confidentiality is of crucial importance in view of 

HIV/AIDS-related stigmatization (Furber, Hodgson et al. 2004), in the actual study 

the interviewers did not conduct interviews with the households of ART patients 

they had interviewed personally. Moreover, the household survey was introduced to 

the respondents as a provincial survey of household health and welfare, in which 

each household had been selected to participate on an entirely random basis. This 

decision was taken to ensure a careful balance between confidentiality and reality. 

Visits from peer adherence supporters took place at times and locations chosen by 

the ART patients receiving the support, whether at home, work or elsewhere 

(Booysen 2008). 
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they had interviewed personally. Moreover, the household survey was introduced to 

the respondents as a provincial survey of household health and welfare, in which 

each household had been selected to participate on an entirely random basis. This 

decision was taken to ensure a careful balance between confidentiality and reality. 

Visits from peer adherence supporters took place at times and locations chosen by 

the ART patients receiving the support, whether at home, work or elsewhere 
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The peer adherence supporters were PLWHA who had been on ART for at least 12 

months. In order to avoid involving lay health workers who were already working for 

the government or an NGO, peer adherence supporters were excluded if they had 

received related training. Theoretical and practical training on HIV/AIDS, ART, 

adherence, infection control at home and nutrition was based on material 

developed by the University of the Free State’s School of Nursing (Booysen 2008). 

Peer adherence supporters were paid a monthly stipend of 500–1400 ZAR, 

conditional on performance (Booysen, de Walque et al. s.d.). When visiting the 

patient, the peer adherence supporter provided help with adherence and discussed 

any reasons why this could be difficult, such as stigma. They identified possible ART 

side effects and took action as appropriate. When necessary, the patient was 

referred to the clinic. Other topics, such as unemployment benefits or pensions, 

were also discussed.  

 

Almost all peer adherence supporters were female (98%), and the majority had a 

higher secondary education degree (Grade 10, 20%; Grade 11, 34%; Grade 12, 38%). 

The mean age of the peer adherence supporters was 35.8 years. At the close of the 

intervention, the majority of the 52 peer adherence supporters (55.6%) had already 

been on ART for five years. When asked how often they experienced difficulty in 

taking their own ART medication, 95.6% reported never experiencing any difficulty. 

The majority of the peer adherence supporters (98%) reported that their meetings 

with PLWHA took place at the PLWHA’s home (Booysen, de Walque et al. s.d.). 

 Measures 2.4

2.4.1 HIV-related stigma 

Internalized stigma was operationalized using an adaptation of Berger’s HIV stigma 

scale presented by Wright et al. (2007). This shortened version was developed to 

make the measurement instrument less burdensome for PLWHA. More specifically, 

negative self-image – which is a negative evaluation of the self, based on a person’s 

HIV/AIDS status (Holzemer, Uys et al. 2007) – was assessed using the following three 

items on a four-point Likert scale (1: strongly disagree; 2: disagree; 3: agree; 4: 
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strongly agree): 1. I feel that I am not as good a person as others because I have HIV; 

2. Having HIV/AIDS makes me feel unclean; 3. Having HIV/AIDS makes me feel that 

I’m a bad person. Table 1 shows the means and standard deviations of the items 

from the negative self-image scale. Confirmatory factor analysis was used to 

examine the latent structure of the negative self-image scale. In order to evaluate 

whether the resulting parameter estimates were good measures of their latent 

constructs, we included items which had factor loadings above the 0.40 threshold 

(Brown 2006). All of the factor loadings were above 0.60. Following the method 

described by Hatcher (1994), the composite reliability of the scales was calculated. A 

score above 0.70 indicates a reliable scale (Hatcher 1994). At both follow-ups, the 

composite reliability of this negative self-image factor was found to be above the 

0.70 threshold recommended (Follow-up 1: 0.86; Follow-up 2: 0.88).  

 

Table 1. Means and distribution of the items of the negative self-image scale 

 Follow-up 1 Follow-up 2 

I feel that I am not as good a person as 

others because I have HIV 

1.59 (SD: 0.80) 1.52 (SD: 0.753) 

Having HIV/AIDS makes me feel unclean 1.46 (SD: 0.680) 1.43 (SD: 0.677) 

Having HIV/AIDS makes me feel that I’m a 

bad person 

1.45 (SD: 0.685) 1.43 (SD: 0.652) 

2.4.2 Treatment buddy 

Treatment buddying lies at the informal end of the support continuum. Data on 

treatment buddying were collected using the question: ‘Have you since the previous 

interview had a treatment buddy help you to see that you take your ARV 

medication?’. Of the PLWHA we interviewed, 32.8% and 26.7% responded 

affirmative at Follow-up 1 and Follow-up 2, respectively. The vast majority of 

treatment buddies were female (74.8%)³ and their average age was 32.2 years old 

(SD: 14.46).³ The percentage of treatment buddies on ART increased from 23.2% at 

Follow-up 1 to 67.3% at Follow-up 2. Eight in ten PLWHA were being visited by their 
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treatment buddy at home at the first follow-up.³ In 94.5% of cases, this person – 

who originated from the social network of the PLWHA – was not being remunerated 

for their support.³ Half of the treatment buddies were partners or children of the 

PLWHA. It emerged that 8.8% of the PLWHA we interviewed had confused their peer 

adherence supporter with their treatment buddy;1 in order to avoid bias, we 

excluded these cases from the analyses. Other treatment buddies were found to 

originate from the direct social environment of the PLWHA (sibling, parent, friend or 

neighbor).3 

2.4.3 Control variables 

Previous research has indicated that the following background characteristics are 

often associated with stigma felt by the PLWHA. Demographic data (Logie and 

Gadalla 2009; Wolitski, Pals et al. 2009; Colbert, Kim et al. 2010) include sex, age and 

highest education level attained. We also included health-related measures, as they 

have been demonstrated to impact on ART outcomes in previous studies (Earnshaw 

and Chaudoir 2009; Logie and Gadalla 2009; Makoae, Portillo et al. 2009): Baseline 

CD4 count; CD4 cell count at Follow-ups 1 and 2; ART duration in days; presence or 

absence of side effects; and intermittent use of ART. A third group of variables 

included in the study consisted of family-related confounders (Holzemer, Uys et al. 

2007; Boyes and Cluver 2013): the total number of household members, sex and 

education level of household head, real per capita monthly household expenditure 

(standardized), and whether or not the PLWHA lived in informal housing, as 

households can also be a potential source of stigma. The final control variables 

concerned whether or not the patient was attempting to keep his or her HIV positive 

status a secret (Bogart, Cowgill et al. 2008; Logie and Gadalla 2009), and the 

presence or not of anxiety and depression (Earnshaw and Chaudoir 2009; Logie and 

Gadalla 2009). 

 

To select our control variables, we examined the relationship between the above-

mentioned control variables and negative self-image and having a treatment buddy 

                                                             
3 Information not available at Follow-up 2. 
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at both follow-ups. Preliminary analysis revealed that the anxiety and depression 

scale was significantly associated with negative self-image at the first follow-up (β = 

0.234, p = 0.000). Negative self-image at the second follow-up is significantly 

associated with baseline health (CD4 cell count at baseline: β = -0.167, p = 0.015). 

The presence of side effects, receiving nutritional support as provided in the study, 

and living in an informal house were significantly associated with having a treatment 

buddy at the first follow-up, with the respective parameters: β = 0.172, p = 0.003; β 

= 0.152, p = 0.010 and β = 0.148, p = 0.018. At the second follow-up, trying to keep 

HIV a secret and receiving nutritional support as provided in the study was 

significantly associated with having a treatment buddy (β = -0.137, p = 0.018; β = 

0.185, p = 0.003). These characteristics were therefore included as control variables 

in the subsequent analyses. 

 Analysis 2.5

In order to investigate both research aims, latent cross-lagged modeling was 

performed using Mplus version 7. Data exploration was carried out using SPSS 

version 20. Since the Shapiro-Wilk Test of Normality indicated that our sample 

deviated from the normality assumption, the models were estimated using MLR, a 

robust estimator for non-normal data (Muthén and Muthén 1998-2007). Using the 

chi-square difference test adapted for MLR estimation (Muthen and Muthen 2005), 

we found that the latent stigma factor to be fully metric invariant over time (Satorra-

Bentler scaled chi-square difference test TRd: 4.4288, p = 0.400). Consequently, all 

factor loadings were set equally across the two rounds (van de Schoot, Lugtig et al. 

2012). Furthermore, the measurement error associated with a Follow-up 1 latent 

factor item correlated with the measurement error associated with the 

corresponding Follow-up 2 item (Burkholder and Harlow 2003). For the sake of 

simplicity, error correlation paths are not shown in Figure 1. At the second follow-up 

we used two dummy variables to control for whether or not the patient completed 

the whole scheme of the experiment. To analyze the interrelationships between 

each of these community support forms and stigma (second research aim), a specific 

indirect effect was estimated to examine whether having a treatment buddy 
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mediates the effect of PAS on stigma felt by PLWHA. The model was estimated 

based on the observed exogenous variables. Missing data theory applies only to 

endogenous dependent variables. The adequacy of the models was evaluated based 

on Hu and Bentler’s cutoff criteria (1999), in which two of the following three criteria 

must be met for a satisfactory global model fit to be attained: comparative fit index 

(CFI) ≥ .95, root mean square error of approximation (RMSEA) ≤ .06, and 

standardized root mean square residual (SRMR) ≤ .08. (Hu and Bentler 1999). 

 

Figure 1. Latent cross-lagged model of the impact of community support initiatives 

on the stigma felt by PLWHA 
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 Results 3

Table 2. Descriptive statistics 

 

Control variables (time constant) 

Sex (Female)  75.1 %  n: 259 

Education level No formal 

education 

3.1 % n: 259 

Primary 

education 

25.5 %  

Some 

secondary 

education 

50.5 %   

Completed 

secondary 

education 

17.4 %  

Tertiary 

education 

3.5 %  

Age (years)   38.97 (SD: 9.34) n: 260 

 Baseline Follow-up 1 Follow-up 2 Test 

statistic 

Internalized stigma 

Sum score of 

internalized stigma 

 n.a. 4.53  

(SD: 1.99)  

n: 258 

4.21  

(SD: 1.79) 

n:258 

T-test 

T: 2.043 

P: 0.042 

Control variables (time changing) 

CD4 cell count 

 

 141.17  

(SD: 92.2) 

n: 236 

 326.29 

(SD: 198.70) 

n:253 

 377.97  

(SD: 213.85) 

n:256 

F-test 

F: 

118.259 

P: 0.000 

Treatment duration in  39.32  499.63 815.53 F-test 
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days  (SD:34.86) 

n:262 

(SD:85.40) 

n:260 

(SD:83.79) 

n:264 

F:7737.41

3 

P: 0.000 

Intermittent use of 

ART (yes) 

 n.a. 8.4 % 

n: 261 

9.4 % 

n: 265 

McNemar 

test 

P: 0.678 

Side effects (yes)  30.9 % 

n: 262 

7.7 % 

n: 259 

7.6 % 

n: 263 

Chi² test 

Chi²: 

72.271 

P: 0.000 

Nutritional support  n.a. 

 

23.7 % 

n: 194 

23.7 % 

n:194 

McNemar 

test 

P: 1.000 

Keep HIV status a 

secret (yes) 

 n.a. 44.0 % 

n:257 

44.0 % 

n:257 

McNemar 

test 

P: 1.000 

Anxiety and 

depression index 

 

  10.35  

(SD:6.69) 

n:252 

 5.79  

(SD: 5.76) 

n:258 

 4.80  

(SD: 5.371) 

n:261 

F-test 

F: 62.77 

P: 0.000 
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Table 2 provides an overview of the sample statistics. Analysis of the covariates 

across study arms revealed significant differences between the respondents who 

underwent the intervention and those of the control group concerning the following 

control variables: sex of household head (Baseline: Chi²: 9.332, p = 0.001; Follow-up 

1: Chi²: 7.018, p = 0.006); keep HIV a secret (Follow-up 2: Chi²: 3.259, p = 0.046); 

anxiety and depression index (Follow-up 2: T-test: -2.45, p = 0.015); real per capita 

monthly household expenditure (Follow-up 2: T-test: 2.192, p = 0.030). A significant 

difference was found for the average sum score of internalized stigma (T-test: 2.043, 

p: 0.042) from 4.53 (SD: 1.99) at Follow-up 1 to 4.21 (SD: 1.79) at Follow-up 2. 

Moreover, testing the differences in control variables between Baseline, Follow-up 1 

and Follow-up 2, the F-test and the post-hoc Tukey test revealed a significant 

difference in the score on the anxiety and depression index between Baseline and 

both follow-ups (F-test: 62.77, p = 0.000). Furthermore, the results reveal that there 

is a significant difference in treatment duration days between the three waves (F-

test: 7737.413, p = 0.000). Similar results can be found for the average CD4 cell 
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count, with significant differences between the three waves (F-test: 118.259, p = 

0.000). A significant difference was found for the side effects experienced (Chi² test: 

72.271, p = 0.000). No significant differences were found for the other control 

variables between the three waves.  

 

Descriptive analysis revealed that 38.97 years (SD: 9.34) was the mean age in the 

sample. The majority of the patients interviewed were female (75.1%). When 

assessing the highest level of education achieved, 3.1% of patients had no formal 

education, 25.5% had completed primary education, 50.5% enjoyed some secondary 

education, 17.4% had completed secondary education and only 3.5% had completed 

tertiary education. At ART initiation, mean CD4 cell count was 147.17 (SD: 92.2). 

From Follow-up 1 the CD4 cell count increased to 326.29 (SD: 198.70), whereas the 

average CD4 cell count on Follow-up 2 was 377.97 (SD: 213.85). At Baseline, patients 

had been on ART for an average of 39.32 (SD: 34.86) days. At Follow-up 1 the 

average duration of their treatment was 499.63 days (SD: 85.40), while at Follow-up 

2 they had been taking their medication for about two years on average (average: 

815.53, SD: 83.79). At Follow-up 1, less than one out of ten respondents (8.4%) 

indicated that they had interrupted their treatment at least once, while 9.4 percent 

indicated this at Follow-up 2. The PLWHA who reported side effects decreased from 

Baseline (30.9%) to Follow-up 1 (7.7%) and then remained stable at 7.6% at Follow-

up 2. People receiving nutritional support remained stable (23.7%) at both follow-

ups. The mean household size remained relatively stable over time (Baseline: 3.40 

[SD: 2.06]; Follow-up 1: 3.22 [SD: 1.93]; Follow-up 2: 3.16 [SD: 1.96]). The average 

per capita monthly household expenditure was higher at Baseline (1018.96 [SD: 

986.34]) than at Follow-up 1 (886.94 [SD: 662.86]) and Follow-up 2 (869.53 [SD: 

1148.16]). At Baseline, 20.4% of the PLWHA lived in an informal house, compared to 

15.2% at Follow-up 1 and 15.5% at Follow-up 2. The percentage of PLWHA who tried 

to keep their HIV secret remained stable (44.0%). The score on the anxiety and 

depression index decreased, from 10.35 (SD: 6.69) at Baseline, to 5.79 (SD: 5.76) at 

Follow-up 1 and 4.80 (SD: 5.371) at Follow-up 2.  At Baseline, 66.8% of the 

household heads were female, compared to 65.2% at first follow-up and 64.4% in 
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the subsequent follow-up. Less than one out of ten household heads had no formal 

education (Baseline: 6.6%; Follow-up 1: 5.3%; Follow-up 2: 7.6%). The majority of the 

heads of the household had primary (Baseline: 37.5%; Follow-up 1: 37.8%; Follow-up 

2: 32.7%) or some secondary education (Baseline: 42.0%; Follow-up 1: 43.9%; 

Follow-up 2: 45.4%). At Baseline, 12.4% of the household heads had obtained a 

Grade 12 certificate, in comparison with 11.4% at Follow-up 1 and 13.1% at Follow-

up 2. Of the household heads, 1.5%, 1.6% and 1.2%, respectively, had completed 

tertiary education at Baseline, Follow-up 1 and Follow-up 2.  

 

Table 3 illustrates analyses examining the influence of PAS and having a treatment 

buddy on felt stigma over time. As indicated by the CFI (0.950), SRMR (0.047) and 

RMSEA (0.043) in Table 3, a good model fit was found. To give a clear overview of 

the main effects of the analysis, the results of the control variables are not shown in 

the table. The significant control variables are discussed below. None of the dummy 

variables controlling for whether or not the patient completed the whole scheme of 

the experiment were significant. First, we will determine the factors that influence 

having a treatment buddy. Our findings indicate that experiencing side effects of ART 

encourages persons living with HIV/AIDS to seek support from a treatment buddy at 

the first follow-up (β = 0.130, p = 0.038). Keeping HIV a secret has a negative effect 

on seeking the support of a treatment buddy at the second follow-up (β = -0.125, p = 

0.029). Table 3 demonstrates that the PAS intervention has a positive influence on 

seeking a treatment buddy (β = 0.265, p = 0.007) at the second follow-up. This 

finding indicates that external support can stimulate the uptake of informal support. 

Second, with regard to the influence on negative self-image, our results show that 

the autoregressive path from the latent negative self-image factor at Follow-up 1 to 

its Follow-up 2 counterpart has a coefficient of 0.130 (p = 0.045). At the first follow-

up, the anxiety and depression index had a positive influence on feeling stigmatized 

(β = 0.265, p = 0.000). The CD4 cell count at Baseline was negatively associated with 

stigma felt at Follow-up 2 (β = -0.122, p = 0.036). Furthermore, the study shows that 

receiving PAS significantly increased the level of stigma experienced at the second 

follow-up (β = 0.311, p = 0.001). In addition, results indicate that having a treatment 

116



112 
 

count, with significant differences between the three waves (F-test: 118.259, p = 

0.000). A significant difference was found for the side effects experienced (Chi² test: 

72.271, p = 0.000). No significant differences were found for the other control 

variables between the three waves.  

 

Descriptive analysis revealed that 38.97 years (SD: 9.34) was the mean age in the 

sample. The majority of the patients interviewed were female (75.1%). When 

assessing the highest level of education achieved, 3.1% of patients had no formal 

education, 25.5% had completed primary education, 50.5% enjoyed some secondary 

education, 17.4% had completed secondary education and only 3.5% had completed 

tertiary education. At ART initiation, mean CD4 cell count was 147.17 (SD: 92.2). 

From Follow-up 1 the CD4 cell count increased to 326.29 (SD: 198.70), whereas the 

average CD4 cell count on Follow-up 2 was 377.97 (SD: 213.85). At Baseline, patients 

had been on ART for an average of 39.32 (SD: 34.86) days. At Follow-up 1 the 

average duration of their treatment was 499.63 days (SD: 85.40), while at Follow-up 

2 they had been taking their medication for about two years on average (average: 

815.53, SD: 83.79). At Follow-up 1, less than one out of ten respondents (8.4%) 

indicated that they had interrupted their treatment at least once, while 9.4 percent 

indicated this at Follow-up 2. The PLWHA who reported side effects decreased from 

Baseline (30.9%) to Follow-up 1 (7.7%) and then remained stable at 7.6% at Follow-

up 2. People receiving nutritional support remained stable (23.7%) at both follow-

ups. The mean household size remained relatively stable over time (Baseline: 3.40 

[SD: 2.06]; Follow-up 1: 3.22 [SD: 1.93]; Follow-up 2: 3.16 [SD: 1.96]). The average 

per capita monthly household expenditure was higher at Baseline (1018.96 [SD: 

986.34]) than at Follow-up 1 (886.94 [SD: 662.86]) and Follow-up 2 (869.53 [SD: 

1148.16]). At Baseline, 20.4% of the PLWHA lived in an informal house, compared to 

15.2% at Follow-up 1 and 15.5% at Follow-up 2. The percentage of PLWHA who tried 

to keep their HIV secret remained stable (44.0%). The score on the anxiety and 

depression index decreased, from 10.35 (SD: 6.69) at Baseline, to 5.79 (SD: 5.76) at 

Follow-up 1 and 4.80 (SD: 5.371) at Follow-up 2.  At Baseline, 66.8% of the 

household heads were female, compared to 65.2% at first follow-up and 64.4% in 

113 
 

the subsequent follow-up. Less than one out of ten household heads had no formal 

education (Baseline: 6.6%; Follow-up 1: 5.3%; Follow-up 2: 7.6%). The majority of the 

heads of the household had primary (Baseline: 37.5%; Follow-up 1: 37.8%; Follow-up 

2: 32.7%) or some secondary education (Baseline: 42.0%; Follow-up 1: 43.9%; 

Follow-up 2: 45.4%). At Baseline, 12.4% of the household heads had obtained a 

Grade 12 certificate, in comparison with 11.4% at Follow-up 1 and 13.1% at Follow-

up 2. Of the household heads, 1.5%, 1.6% and 1.2%, respectively, had completed 

tertiary education at Baseline, Follow-up 1 and Follow-up 2.  

 

Table 3 illustrates analyses examining the influence of PAS and having a treatment 

buddy on felt stigma over time. As indicated by the CFI (0.950), SRMR (0.047) and 

RMSEA (0.043) in Table 3, a good model fit was found. To give a clear overview of 

the main effects of the analysis, the results of the control variables are not shown in 

the table. The significant control variables are discussed below. None of the dummy 

variables controlling for whether or not the patient completed the whole scheme of 

the experiment were significant. First, we will determine the factors that influence 

having a treatment buddy. Our findings indicate that experiencing side effects of ART 

encourages persons living with HIV/AIDS to seek support from a treatment buddy at 

the first follow-up (β = 0.130, p = 0.038). Keeping HIV a secret has a negative effect 

on seeking the support of a treatment buddy at the second follow-up (β = -0.125, p = 

0.029). Table 3 demonstrates that the PAS intervention has a positive influence on 

seeking a treatment buddy (β = 0.265, p = 0.007) at the second follow-up. This 

finding indicates that external support can stimulate the uptake of informal support. 

Second, with regard to the influence on negative self-image, our results show that 

the autoregressive path from the latent negative self-image factor at Follow-up 1 to 

its Follow-up 2 counterpart has a coefficient of 0.130 (p = 0.045). At the first follow-

up, the anxiety and depression index had a positive influence on feeling stigmatized 

(β = 0.265, p = 0.000). The CD4 cell count at Baseline was negatively associated with 

stigma felt at Follow-up 2 (β = -0.122, p = 0.036). Furthermore, the study shows that 

receiving PAS significantly increased the level of stigma experienced at the second 

follow-up (β = 0.311, p = 0.001). In addition, results indicate that having a treatment 

117



114 
 

buddy produces a destigmatizing effect on the PLWHA (β = -0.149, p = 0.009). The 

specific indirect effect produced by having a treatment buddy at Follow-up 2 is small 

and negative but nevertheless a significant effect (β = -0.039, p = 0.046). This indirect 

effect indicates that through the stimulation of treatment buddy uptake, PAS has a 

small negative effect on the level of stigma experienced. Having a treatment buddy 

has a destigmatizing effect on the PLWHA and might protect them against the 

stigmatizing influence of receiving treatment adherence support. The coefficient of 

determination (R²) for the model predicting the search for a treatment buddy was 

0.141 at the first follow-up and 0.095 at the second. The amount of explained 

variance in negative self-image was 7.6% at Follow-up 1, compared to 10.5% at 

Follow-up 2. 
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Table 3. Standardized model results from cross-lagged model of impact of community 

support on stigma over time (n = 267)4 

                                                             
4 Model is controlled for variables discussed in the measures section. 

 Beta  p-value  

Follow-up 1 

Treatment buddy  

Treatment buddy (Baseline) 0.284 0.000 

PAS intervention 0.109 0.117 

Negative self-image    

Treatment buddy (Baseline) -0.050 0.486 

Treatment buddy (Follow-up 1) -0.049 0.483 

PAS intervention 0.038 0.543 

Follow-up 2 

Treatment buddy    

Treatment buddy (Follow-up 1) 0.128 0.050 

PAS intervention 0.265 0.007 

Negative self-image    

Negative self-image (Follow-up 1) 0.130 0.045 

Treatment buddy (Follow-up 1) -0.005 0.935 

Treatment buddy (Follow-up 2) -0.149 0.009 

PAS intervention 0.311 0.001 

Model fit 

CFI 0.950 

RMSEA 0.043 

SRMR 0.047 
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 Discussion 4

Given the growing number of patients requiring long-term treatment and support 

(Van Damme, Kober et al. 2006), it is becoming increasingly important to sustain 

long-term retention in care (Lynch, Ford et al. 2012), maintain long-term adherence 

(Ware, Wyatt et al. 2006; Hermann, Van Damme et al. 2009) and empower ART 

patients to take responsibility for their own treatment (Wouters, Van Damme et al. 

2009). Psychosocial care is indispensable in responding to the challenges of living 

with HIV/AIDS as a chronic illness (van Praag and Swai 2004). In a climate of “task 

shifting” (Philips, Zachariah et al. 2008; Hermann, Van Damme et al. 2009), 

mobilizing the community has become an important strategy in providing such 

encompassing treatment (Lehmann and Sanders 2007; Mdege, Chindove et al. 2012; 

Wouters, Van Damme et al. 2012). Both PAS and treatment buddying have been 

found to address these needs. Although considerable research has been devoted to 

analyzing the impact of community support initiatives on positive outcomes, such as 

adherence and quality of life, very little attention has been paid to the unintended 

social side effects of such community support. In this regard, the double aim of this 

article was [1] to analyze whether the PAS intervention and having a treatment 

buddy influence the stigma felt by PLWHA; and [2] to investigate the 

interrelationships between each form of community support and stigma.  

 

In  regards to the first aim, our results show that receiving PAS increased feelings of 

stigma at the second follow-up. This might be explained by the fact that emphasizing 

anonymity and confidentiality – as done in this intervention – can paradoxically be 

counterproductive (De Cock, Mbori-Ngacha et al. 2002; Gausset, Mogensen et al. 

2012). In this regard, De Cock et al. (2002) state that “the quest for secrecy promotes 

rather than breaks the destructive silence around HIV/AIDS” (De Cock, Mbori-

Ngacha et al. 2002: p. 69). This study provides scientific support to the warning given 

by Rodriguez-García et al. (2013), who drew attention in the 2013 World Bank report 

to the idea that community interventions can have unintended adverse 

consequences, such as exacerbating experienced levels of stigma (Rodriguez-García, 

Bonnel et al. 2013). Moreover, we might expect the stigmatizing effect to become 
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even greater, since peer adherence supporters stated in the post-intervention 

evaluative focus group discussions that reasons given for withdrawal from the study 

included fear of disclosure, feelings of shame and concerns about what the 

neighbors would say, among other things. Furthermore, results indicated that the 

anxiety and depression index had a positive influence on feeling stigmatized. This 

finding is consistent with the results of a meta-analysis by Logie and Gadalla (2009) 

(Logie and Gadalla 2009). Previous research has shown that PLWHA who feel 

anxiety, depression and alienation are also more likely to feel stigmatized (Hasan, 

Nath et al. 2012). 

 

In line with previous research that has identified the establishment of a support 

group as effective in reducing stigma (Logie and Gadalla 2009; Cortes Rojas 2011), 

this quantitative study demonstrates that seeking a treatment buddy also leads to 

the diminishment of stigma. O’Laughlin et al. (2012) obtained similar results in their 

qualitative research on the social consequences of treatment partnering in Tanzania 

(O’Laughlin, Wyatt et al. 2012). The destigmatizing effect of having a treatment 

buddy might be explained by the fact that treatment buddies socialize with PLWHA 

in public (Ware, Idoko et al. 2009; O’Laughlin, Wyatt et al. 2012), compare HIV/AIDS 

to other less stigmatized diseases (Ware, Idoko et al. 2009), publicly criticize 

individuals who stigmatize PLWHA (O’Laughlin, Wyatt et al. 2012) and challenge the 

myths surrounding HIV/AIDS (Ware, Idoko et al. 2009). At the same time, a 

treatment buddy mitigates the stigmatizing effect of PAS, resulting in a small 

negative indirect effect on stigma.  

 

There are a broad array of community support initiatives, which can be represented 

on a continuum that stretches from informal to more formal activities. Peer 

adherence supporters and treatment buddies differ not only in their degree of 

formality but also in their strength of ties. Treatment buddies are an example of 

strong informal ties, which are intimate ties that tend to be multi-stranded and 

regularly maintained. Peer adherence supporters exemplify weak formal ties, as they 

are non-intimate ties which tend to be single-stranded and infrequently maintained 
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 Discussion 4

Given the growing number of patients requiring long-term treatment and support 
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even greater, since peer adherence supporters stated in the post-intervention 
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(Ferlander 2007; Zhang, Cao et al. 2012). When peers are professionalized, their 

mutual identification, credibility and commonality with patients diminishes, as their 

accountability to the target population shifts to the health care system (Dennis 

2003). As our results show, care provided by untrained, unremunerated persons 

who have strong personal ties to the PLWHA has a different, unintended social side 

effect from care provided by trained, paid peers from outside the patient’s social 

network. This study provides scientific support to Ogden’s (2006) claim that it is 

important to make “clear distinctions between care that is provided through formal 

structures (e.g. clinical and non-clinical care provided in the home by volunteer lay 

providers) and care provided in the home that is not supported through formal 

programs (non-clinical care which is provided by family members, friends and 

neighbors)” (Ogden, Esim et al. 2006: p. 339). 

 

With regard to the second aim of this study, namely to investigate the 

interrelationships between each of the two forms of community support in question 

and stigma, our results indicate that receiving support from a peer adherence 

supporter stimulates the uptake of assistance from a treatment buddy. These results 

are relevant to the current scientific debate surrounding the substitutability or 

complementarity of formal and informal support. Substitution models are based on 

the assumption that the use of one form of support goes hand in hand with the 

partial or complete withdrawal of another kind of support; complementarity models, 

meanwhile, state that the two kinds of support can be provided alongside one 

another. In Western gerontological studies, where these models have their roots, 

more evidence has been found to support the latter assumption (Raeymaeckers, 

Dewilde et al. 2008). Our results, which suggest that the search for informal support 

can be stimulated by formal support, are also more consistent with the 

complementarity view. HIV/AIDS may isolate PLWHA from the communities they 

depend on (Cortes Rojas 2011; O’Laughlin, Wyatt et al. 2012). Like those of other 

studies, our results are promising in that patient use of psychosocial support may 

facilitate the rebuilding of their social network of informal support (Shacham, Reece 

et al. 2008; Cortes Rojas 2011).  
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One of the strengths of this study is that it measures stigma as a latent construct 

over time, since stigma is a social construct that might change dynamically over the 

illness trajectory (Colbert, Kim et al. 2010; Maughan-Brown 2010). Moreover, this 

research provides a novel look at community support interventions. However, this 

study is one of the first to investigate the unintended social side effects of 

community support interventions and the interrelationship between different kinds 

of community support. Further research is required to replicate this study in other 

settings. Furthermore, results indicate that experiencing side effects of ART 

encourages persons living with HIV/AIDS to seek support from a treatment buddy. 

This might be explained by the fact that experiencing side effects could make 

HIV/AIDS more visible (e.g. Lipodystrophy) and might make the PLWHA feel more ill, 

which could stimulate the search for support (Brouard and Wills 2006). Inspired by 

these results, further research should explore in greater depth the relationship 

between disease progression and the usage of support. A number of limitations 

should also be acknowledged. First, the absence of a random sample limits the 

generalizability of our interpretations. Large-scale studies that use a random sample 

are thus an important research priority. Second, a lack of additional information on 

treatment buddies at the second follow-up means that there is some possibility of 

overlap; although, this is highly unlikely since we excluded respondents who 

confused their peer adherence supporter with a treatment buddy at Follow-up 1. 

Third, we could not control the analysis for baseline rates of stigma, as two out of 

three factor loadings were below the 0.40 boundary line (Brown 2006) and this 

factor did not show configural invariance over time (van de Schoot, Lugtig et al. 

2012). It is recommended that future research replicates this study while also 

incorporating baseline stigma into the analyses to control for its effect and to 

investigate differences in rates of stigmatized feelings pre and post intervention. A 

fourth limitation relates to the way in which stigma was approached in this study. 

Stigma is particularly harmful when society’s negative views are adopted and 

internalized by PLWHA (Petersen, Bhana et al. 2010); analyzing the impact of PAS on 

such a negative self-image is therefore important. Various types of stigma have been 

described (Holzemer, Uys et al. 2007; Logie and Gadalla 2009), however, and this 
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study relies on a latent construction of only one type. Further research is required to 

investigate the influence of community support initiatives on the multiple forms of 

stigma. Moreover, as it was not possible to operationalize the psychosocial 

mechanisms (Berkman, Glass et al. 2000) of receiving peer adherence support and 

having a treatment buddy using the FEATS data, future research could make 

interesting progress by analyzing the pathways along which social support is offered. 

Furthermore, as articulated by O’Laughlin et al. (2012), qualitative research could 

help to further uncover other social consequences of treatment intervention for 

HIV/AIDS (O’Laughlin, Wyatt et al. 2012).  

 

These results have both theoretical and practical implications. With regard to the 

theoretical aspect, this study links peer support to other care received by PLWHA. 

This result provides impetus to respond to the research need surrounding the “care 

continuum” framework, to link the peer support domain to the different caregiving 

activities on the continuum (van Praag and Swai 2004; Ogden, Esim et al. 2006). 

Examining the linkage among different types of care is important as it may help 

reduce costs by allowing greater efficiency (The Partnership for Maternal Newborn & 

Child Health 2011) and may provide opportunities for promoting related health care, 

such as the screening of family members for tuberculosis and other infectious 

diseases (Ogden, Esim et al. 2006; The Partnership for Maternal Newborn & Child 

Health 2011). Regarding the implications for policy and practice, these results imply 

that when evaluating an intervention it is important to look beyond its aimed 

effects. On the one hand, unintended adverse consequences should be taken into 

account, such as enhanced stigma, which might threaten the successful 

management of life-long treatment challenges. On the other hand, unintended 

positive social side effects deserve attention in any comprehensive evaluation of 

interventions. For instance, the study provides further support to the idea that it is 

worthwhile to focus on stimulating informal psychosocial care through formal care 

initiatives.  
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 Conclusion 5

As various community support interventions are now being implemented with the 

aim of improving the lives of those living with HIV/AIDS, it is important to analyze 

their unintended positive and negative social side effects. The resulting knowledge 

may provide opportunities to minimize the adverse consequences threatening the 

successful long-term management of HIV/AIDS and to maximize the positive social 

side effects, taking optimal advantage of the opportunities created by this support. 

More research is required to explore other unintended positive and negative social 

side effects of such support in order to provide long-term quality care, treatment 

and support in a context of human resource shortages. 
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Dimitri, van Wyk Brian (2015). On the road to HIV/AIDS competence in the 

household: building a health-enabling environment for people living with HIV/AIDS. 

International journal of environmental research and public health - ISSN 1660-4601-

12, p. 3264-3292 

 
ABSTRACT 

When aiming to provide chronic disease care within the context of human resource 

shortages, we should not only consider the responsibility of the individual person 

living with HIV/AIDS (PLWHA) but also the capacity of the social environment to 

actively encourage a lifestyle that fosters health. In this social environment, 

extensive efforts are thus required to increase HIV/AIDS knowledge, reduce stigma, 

stimulate HIV testing, improve health care-seeking behavior, and encourage safe 

sexual practices—described in the literature as the need for AIDS competence. In 

accordance with socio-ecological theory, one cannot restrict the research focus to 

communities, as AIDS competence studies should also incorporate the intermediate 

household level. In responding to this research need, the aim of this article is to 

conceptualize an HIV/AIDS competent household based on qualitative interviews 

and focus group discussions conducted in a township on the outskirts of Cape Town, 

South Africa. Our results show that a household’s supportive response to disclosure 

allows a patient to live openly as HIV positive in the household concerned. This may 

mark the start of the road to HIV/AIDS competence in the household, meaning the 

PLWHA receives sustainable support throughout the care continuum and positive 

living becomes the norm for the PLWHA and his or her household. A feedback loop 

might also be created in which other household members are encouraged to be 

tested and to disclose their status, which is an important step towards a sustainable 

response to HIV/AIDS-related challenges. Despite the fact that this road to HIV/AIDS 
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competence at the household level is fragile and prone to various barriers, this 

article shows that the household has the potential to be a health-enabling 

environment for PLWHA.  

 
KEYWORDS 

HIV/AIDS; HIV/AIDS competence; household support; health-enabling environment; 

HIV/AIDS competent household; care continuum; treatment adherence;  

South Africa  

 

 Introduction 1

Since the first cases of AIDS were described there has been much to celebrate with 

regard to the progress made in the treatment and prevention of the disease (Karim 

2011). Roll-out of antiretroviral treatment (ART) in many countries offers the 

promise of normal life expectancy for people living with HIV/AIDS (PLWHA) who 

successfully navigate the care continuum (Gardner and Young 2014). This care 

continuum determines the trajectory a patient will take after an HIV-positive test 

(McNairy and El-Sadr 2012; Gardner and Young 2014). Scholars have identified four 

essential steps along this continuum: (1) linkage from testing to enrollment in care, 

(2) determination of ART eligibility, (3) ART initiation and (4) adherence to 

medications to achieve viral suppression (McNairy and El-Sadr 2012). In order to 

optimize health outcomes for the patient and to prevent transmission to others, 

each step of the care continuum must be completed.  

 

However, it has been noted that many patients are lost from the continuum at each 

stage, so that few actually achieve undetectable viral loads (Hallett and Eaton 2013). 

Data available from various programs are insufficient to accurately characterize the 

continuum of care (Hallett and Eaton 2013). In relation to an abbreviated care 

continuum, data show that of all PLWHA in sub-Saharan Africa aged 15 years or 

older, 45% know their status, 39% receive ART and only less than one out of three 

(29%) have suppressed their viral load (Doherty 2014). Attrition of patients across 
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the HIV care continuum severely undermines the overall effectiveness of HIV 

programs (McNairy and El-Sadr 2012; Kilmarx and Mutasa-Apollo 2013). Multiple 

barriers have been found at various levels which explain the failure to achieve the 

entire continuum (McNairy and El-Sadr 2012; Kilmarx and Mutasa-Apollo 2013). To 

be successfully treated, sufficient attention to the psychosocial dimensions of 

chronic disease care is required (Wouters, Meulemans et al. 2009; Wouters, Van 

Damme et al. 2009; Russell and Seeley 2010). These encompassing care needs, 

combined with a high prevalence of HIV/AIDS, place increasing pressure on an 

already stretched health care system.  

 

When aiming to provide chronic disease care within the climate of human resource 

shortages, we should not only consider the responsibility of the individual, but also 

their social environment and its capacity to actively stimulate a lifestyle that fosters 

health. In this social environment, extensive efforts are thus required to increase 

HIV/AIDS knowledge, reduce stigma, stimulate HIV testing, improve health care-

seeking behavior, and encourage safe sexual practices—described in the literature as 

the need for AIDS competence (Lamboray and Skevington 2001). AIDS competence 

reflects the idea that “the likelihood that people will choose health-enhancing 

practices depends not only on individual-level factors, but also on the extent to 

which they live in social environments that enable and support this choice” (AIDS-

Social Drivers Working Group 2010: p.10). Achieving AIDS competence cannot be 

done by individuals alone, it is a group phenomenon (Lamboray and Skevington 

2001). In the words of Weihs et al.: “health decisions are not made in social 

isolation” (Weihs, Fisher et al. 2002: p.16). Adaptation to HIV/AIDS is the outcome of 

continuous interactions between the individual and his/her immediate environment 

(Wouters 2012). These ideas are rooted in a socio-ecological perspective, which 

emphasizes the interrelatedness and interdependency of individuals and their social 

environment, which in turn affect disease management and its outcomes (Waller 

2001; Weihs, Fisher et al. 2002; Latkin and Knowlton 2005; Wouters 2012).  
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the HIV care continuum severely undermines the overall effectiveness of HIV 
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In this regard, many studies have focused on enabling communities to make the 

right behavioral choices as an intrinsic component of a durable and sustainable 

HIV/AIDS strategy (Tawil, Verster et al. 1995; Alando 2005; Celletti, Wright et al. 

2010). An AIDS competent community provides a context—which is characterized by 

a sense of within-community solidarity (Campbell, Nair et al. 2007)—in which local 

people work together to face the challenges of HIV/AIDS (Nhamo, Campbell et al. 

2010) by: recognizing the reality of HIV and AIDS; building capacity to respond to HIV 

and AIDS; exchanging and sharing knowledge and skills; reducing vulnerability and 

risks; and living to their full potential (Alando 2005). Lamboray and Skevington argue 

that “the more AIDS competent a community becomes, the more likely they will be 

to have a range of good outcomes” (Lamboray and Skevington 2001: p.519). 

Emerging evidence shows that the development of AIDS competent communities 

yields various positive outcomes, ranging from less HIV infection and more care and 

support for people living with or affected by HIV/AIDS to improved quality of life in 

the communities affected (Brown 2011).  

 

However, with a socio-ecological perspective in mind, one cannot restrict the 

research focus to communities if we are to study HIV and AIDS competence 

comprehensively. As patients seldom live in isolation from the household—which 

affects different aspects of disease management—not only communities but also 

households should be taken into account when building social contexts that enable 

and support the choice of health-enhancing practices (Weihs, Fisher et al. 2002; 

Wouters 2012). Perhaps more than any other epidemic, HIV is an illness that affects 

the whole household (Rotheram-Borus, Flannery et al. 2005). The impact of an 

individual being infected with HIV radiates across the entire household system. The 

direct and indirect impact of transmission risk, care burden, social stigma, physical 

illness and emotional distress is shouldered by the various household members 

(McGrath, Ankrah et al. 1993; Rehm and Franck 2000; Rotheram-Borus, Flannery et 

al. 2005; du Preez and Niehof 2008). In the words of Bor et al., “HIV infects 

individuals and simultaneously affects a whole network of significant relationships” 

(Bor, Du Plessis et al. 2004: p.168). 
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According to AIDS 2031 Social Drivers Working Group “no longer will we be able to 

address AIDS in a short-term emergency mode. Future endeavors will need to 

appreciate that AIDS epidemics are “long-wave” events that evolve over generations” 

(AIDS2031 Social Drivers Working Group 2010: p. 16). Thus, it is indispensable for 

sustainable long-term success that PLWHA live in households that support and enable 

the choice of health-enhancing practices, i.e., HIV and AIDS competence. To the best 

of our knowledge, ours is the first study to conceptualize an HIV/AIDS competent 

household in response to the above-mentioned research need. 

 Key Concepts 2

 AIDS Competent Community  2.1

An AIDS competent community is defined by Campbell et al. as “a social setting in 

which people are most likely to work collaboratively to optimize HIV/AIDS 

prevention, care and treatment” (Campbell, Skovdal et al. 2012: p.124). Local 

networks, norms, and relationships between the sexes and among generations are 

assets that even the most resource-poor settings can exploit in order to optimize 

communities’ use of prevention, care and treatment services (Campbell, Skovdal et 

al. 2012; Southern African AIDS Trust s.d.). However, while developing community 

AIDS competence has the potential to create a health-enabling environment (Brown 

2011; Campbell, Skovdal et al. 2012), research has demonstrated that it is “a long-

term and delicate process” (Southern African AIDS Trust s.d.: n.p.) subject to several 

HIV-specific barriers (e.g., HIV-related stigma and discrimination and local HIV-

related myths (Nhamo, Campbell et al. 2010; Kilmarx and Mutasa-Apollo 2013; 

Gardner and Young 2014)) and non-HIV-specific challenges (e.g., community 

tensions (Gruber and Caffrey 2005) and a lack of resources and skills (Russel and 

Schneider 2000)).  

 

Following a community’s recognition of HIV, which might be the result of collective 

shock over the loss of community members (Lamboray and Skevington 2001; 

Mathiot 2004; Alando 2005; Brown 2011), change agents or agencies such as NGOs 

and PLWHA themselves need to raise the community’s awareness of their capacity 
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to deal with the problem using awareness-raising techniques designed by local 

people for their own use (Lamboray and Skevington 2001). After raising awareness, 

community members should then act to change attitudes and behavior (Lamboray 

and Skevington 2001) in order to mitigate the impact of HIV and reduce vulnerability 

to further HIV infections (Brown 2011). Campbell et al. identified five key features of 

an AIDS competent community that underpin these behavior changes: (1) gaining, 

sharing and translating knowledge about HIV/AIDS into health-enhancing behavior 

change (Alando 2005; Campbell, Nair et al. 2007; Campbell 2009; AIDS2031 Social 

Drivers Working Group 2010); (2) creating a social space for dialogue and critical 

thinking (Campbell, Nair et al. 2007); (3) fostering a sense of ownership of the 

problem and responsibility for contributing to its management; (4) building solidarity 

and a common purpose (Campbell, Nair et al. 2007; Campbell 2009; AIDS2031 Social 

Drivers Working Group 2010; Nhamo, Campbell et al. 2010); and (5) forming 

partnerships with bridging social capital (Lamboray and Skevington 2001; Campbell, 

Nair et al. 2007; Campbell 2009; AIDS2031 Social Drivers Working Group 2010).  

 

In social settings characterized by a sense of within-community solidarity, HIV/AIDS 

prevention, care and treatment can be optimized (Campbell, Nair et al. 2007; 

AIDS2031 Social Drivers Working Group 2010; Campbell, Skovdal et al. 2012). Within 

such communities, stigmatization is challenged (Campbell, Nair et al. 2007); PLWHA 

are also less likely to respond to the epidemic with fear and denial and more likely to 

feel confident enough to seek out information about prevention and/or testing 

(Campbell, Nair et al. 2007). As vulnerability to HIV decreases and behaviors change, 

the incidence of new infections declines (Brown 2011), as does the number of new 

AIDS cases and other infections such a sexually transmitted diseases and 

tuberculosis (Lamboray and Skevington 2001). In order to sustain AIDS competence 

over time, responses from the community must change as the nature of the 

epidemic changes within the community (Brown 2011). This involves an intrinsic 

feedback loop in which community action encourages a subsequent cycle of action, 

gradually generating an AIDS competent society (Lamboray and Skevington 2001). 
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 Households: Challenged, not Damaged 2.2

Due to the roll-out of ART, HIV/AIDS is no longer defined as an acute fatal disease 

but as a chronic illness. Managing chronic conditions is increasingly seen to be the 

responsibility of the individual and the household in which they live, who must be 

encouraged to actively engage in a lifestyle that fosters health (World Health 

Organization 2002; Ryan and Sawin 2009). This increasing chronic status of HIV has 

shifted priorities in the household “from planning for inevitable and relatively 

imminent death to construction of a life encompassing maximal function and well-

being” (Rehm and Franck 2000: p. 69). Despite the crucial role played by the 

household social context, few studies have investigated the level of the household in 

HIV/AIDS disease management (Wouters 2012).  

 

In the conceptualization of AIDS competent communities, attention has shifted from 

community deficits to strengths (Wouters 2012). This study will shift in a similar way 

to the strengths of a household, viewing households “as challenged, not as 

damaged” (Greeff and de Villiers 2008: p. 22). In this study, households are 

conceptualized as being resourceful in providing care and capable of addressing the 

challenges they face (Walsh 2002) by developing and deploying their own strategies 

(Wallace 2002). In line with Niehof, we rely on Rudie’s definition of a household as a 

“co-residential unit, usually family-based in some way, which takes care of resource 

management and primary needs of its members” (Rudie (1995) in Niehof 2011: 

p.490). The two key household attributes used in our study are spatial proximity and 

day-to-day interaction, since these characteristics were found to be vital to a 

household’s ability to fulfil the primary needs of its members, such as care, on a daily 

basis in the context of HIV/AIDS (Nombo 2007; Niehof 2011). 

 

Like communities (Campbell, Skovdal et al. 2012), households may have assets that 

assist in the building of AIDS competence. In responding to the challenges of 

HIV/AIDS, previous research has shown that households have immense potential to 

provide strength and support (Iwelunmor, Airhihenbuwa et al. 2006). One of these 

strengths—even in the most resource-poor settings—is bridging and bonding social 
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capital (Nombo 2007; du Preez 2011). Bridging social capital has been found to 

provide “access to new information and resources, enhancing people’s actual 

control and improving their ability to solve various problems” (Ferlander 2007: 

p.122). Bonding social capital is considered important in the provision of social 

support and in mobilizing solidarity (Wakefield and Poland 2005). A supportive 

household environment has been shown to motivate ART adherence (Makoae, 

Portillo et al. 2009) and to play an important role in supplying messages of hope 

(Elliott and Kurylo 2000). However, like communities (Beeker, Guenther-Grey et al. 

1998), households may vary in their capacity or readiness for collective action. In 

addition to an immense potential for strength and support during times of need and 

crisis (Iwelunmor, Airhihenbuwa et al. 2006), the existing literature has indicated 

that such social networks can also be a potential source of stress (Morgan 2003) and 

stigma (Holzemer, Uys et al. 2007). In other words, interaction within the household 

can be detrimental as well as helpful (Remien, Stirratt et al. 2006).  

 Methods 3

 Ethical Approval 3.1

Ethical approval was granted by the Ethics Committee of the University of the 

Western Cape (13/10/55). Before enrollment in the study, the informed written 

consent of all participants involved was obtained. Information about the study, its 

design and aspects such as voluntariness and confidentiality were distributed by 

means of an information leaflet, available in both English and the local language and 

explained in an understandable way to the respondents. Respondents who 

completed the interview or the focus group discussion received a voucher as a token 

of appreciation for their time and collaboration. To prevent the risk of inadvertently 

disclosing study participants’ HIV status and to make the respondent feel as 

comfortable as possible, the respondent could choose the time and place for the 

interview. Interviews were completed in English, the local language or a mix of both 

languages, depending on the preference of the respondent.  

133 
 

 Context and Setting 3.2

This study is part of a larger project that focused on the interaction between a 

patient’s household environment and the treatment adherence support provided by 

community health workers (CHWs) who were employed by a large non-

governmental organization (NGO). To be eligible for enrollment in the study, 

patients were required to meet the following selection criteria: being 18 years of age 

or older; being HIV-positive; and participating in the NGO’s treatment adherence 

support program.  

 

The NGO operates in three different areas of the Cape Metropole. The HIV 

prevalence in this health sub-district of the Western Cape Provincial Department of 

Health is 19.1% (Odendaal and Lewin 2014). The study site (Klipfontein/Mitchell’s 

plain) was purposely selected, aiming to cover all the health facilities providing TB 

care and ART, to which the CHWs studied are linked. These health care facilities, 

operated by the Provincial Department of Health were primarily nurse-driven—

reflecting task-shifting as one answer to the national shortage of health care 

workers. The majority of people living in this informal settlement had no formal 

street address, while some formal houses present in this impoverished area on the 

outskirts of Cape Town were also included. 

 Data Collection 3.3

A combination of interviews and focus group discussions was used in this study to 

achieve data triangulation. The findings of the various qualitative research methods 

allows us to look at the same topic from different angles, rendering the results more 

valid (Mortelmans 2013).  

 

To start, 13 CHWs were followed on their daily tasks of visiting patients to provide 

treatment adherence support. Of the 73 houses visited, 48 patients or their 

treatment buddies were home to attend the community-based adherence support 

session. To give patients the time to reflect on the decision to participate in the 

interview, and to make the respondent as comfortable as possible, the respondent 
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chose the time and place for the interview. Of the 48 persons observed during the 

community-based adherence support session, 41 agreed to participate in an 

interview on a subsequent day. Nine of these interviews did not go ahead, however: 

three patients declined to participate further in the study, four did not attend on the 

day of the interview and could not be tracked, and two had a job and were unable to 

attend the interview. As a result, a total of 32 in-depth interviews were conducted 

with patients living with HIV/AIDS, using an interview guide adapted on the basis of 

lessons learned from pilot interviews and pilot observations. 

 

Interviews were semi-structured to ensure that the same topics were covered in 

each, while allowing unanticipated material to emerge. Semi-structured qualitative 

interviews with the patients ranged from half an hour to one and a half hours. After 

obtaining informed written consent from the participants, all but one interview was 

audio taped. Respondents completed a short interviewer-administered survey to 

provide basic socio-demographic information before participating in the semi-

structured qualitative interview. The domains explored through the qualitative 

interview included HIV testing, disclosure, household involvement and treatment 

adherence support. Some of the questions in the semi-structured interview related 

to personal and sensitive issues. The respondent was free to decline to answer any 

specific question if he or she felt that the information was too sensitive or personal. 

Furthermore, the principal interviewer and the male and female translators paid 

specific attention to this aspect and remained sensitive to the limits of the 

participants.  

 

In addition to the in-depth interviews, four focus group discussions were held with 

36 out of the 39 CHWs working for the NGO at the four health facilities in the study 

area. The focus groups discussed topics that emerged during the interviews, such as 

engaging in the treatment adherence sessions and the advantages and 

disadvantages for the patients, and the CHW’s experiences of the social environment 

of the patient.  
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 Respondents 3.4

The majority of the patients interviewed were female (23 out of 32 respondents). 

When assessing the highest level of education achieved, the majority of the patients 

had enjoyed some or completed secondary education. On average, the respondents 

were 35.6 years old, ranging from 21 to 59. All patients were black and spoke English 

and/or a local language.  

 

On average, households had four members. Twelve respondents were not in a 

relationship, while 11 PLWHA in this sample were living with their partner, and nine 

were in a relationship but not living with their partner. Except for two patients, none 

of the respondents had a paid job. Five PLWHA were receiving a disability grant, 

while nine were waiting on the response to their application for this grant. 

 

Ten patients had previously defaulted their ART, of which one was still not following 

treatment at the time of the interview. Treatment duration ranged from less than a 

month to more than six years on ART. Most patients were receiving the fixed dose 

combination. Seventeen patients reported they had side effects from the treatment, 

and 13 respondents were on both ART and TB treatment. All patients received visits 

from a CHW to help with adherence. 

 Data analysis 3.5

The audio recordings allowed us to produce a detailed transcript of each interview—

assuring an accurate understanding of what was said—which was the basis for data 

analysis. The recordings of the interviews and focus group discussions were 

transcribed verbatim and when necessary translated into English. A sample of 

translations was back-translated to the local language for a quality check. 

Transcripts, moderators and observation notes were imported into NVivo, version 

10, for analysis. Data collection and data analysis were alternated to inform the 

subsequent interviews and focus group discussions and to assess when data 

saturation was reached. 
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 Respondents 3.4

The majority of the patients interviewed were female (23 out of 32 respondents). 

When assessing the highest level of education achieved, the majority of the patients 

had enjoyed some or completed secondary education. On average, the respondents 

were 35.6 years old, ranging from 21 to 59. All patients were black and spoke English 

and/or a local language.  

 

On average, households had four members. Twelve respondents were not in a 

relationship, while 11 PLWHA in this sample were living with their partner, and nine 

were in a relationship but not living with their partner. Except for two patients, none 

of the respondents had a paid job. Five PLWHA were receiving a disability grant, 

while nine were waiting on the response to their application for this grant. 

 

Ten patients had previously defaulted their ART, of which one was still not following 

treatment at the time of the interview. Treatment duration ranged from less than a 

month to more than six years on ART. Most patients were receiving the fixed dose 

combination. Seventeen patients reported they had side effects from the treatment, 

and 13 respondents were on both ART and TB treatment. All patients received visits 

from a CHW to help with adherence. 

 Data analysis 3.5

The audio recordings allowed us to produce a detailed transcript of each interview—

assuring an accurate understanding of what was said—which was the basis for data 

analysis. The recordings of the interviews and focus group discussions were 

transcribed verbatim and when necessary translated into English. A sample of 

translations was back-translated to the local language for a quality check. 

Transcripts, moderators and observation notes were imported into NVivo, version 

10, for analysis. Data collection and data analysis were alternated to inform the 

subsequent interviews and focus group discussions and to assess when data 

saturation was reached. 

 

139



136 
 

The aim was to propose a middle-range theory which was context specific and applicable 

to the population studied. Based on the literature and qualitative data analysis, we will 

outline the conceptualization of a health-enabling household for patients living with 

HIV/AIDS below. More specifically, we will focus on those households in which at least 

one member is living with HIV/AIDS. Non-co-residing partners, who stayed 

irregularly in the house of the patient, were also taken into account. 

 

The data was analyzed carefully by reading and rereading the transcripts of the 

interviews and focus group discussions in accordance with the Grounded Theory 

procedures described by Strauss and Corbin (2008). First, the data was open coded. In 

this phase of data analysis, primary information categories which remain close to the 

original data were constructed. Codes of a sample of transcripts were compared 

with another researcher’s codes and similarities and differences discussed. These 

open codes were then categorized in the axial coding phase to identify patterns and 

regularities emerging from the data. The categories which emerged from the axial 

coding were integrated in the subsequent phase of selective coding. Concepts were 

systematically refined as the data were collected and analyzed. In this process, 

specific attention was paid to remaining close to the gathered data. The findings 

were consolidated to account for meaning in the patterns, in the light of existing 

scientific literature on AIDS competent communities. In this regard, sensitizing 

concepts were used, which indicated the paths to follow without allowing these 

concepts to dominate or steer the analysis (Eriksson and Emmelin 2013). Coding and 

analysis were performed concurrently with the development of the figure illustrating 

the results. The final analytical figure can be found in the results section. 

 Results 4

An HIV infection not only affects the patient but also other members of the 

household. By its very nature, HIV is associated with a number of characteristics 

which affect intimate relationships. Infection represents a risk to the entire 

household and accordingly there is a need to prevent the spread to a partner or 

children. However, respondents did not see their household as being solely 
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dominated by the illness. They indicated the importance of the household’s 

involvement in their life with HIV/AIDS. Below, we will outline the road to HIV/AIDS 

competence in the household, which is illustrated in Figure 1. 

“I feel like I can defeat it now, I am more positive. […] Because of 

the support that I have been getting here in the household.” 

(Male PLWHA, 24) 

 Context  4.1

The readiness for HIV/AIDS competence is dependent on a myriad of interwoven 

factors. The results reveal both HIV and non-HIV-related dynamics in the 

households, which provide a breeding ground for HIV/AIDS competence. First, pre-

existing household dynamics, such as emotional connectedness, honesty, supportive 

relationships, good internal functioning, a climate of trust and open communication, 

can all be helpful in the management of HIV/AIDS. Second, in addition to these non-

specific HIV characteristics, pre-existing knowledge of HIV/AIDS was also an 

important factor contributing to the development of HIV/AIDS competence. 

Moreover, HIV-related precedents, such as other people living with HIV/AIDS in the 

household of the respondent, contribute to the maturation of HIV/AIDS competence 

in the household. As a result of the loss of a household member or another HIV-

positive household member previously disclosing their HIV-positive status, an 

awareness of HIV/AIDS in the household may already  exist. In a household which 

has already been through the process of building up HIV/AIDS competence, the way 

is already paved for the new HIV-positive household member. Nevertheless, the 

disclosure by a newly identified HIV-positive person to fellow household members is 

still the first, difficult step required, as we will see below:  

“In some instances, you will find that in other families there are 

more than three or four people taking the same pills and then it’s 

easy, they always support each other. And that there is not 

stigma because everyone in the house is just open about it.” 

(Community Health Worker, Health Facility 3)  
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 Process  4.2

The development of an HIV/AIDS competent household is an ongoing interactive 

process, in which the various steps set out below may be taken and retaken. How 

these intrinsic feedback loops develop is specific to each particular household in the 

sample. HIV/AIDS competence is built in the interaction between the PLWHA and his 

or her household. The road to AIDS competency begins with the recognition of the 

reality of HIV and AIDS by the household, as illustrated in Figure 1. Without such 

recognition, one cannot create an environment that is able to respond to HIV/AIDS 

and results in a positive lifestyle for the household members.  

 

Figure 1. On the road to HIV/AIDS competence in the household. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

A household that is positively involved at the start of the care 

continuum (b), for example by encouraging a household member 

to be tested (a), provides a good environment in which to build 

up HIV/AIDS competence. A household’s supportive response (d) 

139 
 

to disclosure (c) allows a patient to live openly as HIV positive on 

ART in the household concerned. This may mark the start of the 

road to HIV/AIDS competence in the household (e), meaning the 

household constitutes a health-enabling environment (f) which 

provides sustainable support to the patient throughout the care 

continuum (b) and positive living becomes the norm for the 

PLWHA and his or her household (g). A feedback loop might also 

be created in which other household members are encouraged to 

be tested (a) and to disclose their status (c), which is an 

important step towards a sustainable response to HIV/AIDS-

related challenges. How these feedback loops develop is specific 

to each particular household and depends on the household 

context and other factors. 

4.2.1 Recognizing the Reality of HIV/AIDS in the Household 

A key step on the road to HIV/AIDS competence is transforming the individual’s HIV 

status into a shared reality in the household. A household must first acknowledge 

the existence of the disease in its midst. In this process, others become involved and 

thus stigmatization becomes a threat. If there is a need for stigma management, a 

patient may attempt to regulate his or her roles in the social environment by 

adopting a hybrid identity. In other words, the PLWHA will attempt to hide their HIV 

status when fearing stigmatization, but embrace the identity of an HIV patient on 

ART when feeling safe at home. Thus, the patient uses disclosure as a means of 

controlling his or her hybrid identity. Adopting such a hybrid identity manifests itself 

in different ways among the respondents. Some patients only disclose to certain 

people in the household and attempt to hide their condition from the other 

household members. Other PLWHA keep their positive status a private household 

concern embracing the identity of an HIV patient only in the safe environment of the 

house. In the words of one respondent: 

“I am living with AIDS in my house, not in their house.” (Male 

PLWHA, 24) 
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However, markers of HIV/AIDS, such as visible signs of illness, the presence of ART 

tablets, a clinic card, or visits by a CHW, render this control over their hybrid identity 

more difficult, as the patients in this study demonstrated. Clearly, HIV/AIDS-related 

markers can stimulate or force disclosure, as they trigger questions, or because the 

respondent anticipates the concerns articulated by household members: 

“I decided to tell her [partner] because she asked me lots of 

questions about my pills because I separate other pills from ARVs. 

I told her she must stop interfering to my things. But the other day 

we were both happy and I’ve decided to tell her the truth that I’m 

on treatment and I am using ARVs.” (Male PLWHA, 52) 

The process of disclosure is distinct for each patient. While in this sample an open 

personality and the values of the patient were a facilitator of disclosure, the decision 

to disclose also involved careful consideration of its potential negative consequences 

weighed against its potential advantages. On the one hand, disclosure brings a 

multitude of possible stressors, from fear of stigma, gossip and discrimination to 

disruption of relationships. Disclosing one’s positive status can provoke questions of 

sexuality or blame and the associated fear of rejection. Fear of rejection is especially 

the case when women are economically dependent on their partner. Thus, these 

perceived disadvantages are taken into account when deciding on disclosure. 

PLWHA in this sample who were aware of their source of infection and were infected 

as a result of unprotected nursing an HIV-positive patient were more open about 

their status than those who contracted HIV through sexual intercourse. On the other 

hand, the perceived advantages that led respondents to disclose their status 

concerned encouraging their significant others to get tested, as well as a way to 

open up the possibility of accessing support, ranging from emotional support and 

care to financial and material support provided by household members: 

“I talk to my cousin because we are very close and I trust him a 

lot. Whatever I share with him, he does not spread any rumors 

about me or discuss it with his friends. […] My cousins are two but 

I share my problems with the younger one Sipho and the other 
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one is an alcoholic, so I don’t like to talk to the older one.” 

(Female PLWHA, 27) 

This evaluation of the consequences they expected to face when disclosing their 

HIV-positive status was based on the pre-existing household context in which the 

respondent lived. PLWHA in the study tend to first disclose to the person to whom 

they talk to in general when feeling sad or distressed and with whom they have a 

positive pre-existing relationship. Furthermore, HIV-related knowledge in the 

household and HIV-related positive precedents—for example, if the household had 

responded positively to disclosure by another household member, or if another 

person in the house was on ART—created a stimulating climate that encouraged the 

sharing of one’s status. Positive pre-existing household dynamics also facilitated 

disclosure. Not only because the patients in the sample felt more comfortable, but 

also because other household members had noticed relatively quickly that the 

PLWHA was behaving differently, as this respondent testifies:  

“I trust him [cousin] so much, even that day I was from the clinic 

he noticed that I was not well. He always comes home earlier than 

the other one [cousin] and he asked what was bothering me. I lied 

and say no I have a headache and he says whatever it is, I must 

tell him because I am his family, he deserves to know. And I told 

him.” (Female PLWHA, 27)  

While disclosure is a prerequisite, it is not sufficient in itself to start building 

HIV/AIDS competence. The initial response to disclosure can evolve over time, from 

disbelief or a negative reaction to a more supportive response. A supportive 

response by household members is required if HIV/AIDS competence is to be built in 

the household. The supportive responses to disclosure in this sample range from a 

neutral acknowledgment of the reality of HIV/AIDS to a sad or shocked response 

which included, at the same time, the promise of support. As a consequence of the 

creation of a hybrid identity, self-selection protected most of the patients in the 

sample from experiencing stigmatizing responses to disclosure: 
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“There is no one [judging], because there is no one from outside 

who knows my status. It’s only my family that knows.” (Female 

PLWHA, 22) 

4.2.2 Change Agents 

When there is a need for stigma management, it is important for the respondent to 

preserve their desired hybrid identity. Aiming to regulate the involvement of the 

household in disease management, the PLWHA often acts as a gatekeeper. In this 

regard, in the majority of the households in the sample the PLWHA was the change 

agent who created awareness and openness about the disease and the need for 

behavior change to prevent further transmission to others in the household. 

 

However, in some households in the study another household member was the 

motor that started the move towards HIV/AIDS competence. A household that is 

positively involved from the start of the care continuum provides a good climate to 

build HIV/AIDS competence. A patient who is triggered directly or indirectly by 

household members to have a test will disclose his or her status more readily to 

these household members. A household member that is already known to be living 

with HIV/AIDS can be an indirect trigger for a test. Based on the knowledge about 

HIV/AIDS of a household member, the encouragement to have a test may also be 

much more direct, as this patient testifies: 

“My mother has noticed that I lost weight and I had a skin rash; 

she forced me to go to the clinic and I didn’t want to go. One day 

she took me to the clinic and she was watching me like a hawk 

because she thought I was going to run away. The nurse attended 

me and she asked me if I was sick and I said I was suffering from a 

stomach ache. The nurse asked me if I was willing to do the HIV 

test and I agreed on that.” (Female PLWHA, 21) 
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4.2.3 Building a Household Environment to Respond to HIV/AIDS  

Awareness and acknowledgment of HIV/AIDS in the household through a supportive 

response to disclosure are prerequisites for building an HIV/AIDS competent 

household. HIV/AIDS competence arises from these changes to behavior that are 

sensitive to household dynamics and are based on the following five features of an 

HIV/AIDS competent household - in line with the characteristics outlined at the 

community level by Campbell et al. (Campbell, Nair et al. 2007; Campbell 2009; 

Campbell, Skovdal et al. 2012): bridging social capital; exchange and sharing of 

knowledge and prevention skills; ownership and responsibility; social space for 

dialogue and critical thinking; and solidarity and common purpose. 

4.2.3.1 Bridging Social Capital 

Bridging social capital is needed to access resources from outside—such as other 

households, local NGOs working on HIV prevention and AIDS care, and health care 

organizations—that can support the household in its effort to support the patient. 

Bridging social capital is required to have the HIV test itself. The majority of the 

patients in this study sought care after they had developed the symptoms associated 

with a low CD4 cell count, started feeling sick, or had another health complaint, such 

as tuberculosis (TB) or a Sexually Transmitted Infection (STI). Pregnancy or family 

planning led women in the sample to a health facility, where the test was initiated 

by the health care provider. Such provider-initiated testing led more women to be 

tested earlier than their male partner in this study. The respondents also received 

more accurate information on the infection and the response to it from bridging 

partners such as nurses, doctors, community health workers, fellow patients in the 

waiting room, and TV and radio programs.  

 

Bridging social capital is also required to access treatment and condoms, for 

example. Respondents in this study received free ART, as provided in the public 

health care program. Recently, the pill burden was reduced for new patients who 

receive the fixed-dose combination. All respondents also received treatment 

adherence support visits from CHW at their home. In the counseling sessions 
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patients in this study sought care after they had developed the symptoms associated 

with a low CD4 cell count, started feeling sick, or had another health complaint, such 

as tuberculosis (TB) or a Sexually Transmitted Infection (STI). Pregnancy or family 

planning led women in the sample to a health facility, where the test was initiated 

by the health care provider. Such provider-initiated testing led more women to be 

tested earlier than their male partner in this study. The respondents also received 

more accurate information on the infection and the response to it from bridging 

partners such as nurses, doctors, community health workers, fellow patients in the 

waiting room, and TV and radio programs.  

 

Bridging social capital is also required to access treatment and condoms, for 

example. Respondents in this study received free ART, as provided in the public 

health care program. Recently, the pill burden was reduced for new patients who 

receive the fixed-dose combination. All respondents also received treatment 

adherence support visits from CHW at their home. In the counseling sessions 
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preceding the start of ART, the patients learn more about HIV/AIDS and ART, and 

attitudes and practices such as prevention. Inviting a treatment buddy, chosen by 

the patient, to the counseling sessions may encourage the household to engage in 

the disease management. A treatment buddy is usually someone with close personal 

ties to the patient, who is aware of the patient’s status and will provide support once 

ART begins. This is the only moment that the involvement of the social environment 

of the patient is formerly built into the care continuum. Some patients’ household 

members took part in the clinic visits from the start, while for others this actually led 

them to disclose their status: 

“I only told her [sister] because the clinic asked me to come with 

her, because she had to sign for me.” (Male PLWHA, 52) 

4.2.3.2 Exchange and Sharing of Knowledge and Prevention Skills 

Awareness of HIV/AIDS goes hand in hand with knowledge of the disease being 

shared by household members. In this regard, in a climate of open communication 

the respondents will disseminate the knowledge they have gained about HIV/AIDS 

and prevention skills from bridging social capital to other household members. 

Moreover, some of the PLWHA in this study also received advice from fellow 

household members; in particular, from another person living openly with a positive 

status in the household:  

“I told my wife about it. The counseling was done and they told 

me about the same thing that she told me, that actually was not 

new to me.” (Male PLWHA, 46) 

The sharing of HIV/AIDS-related knowledge by household members about the 

infection, prevention, treatment and its side effects is required to build an 

environment that is responsive to HIV and AIDS. An increase in HIV/AIDS-related 

knowledge supports the gradual process of normalization of HIV/AIDS in the 

household. An understanding of the nature of the disease by the patient and fellow 

household members is important for demystifying the disease, eradicating stigma 

and engaging in successful strategies that start or sustain preventive behavior in that 

context. Given high co-infection rates, respondents who had personal experience of 
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TB also had knowledge about TB symptoms and treatment, which may be important 

to improve the case detection rates. Some patients in the study started acting as 

household health advisors. Women are more likely to act as a household health 

advisor to their partner or children than are men in this study. In addition to sharing 

information on HIV/AIDS, patients in the study encouraged other household 

members to get tested, prevent the spread of HIV by distributing and using 

condoms, wear gloves when caring for HIV-positive patients and to take ART when 

positive. Below, one female patient talks about a conversation with her children: 

“I tell them [children] to use condoms. I want them to learn from 

my mistake. I tell them that I am HIV positive because I never used 

condoms. I also advise them to go and get tested for HIV.” 

(Female PLWHA, 56) 

4.2.3.3 Ownership and Responsibility 

Instead of passively regarding it as the responsibility of their bridging partners, it is 

indispensable that the household feels responsible and confident that they have the 

strength to effectively respond to the challenges of living with HIV/AIDS. While some 

respondents see retention in care and treatment adherence as a responsibility 

shared between them and other household members, others see it as the sole 

responsibility of their household members. The male patients in the sample, in 

particular, saw it as the responsibility of their partner or mother. However, most of 

the respondents saw disease management as their own responsibility, while 

acknowledging the importance of support for their participation in the care 

continuum: 

“It is my responsibility, but people in the house also remind me 

not to forget my clinic appointments.” (Female PLWHA, 42) 

4.2.3.4 Social Space for Dialogue and Critical Thinking  

For patients in this sample, the emotional burden of the disease starts when they 

receive the results of their positive test, rather than when they first experience HIV-

related symptoms. The impact of the positive test on the respondent is dependent 
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on a number of factors, such as the expected consequences of the news for a 

patient’s sex life and social life. In this regard, key to the development of an 

HIV/AIDS competent household is not only disclosure of one’s HIV status, but also 

the need to go further in breaking the silence around HIV/AIDS and its implications. 

Indispensable to this is the creation of an atmosphere in which individuals feel 

comfortable to have an effective dialogue on the disease and its implications for the 

life of the patient and the household. This study found that a pre-existing culture of 

open communication facilitates such a climate in which the patient can talk with 

other household members in an informed way about the disease and its 

consequences at the individual and household levels. Another household member 

who lives openly and positively with HIV/AIDS also helps to create a social space in 

which the respondent feels comfortable to talk about the concerns accompanying 

his or her status: 

“She [partner] knows everything because she went for counseling. 

They told her that anything can happen. If something goes wrong 

with me, she says ‘no man, don’t worry about those things’. You 

are aware that you might get it. Otherwise, those things I already 

knew and [if] I have a problem I ask her, she tells me about these 

things, she knows about them.” (Male PLWHA, 46) 

4.2.3.5  Solidarity and Common Purpose  

Another aspect of an environment that is responsive to HIV/AIDS is a sense of 

solidarity and common purpose that allows household members to reach out to 

each other and tackle the impact on the household and the individual patient 

together. When the household builds a sense of solidarity and common purpose, 

this can provide additional support for the patient in their midst. For example, in our 

sample, household members assisted the patient with daily household tasks (e.g., by 

doing their laundry, washing them, or cooking for them), provided material support 

(e.g., financial or food), or helped in other ways (e.g., looking after children when the 

PLWHA went to the clinic). In addition, they also helped with more specific disease-

management tasks, monitoring the treatment, reminding the patient about visits to 
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the clinic, accompanying them to the clinic, fetching their medication, or helping 

them to accept their status and giving them emotional support—especially when 

others in the household were also openly positive, based on a shared experience:  

“He [cousin] motivated me and said nothing will change, I am his 

family. He will support me right through.[cries]” (Female PLWHA, 

27) 

Other household members can also stimulate adherence indirectly, as some 

respondents in the sample indicated they took ART as they did not want to die and 

consequently leave their parents or children behind. Some female patients in this 

study indicated that they adhered to their treatment because they wanted to 

protect their unborn child from becoming infected. Furthermore, the death of others 

in the social environment as a result of failing to adhere to their ART was for some 

patients a motivation to follow their treatment correctly.  

4.2.4 Positive Living 

As illustrated in Figure 1, recognition of the reality of HIV/AIDS and the creation of a 

trusting and safe environment to respond to this disease are important to build an 

HIV/AIDS competent context. Such an environment enables more effective HIV/AIDS 

management by mobilizing adequate care and support and by reducing other 

household members’ vulnerability to infection. In such an atmosphere, it is easier for 

respondents to deal with HIV/AIDS-related markers, such as the treatment 

adherence support visits of a CHW. The patients in the sample also felt more free to 

follow their ART at home, instead of deploying strategies to keep ART a secret:  

“She [partner] understood and was not angry at all. All what she 

did was to encourage me to go and take treatment at the clinic. 

She gave me her support telling me that the HIV virus doesn’t kill 

people if they take treatment. But it happens to be the people 

who kill themselves by not taking treatment.” (Male PLWHA, 45) 

In an HIV/AIDS competent household, the members are more likely to feel confident 

to seek information about prevention or testing. Furthermore, an atmosphere of 
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did was to encourage me to go and take treatment at the clinic. 
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In an HIV/AIDS competent household, the members are more likely to feel confident 

to seek information about prevention or testing. Furthermore, an atmosphere of 

151



148 
 

dialogue and critical thinking is vital to give individuals the voice to challenge aspects 

that place their health at risk, such as the need for condom use. The 

acknowledgment of the presence of HIV/AIDS in the household triggers preventive 

behavior by the respondents to their partner and children. Such behavior includes: 

choosing to use condoms systematically, not sharing needles and razor blades, 

reducing the number of concurrent sexual partners, informing health care workers 

when they have a wish to become pregnant, and by prevention of mother-to-child 

transmission (PMTCT). In this regard, the positive consequences of living in an 

HIV/AIDS competent household reach further than its impact on the PLWHA, as the 

health-enhancing practices of the PLWHA might also reduce the likelihood of a new 

HIV infection within the household: 

“Before I got tested, I used to have sex without a condom. But 

now I use it regularly. After I discovered that I am HIV positive, I 

told myself that I should stick to one partner and I am not 

interested to be engaged into having sex.” (Male PLWHA, 22)  

Such an HIV/AIDS competent climate is not only important for health-enhancing, 

HIV-related behavior such as HIV-preventive behavior and accessing care services, 

but also to enhance the quality of life of the PLWHA and their household members. 

Various patients indicated that they and their household members lived a much 

healthier life after their positive diagnosis than before their treatment, for example, 

by limiting or stopping their use of alcohol. 

4.2.5 Dynamic  

Living in a household that is HIV/AIDS competent can stimulate other household 

members to be voluntarily counseled and tested. For example, some respondents 

disclosed their status within a climate of open communication with the aim of 

convincing their fellow household members to be tested. This feedback loop is an 

important step towards a sustainable response to HIV/AIDS-related challenges. 

Regular retesting is required so that each household member knows his or her HIV 

status. A newly identified positive patient in the household needs to disclose his or 

her status as well, which will be facilitated when living in an HIV/AIDS competent 

149 
 

household, as individuals who feel supported by positive HIV-related precedents will 

focus more on the positive outcomes of disclosure and will be less likely to worry 

about the possible negative consequences.  

 

Indispensable to long-term success is that households are HIV/AIDS competent in a 

sustainable manner. To sustain their competence, households should also adapt to 

developments in the field of HIV/AIDS, such as the roll-out of the fixed-dose 

combination. Adaptations may need to be made in their own social context as well, 

such as when there is a new HIV infection in the household or when the PLWHA 

moves. In our sample, the PLWHA often came from the Eastern Cape, moving to the 

townships on the outskirts of Cape Town for economic reasons. Other respondents 

moved because they were offered care by that household when they became ill. In 

such a situation, a positive step towards HIV/AIDS competence in the household is 

taken: 

“I moved here to stay here after when I was sick, because I have 

noticed that my son is the one who would do better to look after 

me.” (Female PLWHA, 56) 

When respondents start their life in a new environment, the process leading to 

HIV/AIDS competence in the new household has to start again. In this regard, the 

road to HIV/AIDS competence is influenced by the pre-existing knowledge of the 

patient and the positive or negative HIV-related precedents that the patient has 

already experienced. As one respondent testified:  

“No they don’t know here, but in the Eastern Cape I was open 

about it because even in my neighborhood in Eastern Cape they 

come to me and ask me how I do it and I told them. [So] they go 

to clinic, they tested.” (Female PLWHA, 31)  

 Barriers  4.3

The development of HIV/AIDS competence in the household may be interrupted at 

any moment due to both HIV and non-HIV-related factors—both at the personal and 

the household level. 
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4.3.1 Personal Barriers for PLWHA 

There are several personal barriers to be faced by PLWHA on the road to HIV/AIDS 

competence in the household. Due to disbelief or because respondents moved from 

the Eastern Cape to Cape Town, several respondents had various HIV tests in 

different health facilities or during outreach testing in the community. Others, who 

reacted with disbelief or denial to their positive test results, put the care continuum 

on hold for several years. They ignored their positive status until they developed 

new symptoms, became pregnant or became so ill that it impacted on their daily 

functioning, leading them to return to the health facility for retesting. Except for one 

respondent, none of the patients disclosed their status when not believing the 

results—so the move towards HIV/AIDS competence in the household did not begin. 

While an open personality of the patient may have a facilitating effect, a closed 

personality can also make people more inclined to keep their status hidden. 

Furthermore, internal stigma deterred a respondent from disclosure. Acceptance of 

one’s positive status is a process that needs time. The more the patients in the study 

accepted their positive status, the more likely they were to tell others. Moreover, 

the absence of markers of HIV/AIDS fosters secrecy on the part of PLWHA. As some 

PLWHA only had themselves tested when they were already very ill, they had to 

start ART immediately after their positive test. This leaves patients little time to 

process the news and to disclose their status, even though they have ART 

medication in the house:  

“The thing that makes it difficult with disclosure is that one goes 

to the clinic and gets counseling and understanding, but [he] 

doesn’t accept his own status. So if he can start by accepting, it 

will be easy to disclose to the family first, before outside.” 

(Community Health Worker, Health Facility 4)  

While it is important that household members develop a sense of ownership and 

responsibility to deal with the challenges of HIV/AIDS, it is indispensable that the 

patient also feels responsible for the self-management of his or her disease. Patients 

in the sample had ceased treatment in the past for periods of several months to 

151 
 

more than a year, for various reasons, such as the presence of side effects, going on 

holiday to the Eastern Cape without sufficient medication or a transfer letter, 

moving to Cape Town, treatment fatigue, or drug or alcohol abuse. Most of them 

restarted ART when they became ill or pregnant. This can discourage household 

members from continuing their support:  

“Some families are more supportive, especially when the patient 

is not drinking. Because when the patient is drinking, when she 

will be sober she will obey them. But on weekends, she will say 

‘this is my life, you are not affected by this.’” (Community Health 

Worker, Health Facility 2) 

4.3.2 Barriers at the Household Level 

Several barriers along the road to HIV/AIDS competence can be identified within the 

household. First, when fearing stigmatization, the PLWHA will try to present him- or 

herself as HIV negative by adopting a hybrid identity. The household context plays an 

important role in this. Second, if a patient decides not to disclose to some or all 

household members, a burden of secrecy is created, which inhibits the development 

of HIV/AIDS competence. Third, if a patient decides to disclose, disbelief or a 

negative reaction can hamper the development of HIV/AIDS competence. Fourth, 

poverty can also challenge the development of HIV/AIDS competence in the 

household: 

“The stigma starts in the home. The people who are supposed to 

support this person are the ones who discriminate against 

her/him, you know. So it’s a big problem.” (Community Health 

Worker, Health Facility 4)  

4.3.2.1 Influence of a Negative Household Context on Disclosure 

While for some patients the request for them to bring a treatment buddy to the 

counseling session forced them to disclose, others did not bring someone. Various 

reasons are given, such as lack of social support or unwillingness to disclose at that 

time. A household context characterized by negative HIV-related precedents, such as 
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members from continuing their support:  

“Some families are more supportive, especially when the patient 

is not drinking. Because when the patient is drinking, when she 

will be sober she will obey them. But on weekends, she will say 

‘this is my life, you are not affected by this.’” (Community Health 

Worker, Health Facility 2) 

4.3.2 Barriers at the Household Level 

Several barriers along the road to HIV/AIDS competence can be identified within the 

household. First, when fearing stigmatization, the PLWHA will try to present him- or 

herself as HIV negative by adopting a hybrid identity. The household context plays an 

important role in this. Second, if a patient decides not to disclose to some or all 

household members, a burden of secrecy is created, which inhibits the development 

of HIV/AIDS competence. Third, if a patient decides to disclose, disbelief or a 

negative reaction can hamper the development of HIV/AIDS competence. Fourth, 

poverty can also challenge the development of HIV/AIDS competence in the 

household: 

“The stigma starts in the home. The people who are supposed to 

support this person are the ones who discriminate against 

her/him, you know. So it’s a big problem.” (Community Health 
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4.3.2.1 Influence of a Negative Household Context on Disclosure 

While for some patients the request for them to bring a treatment buddy to the 

counseling session forced them to disclose, others did not bring someone. Various 

reasons are given, such as lack of social support or unwillingness to disclose at that 

time. A household context characterized by negative HIV-related precedents, such as 
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discrimination against another HIV-positive household member, inhibits disclosure 

and thus the development of HIV/AIDS competence. In a context characterized by 

lack of HIV-related knowledge, household members were less likely to take the first 

step on the road to HIV/AIDS competence themselves, as they were also not able to 

understand the visible markers of HIV/AIDS correctly, such as symptoms, treatment 

or the latter’s side effects. Lack of knowledge can also fuel stigma, as one 

community health worker describes:  

“Some they have reasons [not to disclose]. They will say with their 

family quarrelling, they will tell other people that you are HIV 

positive. And some, if they are staying with people who don’t 

know HIV, they will put aside plates, spoons, all these utensils we 

you use they put aside so that they don’t want to share.” 

(Community Health Worker, Health Facility 2) 

In addition, negative non HIV-specific household dynamics, such as households 

characterized by physical abuse or a lack of emotional connectedness or trust, 

discourage patients from sharing their status. When there is no open communication 

within the household—especially in combination with alcohol abuse—the 

respondent’s control over their hybrid identity is threatened, which inhibits 

disclosure. Moreover, within such a discouraging context, the patient is not always 

able to keep control of his or her hybrid identity, since other household members 

may find out about the positive status through gossip, for example:  

“We did ask why she doesn’t want the children to know. She just 

said ‘no they are aggressive and they are drinking too much’. She 

can’t tell them because they are going to swear at her. And she is 

scared they maybe going to abuse her.” (Community Health 

Worker, Health Facility 4) 

However, a good household climate does not guarantee disclosure. By not disclosing, 

some respondents felt that they could protect household members from emotional 

distress or external stigma, especially their grandparents.  
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4.3.2.2 Consequences of Non-Disclosure in the Household 

Some patients who are in control of their hybrid identity do not disclose their status 

to their household but only to a person outside it, such as a friend, a neighbor or 

family elsewhere. When a patient does not disclose to some or all of the household 

members, a burden of secrecy is created. Non-disclosure may allow people to deny 

the reality of HIV-related illness and the need for behavior change. As a consequence 

of being unaware of the presence of the disease, the possibility of tapping into 

support from the household members is inhibited. The respondent’s own 

acceptance of their positive status is also challenged by the burden of secrecy, as 

this patient testifies: 

“My family was so excited about my baby but I was stressing too 

much because I never disclosed my status to anyone at home. I 

was always crying and wanted to be alone at all times. You won’t 

believe it when I say that I woke up the other day; I went to the 

shop to buy poison that is meant to kill rats. I mixed the poison 

with water then I drank it. I collapsed and was admitted to Jooste 

Hospital. I was so stressed to find out that I am HIV positive.” 

(Female PLWHA, 36) 

Furthermore, non-disclosure to some or all household members forces the patient 

to conceal the visible markers of the disease, as these undermine hybrid identity 

management. This becomes particularly challenging when both partners are positive 

and unwilling to disclose to each other. We found that when some patients started 

ART, they developed strategies to conceal this HIV/AIDS marker. Some hid the 

medication in a bag of vitamins, others in a private room such as the bedroom, while 

others used TB as a disguise for their positive status. Respondents who did the latter, 

mentioned that by the time they had finished their TB treatment, their ART had also 

been effective in making them look healthy again, so they could keep living with HIV 

in secret. Lack of HIV-related knowledge in the household may assist a patient in 

this. However, for some patients, the only way they could preserve their hybrid 

identity was to stop treatment. Non-disclosure not only impacts on treatment but 

156



152 
 

discrimination against another HIV-positive household member, inhibits disclosure 

and thus the development of HIV/AIDS competence. In a context characterized by 

lack of HIV-related knowledge, household members were less likely to take the first 

step on the road to HIV/AIDS competence themselves, as they were also not able to 

understand the visible markers of HIV/AIDS correctly, such as symptoms, treatment 

or the latter’s side effects. Lack of knowledge can also fuel stigma, as one 

community health worker describes:  

“Some they have reasons [not to disclose]. They will say with their 

family quarrelling, they will tell other people that you are HIV 

positive. And some, if they are staying with people who don’t 

know HIV, they will put aside plates, spoons, all these utensils we 

you use they put aside so that they don’t want to share.” 

(Community Health Worker, Health Facility 2) 

In addition, negative non HIV-specific household dynamics, such as households 

characterized by physical abuse or a lack of emotional connectedness or trust, 

discourage patients from sharing their status. When there is no open communication 

within the household—especially in combination with alcohol abuse—the 

respondent’s control over their hybrid identity is threatened, which inhibits 

disclosure. Moreover, within such a discouraging context, the patient is not always 

able to keep control of his or her hybrid identity, since other household members 

may find out about the positive status through gossip, for example:  

“We did ask why she doesn’t want the children to know. She just 

said ‘no they are aggressive and they are drinking too much’. She 

can’t tell them because they are going to swear at her. And she is 

scared they maybe going to abuse her.” (Community Health 

Worker, Health Facility 4) 

However, a good household climate does not guarantee disclosure. By not disclosing, 

some respondents felt that they could protect household members from emotional 

distress or external stigma, especially their grandparents.  

153 
 

4.3.2.2 Consequences of Non-Disclosure in the Household 

Some patients who are in control of their hybrid identity do not disclose their status 

to their household but only to a person outside it, such as a friend, a neighbor or 

family elsewhere. When a patient does not disclose to some or all of the household 

members, a burden of secrecy is created. Non-disclosure may allow people to deny 

the reality of HIV-related illness and the need for behavior change. As a consequence 

of being unaware of the presence of the disease, the possibility of tapping into 

support from the household members is inhibited. The respondent’s own 

acceptance of their positive status is also challenged by the burden of secrecy, as 

this patient testifies: 

“My family was so excited about my baby but I was stressing too 

much because I never disclosed my status to anyone at home. I 

was always crying and wanted to be alone at all times. You won’t 

believe it when I say that I woke up the other day; I went to the 

shop to buy poison that is meant to kill rats. I mixed the poison 

with water then I drank it. I collapsed and was admitted to Jooste 

Hospital. I was so stressed to find out that I am HIV positive.” 

(Female PLWHA, 36) 

Furthermore, non-disclosure to some or all household members forces the patient 

to conceal the visible markers of the disease, as these undermine hybrid identity 

management. This becomes particularly challenging when both partners are positive 

and unwilling to disclose to each other. We found that when some patients started 

ART, they developed strategies to conceal this HIV/AIDS marker. Some hid the 

medication in a bag of vitamins, others in a private room such as the bedroom, while 

others used TB as a disguise for their positive status. Respondents who did the latter, 

mentioned that by the time they had finished their TB treatment, their ART had also 

been effective in making them look healthy again, so they could keep living with HIV 

in secret. Lack of HIV-related knowledge in the household may assist a patient in 

this. However, for some patients, the only way they could preserve their hybrid 

identity was to stop treatment. Non-disclosure not only impacts on treatment but 

157



154 
 

also on the prevention of transmission to others in the household. PLWHA must 

develop strategies to prevent transmission to others if they are concealing HIV/AIDS: 

“I asked my boyfriend to use protection and he agreed because I 

lied to him and said that I have a problem in my womb. I take my 

medication in front of him but he doesn’t know what that 

medication is for. He only knows that I collect medication for high 

blood pressure and I have a problem in my womb.” (Female 

PLWHA, 27)  

4.3.2.3 Disbelief or a Negative Response to Disclosure 

In this study it was not only PLWHA who reacted with disbelief to their positive test, 

as some household members also reacted in a similar manner when the patient 

disclosed his or her status to them. Disbelief, fueled by a lack of knowledge or 

understanding about the illness and misconceptions about HIV transmission routes 

in the household, can foster HIV/AIDS stigma and inhibit preventive measures, such 

as the use of condoms. When household members in denial were confronted with 

markers of the disease, such as symptoms associated with a low CD4 cell count or 

the ART medication, they started to believe the reality of HIV/AIDS in their 

household: 

“He [partner] did not believe it because I never lost weight. (…) He 

only believed it last year when he saw that I continued with my 

treatment.” (Female PLWHA, 38) 

As disclosure is based on the careful weighing of advantages and disadvantages, 

adopting a hybrid identity protected most patients in this sample from negative 

responses to disclosure. However, some household members did respond 

negatively, such as blaming the PLWHA for bringing HIV/AIDS into the house, and 

making negative judgments and spreading of rumors about the patient outside the 

household. The first household member to be identified as HIV positive is more 

often labeled as the person who is responsible for bringing the disease into the 

house. As women are more frequently identified as HIV positive before male 

household members, it was the female respondents who more often experienced 
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such accusations and blame on disclosure. However, while some patients in this 

sample wondered about the source of infection, others blamed their partner. A 

negative response can negatively impact on the patient’s ability to self-manage their 

disease and adhere to treatment:  

“I was under a lot of stress because there were people who were 

judging me, so I stopped [ART] […] They were judging me by 

insulting me about my HIV status. And that I am going to infect 

my husband, because my sisters-in-law were saying that.” 

(Female PLWHA, 27) 

4.3.2.4 Poverty 

In our sample, poverty often ruled over health. If a patient had a job, this job took 

priority over ART. For example, the patient might miss a clinic appointment to collect 

medication if they were working. When living in an HIV/AIDS competent household, 

PLWHA are more likely to receive support in combining work and ART as other 

household members could pick up the medication. However, even in an HIV/AIDS 

competent household, positive living can be challenged by resource constraints: in 

some instances, patients did not want to take their ART on an empty stomach but 

had no food in the house. While some patients lost their job as a result of being ill, 

for others the positive test meant a new income in the household through a 

disability grant. Patients and CHWs in this study testified that some PLWHA stop 

their treatment to let their CD4 cell count drop so that they can access a disability 

grant: 

“They wait for their medication, but others they don’t because 

they say that they want to go and drink alcohol so that their CD4 

count drops so that they can be able to apply for the grant.” 

(Female PLWHA, 22 years)  

 Not a Panacea 4.4

Despite the various barriers, the results show that the household can be an 

important health-enabling environment. However, one patient in the study did not 
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have other household members. He received most support from his sister, who was 

living in a township nearby. Moreover, a less HIV/AIDS competent household does 

not necessarily result in bad self-management by the PLWHA, nor is an HIV/AIDS 

competent household a guarantee of success. For example, one respondent who 

was forgetful was reminded so often by household members that she took more pills 

than prescribed; other patients felt that the support they received was too 

patronizing; while other patients perceived support as stigmatizing, as it was a 

marker and a reminder of their disease: 

“Sometimes when you are HIV, you lose hope, you don’t have 

much respect for yourself, even for others that are around you. 

Because the people you hurt most are those who are close to you, 

that care for you. You don’t want people to treat you as if like, you 

know, you are sick.” (Male PLWHA, 30) 

 Discussion  5

Although important steps have been taken in the response to the pandemic, 

persistent and emergent challenges remain in the still unfolding history of HIV/AIDS. 

Despite the remarkable progress in the fight against the disease, a decrease in the 

number of new HIV infections and AIDS-related deaths, as well as an increase in 

access to antiretroviral therapy (AIDS2031 Consortium 2010; UNAIDS 2013), 2.1 

million people became newly infected with HIV in 2013 and 1.5 million people died 

from AIDS-related causes worldwide in the same year (UNAIDS 2014). To respond to 

these challenges, sufficient attention should be paid to chronic disease care in order 

to support patients throughout the care continuum (Wouters, Meulemans et al. 

2009; Wouters, Van Damme et al. 2009; Russell and Seeley 2010). To provide chronic 

disease care within the context of human resource shortages, there is a need to 

draw on the patient’s social environment to build a health-enabling context that 

fosters health in the long term (Grey, Knafl et al. 2006). This need to increase 

HIV/AIDS knowledge, reduce stigma, encourage HIV testing, improve health care 

seeking behavior, and stimulate safe sexual practices in the social environment is 

described in the literature as the need for AIDS competence. On the basis of a socio-
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ecological perspective, we have argued that we should not only focus on the 

dominant community-level approach but also on the household level when building 

comprehensive social contexts that enable and support the choice of health-

enhancing practices. The aim of this article was to conceptualize such an HIV/AIDS 

competent household. 

 

The article shows that the household has the potential to form a health-enabling 

environment in which the patient can be supported across the care continuum in a 

sustainable manner. However, the road to HIV/AIDS competence is fragile and prone 

to barriers at different levels. In addition to positive HIV-related precedents and HIV-

related knowledge, positive pre-existing household dynamics helpfully influence the 

development of HIV/AIDS competence in the household. In such a context in which 

they have less fear of stigmatization, PLWHA are more likely to embrace the identity 

of an HIV patient on ART, rather than present themselves as HIV negative (Wouters 

2012). By adopting a hybrid identity, a PLWHA will try to act as a gatekeeper who 

regulates the involvement of the household in his or her HIV/AIDS disease 

management, depending on their own perception of the environment. In the 

majority of the households in this sample, the PLWHA was the change agent who 

created awareness and openness about the disease and the need for behavior 

change. Our results indicate that women are more likely to be the drivers behind the 

move towards HIV/AIDS competence. Pregnancy or family planning led women in 

the sample to health facilities, where testing was initiated by health care providers. 

In this study, such provider-initiated testing meant women were often tested earlier 

than their male partners. These findings are in line with data from the 2010–2011 

South African national HIV counseling and testing campaign, which showed that men 

represented only 30% of those tested (South African National AIDS Council 2011). 

Despite their fear of accusations and blame, especially when economically 

dependent, women who decided to disclose were found to be more likely to take on 

the role of health advisors to their partners or children than the men included in this 

study. These results add to the existing literature on the gendered nature of care 

(Akintola 2006; du Preez and Niehof 2008; du Preez 2011). 
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Five resources identified by Campbell et al. (Campbell, Nair et al. 2007), whose 

presence or absence serve to facilitate or hinder AIDS competence in the 

community, can also be found at the household level. Awareness of HIV/AIDS 

through disclosure and the acknowledgment of the disease in the home by 

supportive household members are prerequisites for the construction of an 

HIV/AIDS competent household. When there is an awareness of the HIV infection, 

household members can share the knowledge learned from bridging social capital—

in line with the disclosure process model of Chaudoir et al., who state “individual 

disclosures can also affect the broader social context in which disclosers live” 

(Chaudoir, Fisher et al. 2011: p.1625). Bridging social capital is required not only for 

accurate information but also to access resources from outside that can support 

households in their effort to support the patient. However, rather than passively 

regarding this as the responsibility of these bridging partners, a sense of 

responsibility about HIV/AIDS and confidence in the household’s strengths is 

indispensable. Key to the development of an HIV/AIDS competent household is to go 

further than mere disclosure in breaking the silence around HIV/AIDS. This requires a 

context of solidarity and common purpose, which will allow household members to 

further build a context in which more effective HIV/AIDS management is possible, 

making prevention and treatment part of the daily life of the household. A feedback 

loop might also be created, in which other household members are motivated to 

seek counseling and be tested, as well as disclose their status, which is an important 

step towards a sustainable response to HIV/AIDS-related challenges. Such HIV 

testing is “the critical, cost-effective first step in the cascade of HIV treatment, as 

well as the gateway to other prevention and care interventions, such as male 

circumcision, prevention of mother-to-child HIV transmission, and prophylaxis of 

opportunistic infection” (Kilmarx and Mutasa-Apollo 2013: p.60). 

 

While the literature on AIDS competent communities has been an important 

inspiration for our conceptualization of HIV/AIDS competent households, two 

differences can be noted. First, as the term suggests, in the conceptualization of 

AIDS competent communities only AIDS is emphasized. We decided to use the 
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phrase HIV/AIDS competence rather than AIDS competence, in line with Mathiot’s 

remark on the Self-Assessment Framework for AIDS Competence (2004). Due to 

access to antiretroviral treatment, PLWHA who follow the care continuum 

successfully now face a life with HIV/AIDS as a chronic medical condition, rather than 

an acute, fatal disease that reaches the AIDS stage (Rhodes, Bernays et al. 2009; 

Gausset, Mogensen et al. 2012). Second, in contrast to an AIDS competent 

community, disclosure by the PLWHA is pivotal for the development of HIV/AIDS 

competence in the household. While disclosure is not a necessary condition to reap 

the benefits of an HIV/AIDS competent community, it is a conditio sine qua non for 

an HIV/AIDS competent household. Disclosure opens the gate to the road leading to 

HIV/AIDS competence. The PLWHA plays a key role in this, being the change agent 

who starts the move towards HIV/AIDS competence by bringing awareness of the 

disease to the household.  

 

There is a reciprocal relationship between AIDS competent communities and the 

households that are part of such a community. To begin with, an AIDS competent 

community provides an important facilitating context for households to gain more 

HIV/AIDS competence, providing opportunities to access bridging social capital, 

which in turn results in access to testing, information, prevention methods and 

treatment, among other things. Lamboray and Skevington illustrate this with the 

example of household members discussing HIV/AIDS “as a result of their children 

bringing in new information and ideas from school, from participation in community 

meetings and from awareness-raising entertainment that occurs periodically in adult 

gatherings” (Lamboray and Skevington 2001: p.518). An AIDS competent community 

also plays an important role in gradually normalizing and demystifying HIV/AIDS. In 

our study, the normalization of the disease due to its high prevalence in the 

community often assisted the respondents and the other members of their 

household to accept the reality of their disease and its treatment. However, a 

community in which an HIV/AIDS competent household lives, can also be 

disadvantaged by stigma, poverty, poor infrastructure and limited access to basic 

services. Fueled by stigma, some patients avoided health facilities located in their 
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AIDS competent communities only AIDS is emphasized. We decided to use the 

159 
 

phrase HIV/AIDS competence rather than AIDS competence, in line with Mathiot’s 

remark on the Self-Assessment Framework for AIDS Competence (2004). Due to 

access to antiretroviral treatment, PLWHA who follow the care continuum 

successfully now face a life with HIV/AIDS as a chronic medical condition, rather than 
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meetings and from awareness-raising entertainment that occurs periodically in adult 

gatherings” (Lamboray and Skevington 2001: p.518). An AIDS competent community 

also plays an important role in gradually normalizing and demystifying HIV/AIDS. In 

our study, the normalization of the disease due to its high prevalence in the 

community often assisted the respondents and the other members of their 

household to accept the reality of their disease and its treatment. However, a 

community in which an HIV/AIDS competent household lives, can also be 

disadvantaged by stigma, poverty, poor infrastructure and limited access to basic 

services. Fueled by stigma, some patients avoided health facilities located in their 
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own community. At the same time, however, households can also contribute to the 

development of AIDS competence in the community. Members of an HIV/AIDS 

competent household are more confident about making their story public to their 

surrounding community. They attempt to encourage others to voluntarily have 

themselves tested, to practice safe sex and to adhere to the treatment regimen. By 

testifying about their own lived experiences to others, they can have a positive 

impact on the community, in terms of its understanding and acceptance of HIV/AIDS.  

 

It is important to note the limitations of this study. First, no household members 

were asked to participate in the study because we wished to safeguard the 

confidentiality of the patient. However, some household members joined in the 

interview spontaneously—which may be an indication of the openness to HIV/AIDS 

of that particular household. It would be interesting to include the perspective of 

household members of PLWHA in future research, while avoiding unnecessary 

disclosure of the patient’s status. Second, a selection bias has to be acknowledged in 

this study. All of the respondents who were willing to participate in the interview 

were on ART—except one, who had ceased treatment before the start of the 

study—and were receiving additional treatment adherence support from a CHW. 

The study was unable to survey patients who avoided treatment adherence support, 

for instance by not accepting visits during counseling or by providing the wrong 

address, who were not present at the participatory observation visit or who 

cancelled the interview. These PLWHA are likely to be the ones who are most 

difficult to reach in the treatment adherence support program, while perhaps also 

being those who need the support the most. Despite the fact that the care 

continuum of a number of respondents had been interrupted in the past, these 

findings cannot be generalized. In this regard, it has to be noted that these results 

support Hallet and Eaton’s modification of the traditional linear care continuum, 

allowing for multiple paths through the stages of the HIV care continuum (Hallett 

and Eaton 2013). By focusing on patients at different stages of the care continuum 

and in different settings, future research could make interesting progress on the 

conceptualization of HIV/AIDS competent households. Moreover, valuable insights 
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could be gained by following households for an extended period of time from 

diagnosis onwards. Longitudinal research could advance our understanding of how 

HIV/AIDS competent households develop over time and under which conditions, as 

household boundaries and composition are unlikely to remain stable (Department of 

Economic and Social Affairs: Population Division 2004; Heuveline 2004; Hosegood, 

McGrath et al. 2004; Niehof 2004; Nombo 2007; du Preez 2011; Locke, Seeley et al. 

2013). More specifically, the relationship between migration and care needs at 

household level should also be investigated in greater depth. Our results appear to 

support Niehof’s statement that “care needs also initiate changes in living 

arrangements, household means and the division of household labor, as are evident 

in households affected by AIDS” (Niehof 2011: p.495). Our results imply that female 

PLWHA are important change agents in households, but additional research focusing 

on the gender aspect of HIV/AIDS competent households would provide further 

input on this notion. As some patients rely on people outside the household (e.g. 

extended family elsewhere, friends or neighbors), further research is also required 

to determine why these patients seek support from these relationships. This 

knowledge may add to the further refinement of our conceptualization of the HIV/AIDS 

competent household. In addition, an HIV/AIDS competent household can also be an 

important source of support for children and adolescents living with HIV/AIDS. Further 

research should explore this topic from their perspective. Future research should also 

focus more on the role of household economics in the building of HIV/AIDS competence. 

For a sustainable response to the HIV/AIDS epidemic, it would also be interesting to 

investigate how HIV/AIDS competence develops in households without the presence of 

an HIV-positive person. 

 

From a theoretical point of view, this article introduces the intermediate household 

level into AIDS competence research, in accordance with socio-ecological theory. To 

the best of our knowledge, this study is the first to conceptualize an HIV/AIDS 

competent household. To date, very few studies have assessed the impact of 

household dynamics on the care continuum (Rotheram-Borus, Stein et al. 2010; Li, Ji 

et al. 2011; Dyer, Stein et al. 2012; Simoni, Yang et al. 2012). This article shows that 
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social-scientific research should also incorporate the intermediate role of 

households in constructing a health-enabling environment which helps patients to 

successfully navigate the care continuum and thus take maximum advantage of the 

opportunities created by ART scale-up, as articulated by Wouters (Wouters 2012). 

The article highlights the fact that households are capable of managing disease even 

in times of transition or adversity in the face of the socio-economic impacts of 

HIV/AIDS on their daily lives  (Cross 2001; Department of Economic and Social 

Affairs: Population Division 2004). Furthermore, this article adds to existing research 

on the importance of the social context in HIV care (Niehof 2004; van Praag and Swai 

2004; du Preez and Niehof 2008; Knodel, Kespichayawattana et al. 2010; Nhamo, 

Campbell et al. 2010; Bärnighausen, Chaiyachati et al. 2011) and to the limited 

research carried out to date in countries with high HIV prevalence, such as those in 

Sub-Saharan Africa (du Preez and Niehof 2008; du Preez 2011; Niehof 2011; 

Kasedde, Doyle et al. 2014), where such studies should have high research priority. 

Unlike the majority of previous research on disease management, this study 

conceptualized an HIV/AIDS competent household within the framework of multiple 

interwoven factors (Grey, Knafl et al. 2006). 

 

From the perspective of practice and policy, the article addressed the need for “pre-

intervention research” on household factors that affect disease management by 

PLWHA (Weihs, Fisher et al. 2002: p.26). These results raise the significant point that 

the formal care continuum is almost completely isolated from the household. The 

study illustrates that more attention should be paid to guiding the patient in the 

process of involving their household in the care continuum, in order to optimally 

capitalize on the strengths of households. In this regard, attention should be focused 

on mobilizing the patient’s natural support system to improve disease management—as 

well as the health and well-being of patients and all household members—by enhancing 

emotional connectedness and increasing mutually supportive interactions among 

household members. The results show that policy programs are also needed to support 

the household to overcome the various barriers on the road to HIV/AIDS competence. 

Support is needed to reduce the household’s potential negative effects on a PLWHA 
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within the care continuum, such as helping to minimize intra-household stigmatization. 

Policy programs should be developed to support the household to manage “the 

continuing stresses inherent in chronic disease management as a team, rather than as 

individuals” (Weihs, Fisher et al. 2002: p.25). 

 Conclusions 6

The roll-out of ART has redefined HIV/AIDS as a chronic disease rather than a 

terminal illness. Living with a chronic condition is “complex and requires integration of 

self-management behaviors into the lifestyles of individuals and household” (Ryan and 

Sawin 2009: p.218). Despite the fact that the road to HIV/AIDS competence is fragile and 

prone to various barriers, this article shows that the household has the potential to be a 

health-enabling environment which provides sustainable support to the patient on his or 

her care continuum.  
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ABSTRACT 

In the context of severe human resource shortages in HIV care, task-shifting and 

especially community-based support are increasingly being cited as potential means 

of providing durable care to chronic HIV patients. Socio-ecological theory clearly 

stipulates that – in all social interventions – the interrelatedness and 

interdependency between individuals and their immediate social contexts should be 

taken into account. People living with HIV/AIDS (PLHWA) seldom live in isolation, yet 

community-based interventions for supporting chronic HIV patients have largely 

ignored the social contexts in which they are implemented. Research is thus 

required to investigate such community-based support within its context. The aim of 

this study is to address this research gap by examining the way in which HIV/AIDS 

competence in the household hampers or facilitates community-based treatment 

adherence support. The data was analyzed carefully in accordance with the 

Grounded Theory procedures, using Nvivo 10. More specifically, we analyzed field 

notes from participatory observations conducted during 48 community-based 

treatment adherence support sessions in townships on the outskirts of Cape Town, 

transcripts of 32 audio-recorded in-depth interviews with PLWHA and transcripts of 

4 focus group discussions with 36 community health workers (CHWs). Despite the 

fact that the CHWs try to present themselves as not being openly associated with 

HIV/AIDS services, results show that the presence of a CHW is often seen as a 

marker of the disease. Depending on the HIV/AIDS competence in the household, 
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this association can challenge the patient’s hybrid identity management and his/her 

attempt to regulate the interference of the household in the disease management. 

The results deepen our understanding of how the degree of HIV/AIDS competence 

present in a PLWHA’s household affects the manner in which the CHW can perform 

his or her job and the associated benefits for the patient and his/her household 

members. In this respect, a household with a high level of HIV/AIDS competence will 

be more receptive to treatment adherence support, as the patient is more likely to 

allow interaction between the CHW and the household. In contrast, in a household 

which exhibits limited characteristics of HIV/AIDS competence, interaction with the 

treatment adherence supporter may be difficult in the beginning. In such a situation, 

visits from the CHW threaten the hybrid identity management. If the CHW handles 

this situation cautiously and the patient – acting as a gate keeper – allows 

interaction, the CHW may be able to help the household develop towards HIV/AIDS 

competence. This would have a more added value compared to a household which 

was more HIV/AIDS competent from the outset. This study indicates that pre-

existing dynamics in a patient’s social environment, such as the HIV/AIDS 

competence of the household, should be taken into account when designing 

community-based treatment adherence programs in order to provide long-term 

quality care, treatment and support in the context of human resource shortages. 

  
KEY WORDS 

HIV/AIDS; HIV/AIDS competence; household support; health-enabling environment; 

HIV/AIDS competent household; community-based treatment adherence support; 

community health workers; treatment adherence; South Africa 

 

 Introduction  1

In order to guide patients successfully along the HIV/AIDS care continuum from 

testing and linkage to pre-antiretroviral treatment (ART) care, treatment initiation, 

treatment adherence and retention in care, sufficient attention must be paid to the 

psychosocial dimensions of chronic disease care (Wouters, Meulemans et al. 2009; 
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Wouters, Van Damme et al. 2009; Russell and Seeley 2010). However, while efforts to 

scale-up HIV treatment and care have been successful, the care needs of this growing 

patient group have put pressure on health systems with pre-existing weaknesses, 

such as the shortage of health workers (Mwai, Mburu et al. 2013). In response, 

community support is being mobilized as a form of task-shifting in order to provide 

additional care for patients to support them to comply with treatment guidelines in 

resource-constrained contexts. A broad array of community support initiatives have 

been identified (Ogden, Esim et al. 2004; Schneider, Hlophe et al. 2008; Standing and 

Chowdhury 2008) and found to be effective in providing psychosocial support 

(Zachariah, Teck et al. 2006; Celletti, Wright et al. 2010; Wouters, Van Damme et al. 

2012; World Health Organization 2013). 

 

Community-based support moves care closer to the person living with HIV/AIDS 

(PLWHA) and his/her social environment (Lehmann and Sanders 2007; Celletti, 

Wright et al. 2010; Mdege, Chindove et al. 2012; Wouters, Van Damme et al. 2012). 

Because responding to the long-term challenges of HIV/AIDS happens in continuous 

interaction between the individual and his/her immediate environment (Wouters 

2012), the micro-social context surrounding the patient inevitably affects the efficacy 

of community support initiatives (Rodriguez-García, Bonnel et al. 2013). However, 

interventions largely ignore the social context in which they are implemented (Glass 

and McAtee 2006; Campbell, Nair et al. 2007). Consequently, research is required to 

investigate community-based support within its context (Bärnighausen, Chaiyachati 

et al. 2011; Schwartländer, Stover et al. 2011; Simoni, Nelson et al. 2011; World 

Health Organization 2012; Rodriguez-García, Bonnel et al. 2013). In the words of 

Nhamo, Campbell and Gregson (2010): “there is an urgent need for HIV/AIDS 

programmers to develop understandings of the way in which the pre-existing social 

dynamics of their target communities might facilitate or hinder their efforts” 

(Nhamo, Campbell et al. 2010: p. 1668).  

 

The socio-ecological theory provides a framework for investigating interconnected 

environments in which disease management occurs (Stokols 1996; Weihs, Fisher et 
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2012; World Health Organization 2013). 
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(PLWHA) and his/her social environment (Lehmann and Sanders 2007; Celletti, 
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The socio-ecological theory provides a framework for investigating interconnected 

environments in which disease management occurs (Stokols 1996; Weihs, Fisher et 
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al. 2002; Richard, Gauvin et al. 2011; Golden and Earp 2012). Besides specifying 

different environmental levels of influence, socio-ecological models emphasize the 

mutual influence and dynamic interplay among these levels (Bronfenbrenner 1977; 

McLeroy, Bibeau et al. 1988; Stokols 1996; McLaren and Hawe 2005; Sallis, Owen et 

al. 2008). Inspired by socio-ecological theory, this article argues that in exploring the 

potential role of community-based initiatives in individual patient’s ART adherence, 

the intermediate level of patients’ households should be taken into account (Waller 

2001; McLaren and Hawe 2005; Wouters 2012). Recently, the pioneering work of 

Wouters et al. (2014) showed that peer adherence support interventions have 

different impacts on patient-level outcomes depending on the family or household 

context in which the patient lives. Limited research has thus far been conducted on 

the intermediate role played by households, heightening the need for a full 

exploration of the mechanisms by which patients’ social environments hamper or 

facilitate the impact of community-based adherence support programs on patient-

level outcomes. This article aims to address this need by responding to the following 

research aim: examining the way in which HIV/AIDS competence in the household 

hampers or facilitates community-based treatment adherence support.  

 HIV/AIDS competent household  2

According to the socio-ecological framework, the intermediate household level 

should also be the focus of research when linking individual patients to community-

based adherence support. We define a household as a “co-residential unit, usually 

family-based in some way, which takes care of resource management and primary 

needs of its members” (Rudie (1995) in Niehof 2011: p. 490). In our study, the key 

attributes defining a household are spatial proximity and day-to-day interaction, 

since these characteristics have been found to be crucial to addressing the day-to-

day primary needs of household members, such as care in the context of HIV/AIDS 

(Nombo 2007; Niehof 2011).  

 

Based on the same data set used in this article, Masquillier et al. (2015) show that 

households have the potential to serve as HIV/AIDS competent environments in 
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which patients can be supported on the care continuum in a sustainable manner 

(Masquillier, Wouters et al. 2015). HIV/AIDS competency reflects the idea that 

people’s decision to choose health-enhancing practices, such as HIV testing or safe 

sexual practices, is influenced by the surrounding social environment and its capacity 

to actively encourage a lifestyle that fosters good health (Lamboray and Skevington 

2001; AIDS-Social Drivers Working Group 2010). HIV/AIDS competent households 

build a context in which more effective HIV/AIDS management is possible by making 

prevention and treatment part of daily life in the household. In such a household 

context, it is easier for the PLWHA to deal with HIV/AIDS-related markers. A feedback 

loop can also be created in an HIV/AIDS competent household, in which other 

household members are motivated to be tested voluntarily and counseled and to 

disclose their status, which is an important step in providing a sustainable answer to 

HIV/AIDS-related challenges (Masquillier, Wouters et al. 2015). 

 

In the majority of the households surveyed in the Masquillier et al. (2015) study, the 

PLWHA was the change agent who created awareness and openness about HIV/AIDS. 

However, what is key to the development of an HIV/AIDS competent household is 

going further in breaking the silence around HIV/AIDS than simply recognizing the 

reality of this disease. In a safe social space for dialogue, household members can 

share the knowledge they have acquired through bridging social capital and talk with 

other household members in an informed way about the disease and its 

consequences at the individual and household levels. In this study, bridging social 

capital is seen as the supportive relationships between the household and outside 

individuals and organizations (Campbell and Cornish 2012), with the ability to provide 

“access to new information and resources, enhancing people’s actual control and 

improving their ability to solve various problems” (Ferlander 2007: p.122). Bridging 

social capital is required not only to obtain accurate information, but also to access 

resources from outside that can help households in their efforts to support patients. 

However, instead of placing the responsibility solely with bridging partners, 

households must develop their own sense of responsibility about the response to 
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HIV/AIDS and confidence in their own strengths – in a context of solidarity and 

common purpose – to become truly health-enabling environments for PLWHA. 

 

However, the road to HIV/AIDS competence is precarious and prone to obstacles at 

various levels. As a result of HIV-related stigma, which can drive HIV/AIDS 

underground, an atmosphere of secrecy surrounds many households living with the 

disease (Bogart, Cowgill et al. 2008). Silence both outside and inside the household 

can undermine the building of HIV/AIDS competence. While disclosure is a conditio 

sine qua non for starting to build HIV/AIDS competence, it is also a double-edged 

sword (Hays, McKusick et al. 1993): it opens the door to receiving support, but can 

also lead to stigmatization, discrimination, and disruption of personal relationships 

(Hays, McKusick et al. 1993; Holzemer, Uys et al. 2007). As a means of managing 

stigma, PLWHA often adopt a hybrid identity – influenced by the hampering or 

facilitating context of the household. For example, they may embrace the identity of 

HIV patients on ART when feeling safe at home, but attempt to present themselves 

as HIV negative when fear of stigmatization arises (Wouters 2012). In trying to 

preserve the hybrid identity, PLWHA may act as gate keepers who regulate the 

interference of their household in HIV/AIDS disease management. The potential 

consequences of disclosure depend on the pre-existing household context in which 

the PLWHA lives. Besides positive HIV-related precedents and HIV-related 

knowledge, positive pre-existing household dynamics such as closeness, an 

atmosphere of trust, supportive relationships, good internal functioning and open 

communication – bonding social capital – facilitate disclosure and also provide a good 

basis for building HIV/AIDS competence in the household. Bonding social capital is 

considered in this study as strong within-household support, which is important in 

mobilizing solidarity (Wakefield and Poland 2005; Campbell and Cornish 2012). 

 

HIV/AIDS competence can be thought of as a continuum, sensitive to household 

dynamics, along which households are positioned and can progress. This progression 

from less to more competence occurs as households change, opt for health-
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enhancing behaviors and accumulate the aforementioned characteristics that enable 

them to better support PLWHA.   

 Methods 3

We used a combination of interviews, participatory observations and focus group 

discussions in order to address the following research aim: examining the way in 

which HIV/AIDS competence in the household hampers or facilitates community-

based treatment adherence support. 

 Setting 3.1

The fieldwork was conducted in the Mitchell’s Plain/Klipfontein township, an 

impoverished and densely populated area on the periphery of Cape Town, with a 

population of 654 971, predominantly black and colored. This area is confronted with 

severe social and economic challenges. Substance abuse, poor schooling and high 

unemployment are exacerbated by massive population growth (Gilson, Elloker et al. 

2014). The setting also has high crime rates, especially with regard to murder, rape 

and drug-related crime (Gie 2009). These social and economic challenges translate in 

health-related challenges. The township is characterized by an HIV prevalence of 

19.1%; the number of TB cases is also one of the highest in the country, with 26 658 

cases reported in 2011 (Odendaal and Lewin 2014). This township on the outskirts of 

Cape Town consists predominantly of informal dwellings and the majority of our 

respondents had no formal street address.  

 Data collection 3.2

Fieldwork was conducted between February and May 2014 in the township 

Klipfontein/Mitchell’s plain on the outskirts of Cape Town. During the data collection, 

the criteria for ART initiation in PLWHA were to start when their CD4 cell count was 

below 350 cells/µl (World Health Organization 2013). At the time of the data 

collection, TB was also included in South Africa’s “National Strategic Plan on HIV, STIs 

and TB, 2012–2016” (Nullis-Kapp 2005).  
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The CHWs we followed during our participatory observations were selected by the 

NGO. With the aim of minimizing interruption to service provision, the CHWs were 

contacted for participation in the study in collaboration with district coordinators 

from the NGO in question. CHWs who were available at the time of the study, who 

were proficient in English and who agreed to participate took us along on their daily 

visits to the houses of patients. The patients’ homes formed the setting for the 

participatory observations performed during treatment adherence support visits 

from CHWs. Before starting the observation, the CHWs assessed whether the 

research team was welcome and whether the people present were aware of the 

patient’s HIV status, in order to avoid inadvertent disclosure and to protect patients’ 

privacy. If the research team was welcome, the purpose of the study, its design and 

aspects such as voluntariness and confidentiality were explained in an 

understandable way to the patients. This information was also distributed by means 

of an information leaflet – available both in English and the local language. To 

prevent the inadvertent disclosure of study participants’ HIV status, and to make 

them as comfortable as possible, participants were permitted to choose the time and 

place of the interview. Informed written consent was obtained at the first visit of the 

patient, for the audio recordings and for the publication of the findings. Ethical 

approval was granted by the Ethics Committee of the University of the Western Cape 

(13/10/55). 

 

During participatory observations, 13 CHWs were followed on their daily visits to 

patients in providing community-based treatment adherence support in the 

townships on the outskirts of Cape Town. Of the 73 houses visited, 48 persons living 

with HIV/AIDS or their treatment buddies were home for the community-based 

adherence support session. To minimize the impact on the house visit, the researcher 

adopted an ‘observer-as-participant’ role. In this respect, the respondents never 

encountered the research team before the study. In this role, the researcher “is 

known and recognized, but related to the ‘subjects’ of study solely as a researcher” 

(Angrosino 2007: p.54). Field notes were taken during and after each house visit, 

including a description of the particular setting, enumeration of the participants, and 

175 
 

a description of behaviors and interactions. After every field visit day, the 

observations were discussed among the principal investigator  and the fieldworkers, 

who were present at the same observation, to cross-check each other’s findings in 

order to discover and eliminate inaccuracies – aiming to attain validity (Angrosino 

2007). While the principal investigator was a white, European, middle-class5 female 

sociological researcher, the black male and black female fieldworker in this study 

spoke the respondents’ local language, lived in a neighboring township and shared a 

common culture. The number of people present during the observations and 

interviews was determined by the size of the house and the respondent’s preference.  

 

Of the 48 people observed during their community-based adherence support 

sessions, 41 agreed to participate in an interview on one of the subsequent days. Of 

these, 9 cancelled the interview, so that 32 people living with HIV/AIDS were 

interviewed using a semi-structured interview guide adapted according to lessons 

learned from pilot interviews and observations. Furthermore, data collection and 

data analysis phases were alternated to inform subsequent interviews and to assess 

when data saturation had been reached. Interviews were conducted by the principal 

female investigator, who has experience with these research methods, assisted by 

one male and one female translator. Interviews were semi-structured to ensure that 

the same topics were covered in each interview, while also allowing unanticipated 

material to emerge. First, respondents completed a short interviewer-administered 

survey to provide basic socio-demographic information, before participating in the 

qualitative semi-structured interview. The topics explored during the qualitative 

interview included HIV testing, disclosure, treatment adherence support, among 

others. The interviews lasted between half an hour and one and a half hours. All 

interviews but one were audiotaped, allowing us to produce a detailed transcript of 

                                                             
5 As Larkan and Van Wyk (2011) note on their research in similar conditions: “It should be pointed out 

that while I might generally consider myself to be middle-class, it has been argued that for those living in 

reduced circumstances such as we encounter here, my status would be seen as considerably higher” 

(Larkan and Van Wyk  2011: p. 49). 
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the interviews. These transcripts ensured accuracy of what was said and served as 

the basis for data analysis.  

 

Finally, four focus group discussions were held with 36 of a total of 39 CHWs working 

for the NGO based at the health facilities included in the study. The principal female 

investigator conducted the focus group discussions, assisted by one male and one 

female translator. Topics that had emerged during the observations and interviews, 

such as how the CHWs support the patient and how they interact with the social 

environment of the patient, were discussed in more detail during the focus group 

discussions. 

 

The findings from the various qualitative research methods we used, allow us to look 

at the same topic from different angles, rendering the results more valid. Thus, data 

triangulation is achieved (Mortelmans 2013). Besides data triangulation and 

investigator triangulation, respondent validation also enhances the quality of our 

data. The researcher’s understanding of the data collected in this particular social 

setting was tested against the perceptions of members of that setting, namely the 

CHWs, who participated in the focus group discussions. More specifically, the 

participants of the feedback sessions were invited to give their critical reflections on 

the findings, which were presented in an understandable way to the participants.  

 Sample 3.3

To be eligible to take part in this cross-sectional study, patients had to be 18 years or 

older, HIV positive, and participating in the treatment adherence support program of 

a particular non-governmental organization (NGO). Under the authority of the 

Western Cape Provincial Department of Health, the NGO in question trains 

community health workers (CHWs) to provide adherence support to patients 

receiving prophylaxis, ART and/or TB treatment. During the treatment adherence 

support program, the first visit of the CHW to the patient’s home includes a home 

assessment mapping the social situation of the patient, which is then taken into 

account when a multi-disciplinary team discusses the patient’s enrolment in the free 
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public ART care. More specifically, during the home assessment the social and 

housing conditions of the patient are recorded, such as disclosure of HIV and/or TB 

status to household members, drug and substance use in the household, HIV status 

of other household members, among others – using a standardized form. Patients 

receive a monthly supply of ART tablets combined with home visits from CHWs. The 

aim is to visit the patient weekly during the first month of treatment and 

subsequently on a monthly basis until viral suppression is achieved.  

 

All but one of the CHWs participating in this study were female. Of the 32 patients 

interviewed, 10 were male. All patients and CHWs were black and all spoke English 

and/or a local language. When assessing the highest level of education achieved, the 

majority of the patients had enjoyed some or completed secondary education. On 

average, the respondents were 35.6 years old, ranging from 21 to 59. Households 

had an average of four members. 11 PLWHA in this sample were living with their 

partner, nine were in a relationship but not living with their partner, and twelve 

respondents were not in a relationship. Except for two patients, none of the 

respondents had a paid job. Five PLWHA were receiving a disability grant, while nine 

were waiting on the response to their application for this grant. 

 

All patients received visits from a CHW to help with adherence. Ten patients had 

previously defaulted from ART, one of whom was still not taking treatment at the 

time of the interview. Treatment duration ranged from less than a month to more 

than 6 years on ART. Most patients were receiving the fixed dose combination. 17 

patients reported experiencing side effects from their treatment. 13 of the patients 

were on both ART and TB treatment.  

 Data analysis 3.4

The recordings of the interviews and focus group discussions were transcribed 

verbatim and, when necessary, translated into English. A sample of translations was 

back-translated into the local language for a quality check. Transcripts, moderators 

and observatory notes were imported into NVivo, version 10. Data collection and 
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a particular non-governmental organization (NGO). Under the authority of the 

Western Cape Provincial Department of Health, the NGO in question trains 

community health workers (CHWs) to provide adherence support to patients 

receiving prophylaxis, ART and/or TB treatment. During the treatment adherence 

support program, the first visit of the CHW to the patient’s home includes a home 

assessment mapping the social situation of the patient, which is then taken into 

account when a multi-disciplinary team discusses the patient’s enrolment in the free 
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public ART care. More specifically, during the home assessment the social and 

housing conditions of the patient are recorded, such as disclosure of HIV and/or TB 

status to household members, drug and substance use in the household, HIV status 

of other household members, among others – using a standardized form. Patients 

receive a monthly supply of ART tablets combined with home visits from CHWs. The 

aim is to visit the patient weekly during the first month of treatment and 

subsequently on a monthly basis until viral suppression is achieved.  

 

All but one of the CHWs participating in this study were female. Of the 32 patients 

interviewed, 10 were male. All patients and CHWs were black and all spoke English 

and/or a local language. When assessing the highest level of education achieved, the 

majority of the patients had enjoyed some or completed secondary education. On 

average, the respondents were 35.6 years old, ranging from 21 to 59. Households 

had an average of four members. 11 PLWHA in this sample were living with their 

partner, nine were in a relationship but not living with their partner, and twelve 

respondents were not in a relationship. Except for two patients, none of the 

respondents had a paid job. Five PLWHA were receiving a disability grant, while nine 

were waiting on the response to their application for this grant. 

 

All patients received visits from a CHW to help with adherence. Ten patients had 

previously defaulted from ART, one of whom was still not taking treatment at the 

time of the interview. Treatment duration ranged from less than a month to more 

than 6 years on ART. Most patients were receiving the fixed dose combination. 17 

patients reported experiencing side effects from their treatment. 13 of the patients 

were on both ART and TB treatment.  

 Data analysis 3.4

The recordings of the interviews and focus group discussions were transcribed 

verbatim and, when necessary, translated into English. A sample of translations was 

back-translated into the local language for a quality check. Transcripts, moderators 

and observatory notes were imported into NVivo, version 10. Data collection and 
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data analysis phases were alternated to inform subsequent interviews and focus 

group discussions and to assess when data saturation had been reached. Coding and 

analysis were carried out concurrently. 

 

After conceptualizing an HIV/AIDS competent household, a summary of which can be 

found in section 2 and a detailed description of which can be found in an article by 

Masquillier et al. (2015), the analysis focused on the interaction between the 

community health workers and the patient’s social environment. Data was analyzed 

carefully by reading and rereading the field notes and transcripts of interviews and 

focus group discussions. The analysis was performed in accordance with the 

Grounded Theory procedures described by Strauss and Corbin (2008). First, the data 

was open coded. In this phase of data analysis, primary information categories which 

remained close to the original data were constructed. Codes for a sample of 

transcripts were compared with another researcher’s codes and similarities and 

differences were discussed. These open codes were then categorized in the axial 

coding phase to identify any patterns or regularities that emerged, such as the 

challenges experienced by CHWs when making their visits and the advantages for 

patients and household members. In the subsequent phase of selective coding, the 

categories which emerged from axial coding were integrated. For instance, we 

investigated the relation between the aforementioned axial codes and the various 

characteristics of an HIV/AIDS competent household. Concepts were refined 

systematically as more data were collected and analyzed. During this process, special 

attention was paid to remaining close to the data gathered. 

 Results  4

The analysis indicates, firstly, that community health workers do not work in a 

vacuum in the community. Secondly, we see that the degree of HIV/AIDS 

competence present in the household influences both the work of the CHW and the 

associated benefits for patients and household members. 
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 Community health workers do not work in a vacuum in the community  4.1

CHWs often live in the communities they serve. They are active in different locations 

in their community, they perform a range of different tasks, and they have a number 

of different roles. Besides offering treatment adherence support in the homes of 

patients, the CHWs surveyed in this study also participate in education and 

awareness campaigns in the clinic’s waiting room. Furthermore, they assist in “door-

to-door” health promotion visits during which they inform people about health-

related topics and invite them to be tested at a mobile testing site as part of outreach 

programs in the community. Moreover, they also revisit patients who have defaulted 

on their treatment. Due to these various roles and tasks, their presence in the 

community is often associated with HIV/AIDS. Receiving a visit from a CHW is often a 

marker of HIV/AIDS, as these CHWs testify: 

“Even if you know that family and you are only going there for a 

social visit, the neighbors will think that there’s an HIV person in 

that household since they know what you do at the clinic and 

community. People always have something to say, they always 

talk, especially when they know your role. Even if you are just 

having a conversation with someone on your street, then they 

start asking and think that you are talking about the clinic, work.” 

(Community health worker, health facility 2) 

“They know that when you saw the CCWs [community care 

workers] in the community and go to the house, the AIDS is 

smoking there” (Community health worker, health facility 3) 

Our results indicate that the association of the CHW with HIV/AIDS makes care more 

easily accessible for members of the community. For instance, for some patients new 

to the area, the CHW acted as a guide to accessing the services they needed:  

“Another day, the other lady came to my house and said ‘I heard 

that you are working at the clinic. Sometimes when you pass they 

are gossiping because some have HIV’. They were gossiping that 

day. So she decided to go into my house herself. She said, ‘I was 
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 Community health workers do not work in a vacuum in the community  4.1
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patients, the CHWs surveyed in this study also participate in education and 

awareness campaigns in the clinic’s waiting room. Furthermore, they assist in “door-

to-door” health promotion visits during which they inform people about health-

related topics and invite them to be tested at a mobile testing site as part of outreach 

programs in the community. Moreover, they also revisit patients who have defaulted 

on their treatment. Due to these various roles and tasks, their presence in the 

community is often associated with HIV/AIDS. Receiving a visit from a CHW is often a 

marker of HIV/AIDS, as these CHWs testify: 

“Even if you know that family and you are only going there for a 

social visit, the neighbors will think that there’s an HIV person in 

that household since they know what you do at the clinic and 

community. People always have something to say, they always 

talk, especially when they know your role. Even if you are just 

having a conversation with someone on your street, then they 

start asking and think that you are talking about the clinic, work.” 

(Community health worker, health facility 2) 

“They know that when you saw the CCWs [community care 

workers] in the community and go to the house, the AIDS is 

smoking there” (Community health worker, health facility 3) 

Our results indicate that the association of the CHW with HIV/AIDS makes care more 

easily accessible for members of the community. For instance, for some patients new 

to the area, the CHW acted as a guide to accessing the services they needed:  

“Another day, the other lady came to my house and said ‘I heard 

that you are working at the clinic. Sometimes when you pass they 

are gossiping because some have HIV’. They were gossiping that 

day. So she decided to go into my house herself. She said, ‘I was 

183



180 
 

taking ARVs in the Eastern Cape, so now here I have defaulted for 

four months, I don’t know what I must do now?’.” (Community 

health worker, health facility 2) 

However, this association also aroused stigmatizing feelings and threatened the 

hybrid identity management of some PLWHA in the surrounding community, as it 

may stimulate or force the disclosure of their status. To limit these unintended 

negative consequences, the CHWs develop various strategies to conceal their role as 

a CHW outside the health facility. While the CHWs wear the uniform of the NGO in 

the clinic and the community outreach programs, they are not identifiable as health 

care workers of this NGO while walking to patients’ homes or visiting patients. 

Patients who are in need of help have few issues with the uniform, but others prefer 

the CHWs to visit in regular clothes:  

“I don’t have any problem with her visiting me when she is in her 

clothes, not wearing the uniform. I do have problem when she is 

in uniform. […] It is because people talk. They become suspicious 

that she is doing home visits for people who are living with HIV” 

(Female PLWHA, 38) 

 Interaction between the patient’s household and the community health 4.2

worker  

As the CHWs bring care closer to patients’ homes, there is a higher chance of 

interaction between CHWs and patients’ household members than is the case with 

regular health care provision at the facility. Results suggest that, even without the 

uniform, the presence of the CHW is a marker of the disease. In this regard, the visits 

can complicate patients’ hybrid identity management. To preserve their hybrid 

identity, and depending on the HIV/AIDS competence in the household, patients may 

try to act as gate keepers by involving the household in the treatment adherence 

support sessions only when they feel safe as PLWHA on ART in the home.  

 

Identifying whether the CHWs’ treatment adherence support visits are welcome is 

challenging, especially the first time. As the results indicate, CHWs often need to ask 
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neighbors for help finding the address, do not know what the patients look like and 

are unaware of the household situation. In this regard, the home assessment 

performed during the first visit is a useful tool for mapping these issues for future 

visits so that the CHW can employ strategies to hide the purpose of the visits if 

needed. 

“I enter into the veranda and opened the house door, that guy 

knows me and I didn’t know him, I was about to ask for the 

person and he just chased me away. It was like there’s a bomb 

that will explode. I asked ‘why?’, he said ‘I know you are from 

Mzamomhle’, and he said ‘don’t enter into my house because my 

girlfriend is there and I don’t want her to know anything about my 

health’ […] Up until sister [nurse] said ‘no, leave him, he’s a long 

time defaulter’. Now he has MDR [multi-drug resistant TB], so I’m 

no longer going there.” (Community health worker, health facility 

2) 

4.2.1 Living in a household with a low level of HIV/AIDS competence 

When patients do not disclose to all household members, a burden of secrecy is 

created. Results suggest that for some patients, the only way to preserve their hybrid 

identity is to attempt to avoid the treatment adherence support visits, as they are 

often a marker of HIV/AIDS. For instance, patients may refuse permission for the 

visits during the counseling sessions; provide incorrect contact information; pretend 

to be someone else when the CHW first visits; or ask to change the location of the 

visits. Other patients in the study received their CHW at the house of a relative or 

friend to avoid having the visits at home or because they had been tested in a clinic 

outside of their own community in order to avoid being recognized as living with 

HIV/AIDS in their community. Often, visits are not completed successfully in such 

situations.  

 “I’ve got a client who also did not disclose to her daughter. She 

said to me, ‘If you come here and my daughter is here, you better 

not do anything and go back. You better talk as if you know me 
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taking ARVs in the Eastern Cape, so now here I have defaulted for 

four months, I don’t know what I must do now?’.” (Community 

health worker, health facility 2) 

However, this association also aroused stigmatizing feelings and threatened the 

hybrid identity management of some PLWHA in the surrounding community, as it 

may stimulate or force the disclosure of their status. To limit these unintended 

negative consequences, the CHWs develop various strategies to conceal their role as 

a CHW outside the health facility. While the CHWs wear the uniform of the NGO in 

the clinic and the community outreach programs, they are not identifiable as health 

care workers of this NGO while walking to patients’ homes or visiting patients. 

Patients who are in need of help have few issues with the uniform, but others prefer 

the CHWs to visit in regular clothes:  

“I don’t have any problem with her visiting me when she is in her 

clothes, not wearing the uniform. I do have problem when she is 

in uniform. […] It is because people talk. They become suspicious 

that she is doing home visits for people who are living with HIV” 

(Female PLWHA, 38) 

 Interaction between the patient’s household and the community health 4.2

worker  

As the CHWs bring care closer to patients’ homes, there is a higher chance of 

interaction between CHWs and patients’ household members than is the case with 

regular health care provision at the facility. Results suggest that, even without the 

uniform, the presence of the CHW is a marker of the disease. In this regard, the visits 

can complicate patients’ hybrid identity management. To preserve their hybrid 

identity, and depending on the HIV/AIDS competence in the household, patients may 

try to act as gate keepers by involving the household in the treatment adherence 

support sessions only when they feel safe as PLWHA on ART in the home.  

 

Identifying whether the CHWs’ treatment adherence support visits are welcome is 

challenging, especially the first time. As the results indicate, CHWs often need to ask 
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neighbors for help finding the address, do not know what the patients look like and 

are unaware of the household situation. In this regard, the home assessment 

performed during the first visit is a useful tool for mapping these issues for future 

visits so that the CHW can employ strategies to hide the purpose of the visits if 

needed. 

“I enter into the veranda and opened the house door, that guy 

knows me and I didn’t know him, I was about to ask for the 

person and he just chased me away. It was like there’s a bomb 

that will explode. I asked ‘why?’, he said ‘I know you are from 

Mzamomhle’, and he said ‘don’t enter into my house because my 

girlfriend is there and I don’t want her to know anything about my 

health’ […] Up until sister [nurse] said ‘no, leave him, he’s a long 

time defaulter’. Now he has MDR [multi-drug resistant TB], so I’m 

no longer going there.” (Community health worker, health facility 

2) 

4.2.1 Living in a household with a low level of HIV/AIDS competence 

When patients do not disclose to all household members, a burden of secrecy is 

created. Results suggest that for some patients, the only way to preserve their hybrid 

identity is to attempt to avoid the treatment adherence support visits, as they are 

often a marker of HIV/AIDS. For instance, patients may refuse permission for the 

visits during the counseling sessions; provide incorrect contact information; pretend 

to be someone else when the CHW first visits; or ask to change the location of the 

visits. Other patients in the study received their CHW at the house of a relative or 

friend to avoid having the visits at home or because they had been tested in a clinic 

outside of their own community in order to avoid being recognized as living with 

HIV/AIDS in their community. Often, visits are not completed successfully in such 

situations.  

 “I’ve got a client who also did not disclose to her daughter. She 

said to me, ‘If you come here and my daughter is here, you better 

not do anything and go back. You better talk as if you know me 
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from the church, because I know my daughter, she drinks alcohol, 

so when she’s drunk she’s gonna tell everyone and she’s going to 

stand outside and shout at me and tell everyone that I’m HIV 

positive. So that’s the reason why I don’t tell her’. I remember one 

time I went to that house and the daughter was there, she then 

winked and whispered to me ‘Don’t say anything. You must come 

another day’. So this stigma thing is there, because they are ill-

treated by their own families.” (Community health worker, health 

facility 4) 

When patients do not want the CHWs to perform the visit, they try to communicate 

this by winking, whispering or making excuses about why this is not the right time for 

the visit, and asking the CHW to come back another day. Patients who accept the 

treatment adherence support visit might need to disguise it if there are members of 

the household present who are unaware of the HIV status of the PLWHA. Our results 

demonstrate that patients employ strategies to conceal the reason behind the visits, 

such as disguising their ART when giving it to the CHW; giving only the TB treatment 

to the CHW; making up a story about the CHW; meeting in a private room, such as 

the bedroom; or by going to the CHW’s own house.  

 

Besides patients, CHWs themselves also employ strategies to conceal the actual 

purpose of their house visits. The CHWs surveyed in our study may stop the 

treatment adherence support session if someone enters the house; have the session 

in a private room like the bedroom; ask for privacy when other people are present in 

the house; make up a story, such as pretending to be selling various commodities; 

and use TB as a disguise. However, these strategies are not always effective, since 

some members of the community nevertheless associate the CHWs with the clinic. In 

responding to such a situation, some CHWs identify themselves as health educators 

who come to inform the entire family about a health-related topic, such as TB, which 

most consider to be less stigmatizing. 

“I had to pretend now to be someone who came looking for 

gloves, and now I did end up not doing anything because there 
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were kids in the house. Even the second day when I went, there 

were kids in the house and she didn’t want anything that was 

going to come out, like medicine or whatever is related to the 

clinic. So I ended up doing nothing, I left.” (Community health 

worker, health facility 4) 

4.2.2 Living in a household with a high level of HIV/AIDS competence 

When living in a more HIV/AIDS competent household, it is easier for PLWHA to cope 

with HIV/AIDS-related markers, such as ART or CHWs’ treatment adherence support 

visits, rather than deploying strategies to keep these a secret. In such a situation, the 

patient – as a gate keeper – will be able to accept the support of the CHW, this 

bridging social capital, more easily. Sometimes it is even the household members 

who convince the patient to accept the CHW’s visits. Furthermore, a health-enabling 

household environment facilitates the work of the CHW. For example, the CHW no 

longer needs to find excuses; a household member can hand over the medication for 

a pill count so that the CHW does not have to return if the patient is not home during 

the first visit; and a household member can direct the CHW to where the patient is if 

he or she is not home.  

“When she comes we try to make sure that there is someone at 

the house if I am not there. […] If I am not there, someone is 

around here to help her. Because they know where the tablets 

sits. […] It’s better that she comes here, at least we have an open 

relationship with everyone in the house.” (Male PLWHA, 24) 

 Benefits of treatment adherence support for patients and their household 4.3

members 

While CHW visits help at patient level, they also have the potential to create 

involvement and provide support at household level. Listening to the history of the 

patient and his or her household and witnessing the day-to-day household dynamics, 

the CHW can implicitly diagnose where the household is located on the HIV/AIDS 

competence continuum. When the patient – as a gate keeper – allows interaction 
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the CHW can implicitly diagnose where the household is located on the HIV/AIDS 
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between the CHW and the household, the CHW – as bridging social capital – might be 

able to help the household increase its HIV/AIDS competence.  

4.3.1 Living in a household with a low level of HIV/AIDS competence 

While it is often more difficult to help patients living in less HIV/AIDS competent 

households, there is a bigger potential for help. As these patients receive less support 

from their households, the CHWs can play an important role in supporting the 

patients along the care continuum. CHWs help patients to overcome various barriers 

that make adherence more difficult. Being bridging social capital, the CHW can help 

the patient access resources from outside, such as condoms. Furthermore, the CHW 

sometimes acts as a bridge between the patient and official institutions. For instance, 

CHWs may inform patients about the status of files drawn up by social workers. 

Moreover, CHWs help patients with housekeeping if the patient is too weak and 

provide both material support (e.g. financial resources or food) and emotional 

support.  

“I will be very hurt [if the visits from the CHW stop], because some 

of the things I want to say I can’t say them to my father, and 

sometimes I don’t have airtime to call my mother” (Female 

PLWHA, 22) 

Furthermore, the CHWs in this study also helped to involve households in disease 

management, for example by encouraging patients to bring a treatment buddy to the 

counseling sessions, which is required to start ART. When CHWs conclude that the 

house the patient is living in is not a supportive environment, they try to encourage 

the patient to move to another house. Similarly, in households where there is no 

awareness of the disease among household members yet, the CHWs try to 

encourage patients to disclose their status. 

“I tried to convince him but he says ‘no, I know my wife, what kind 

of person she is. So if I can tell her that, maybe she will leave’. 

They are worried of being rejected by the wife or husband. And 

the wife also said the same story up until I arranged, I said ‘I can 

be here when you disclose to your wife’. And also I said to the wife 
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‘I won’t mind’. I arranged one day for them.” (Community health 

worker, health facility 2) 

The CHWs surveyed in this study not only help with recognition of HIV/AIDS in the 

household, but also guide the household towards increasing HIV/AIDS competence. 

This is on the condition that patients, as gate keepers, allow their interaction. 

Depending on the pre-existing household dynamics, such as a culture of open 

communication and a climate of trust, the presence of the CHW has the potential to 

help the household in the phase of exchanging and sharing knowledge and 

prevention skills. In such a climate of open communication, the PLWHA might 

communicate the knowledge they have gained about HIV/AIDS and prevention skills 

from the CHW to other household members, or other household members may ask 

questions of the CHW regarding their own health or that of the patient.  

“Other families do not know everything. They usually ask from us, 

if this is right or not, although they are supporting the patient” 

(Community health worker, health facility 1) 

However, in order to become more HIV/AIDS competent it is important that patients 

and their households feel responsible and confident that they have the strength to 

effectively respond to the challenges of living with HIV/AIDS, instead of regarding it 

passively as the responsibility of the bridging partners. One CHW mentioned that the 

support sometimes made other household members feel less involved, which had a 

negative effect on the sense of ownership and responsibility in the household. 

Furthermore, while some patients indicated that they would visit the CHW at home 

to continue support if the visits stopped, others thought they might stop or change 

the way they took their medication, as this patient testifies: 

“She encourages me to take my treatment. If she stopped visiting 

me, I would be sad because maybe I would be lazy to take my 

pills, telling myself that nobody will ever notice that I don’t take 

them regularly” (Female PLWHA, 21) 

The CHW tries not only to improve HIV-related behavior, such as treatment 

adherence and HIV-preventive behavior, but also to help patients incorporate a 

188



184 
 

between the CHW and the household, the CHW – as bridging social capital – might be 
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households, there is a bigger potential for help. As these patients receive less support 

from their households, the CHWs can play an important role in supporting the 
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CHWs may inform patients about the status of files drawn up by social workers. 

Moreover, CHWs help patients with housekeeping if the patient is too weak and 

provide both material support (e.g. financial resources or food) and emotional 

support.  

“I will be very hurt [if the visits from the CHW stop], because some 

of the things I want to say I can’t say them to my father, and 

sometimes I don’t have airtime to call my mother” (Female 

PLWHA, 22) 

Furthermore, the CHWs in this study also helped to involve households in disease 

management, for example by encouraging patients to bring a treatment buddy to the 

counseling sessions, which is required to start ART. When CHWs conclude that the 

house the patient is living in is not a supportive environment, they try to encourage 

the patient to move to another house. Similarly, in households where there is no 

awareness of the disease among household members yet, the CHWs try to 

encourage patients to disclose their status. 

“I tried to convince him but he says ‘no, I know my wife, what kind 

of person she is. So if I can tell her that, maybe she will leave’. 

They are worried of being rejected by the wife or husband. And 

the wife also said the same story up until I arranged, I said ‘I can 

be here when you disclose to your wife’. And also I said to the wife 
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‘I won’t mind’. I arranged one day for them.” (Community health 

worker, health facility 2) 

The CHWs surveyed in this study not only help with recognition of HIV/AIDS in the 

household, but also guide the household towards increasing HIV/AIDS competence. 

This is on the condition that patients, as gate keepers, allow their interaction. 
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help the household in the phase of exchanging and sharing knowledge and 

prevention skills. In such a climate of open communication, the PLWHA might 

communicate the knowledge they have gained about HIV/AIDS and prevention skills 

from the CHW to other household members, or other household members may ask 
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“Other families do not know everything. They usually ask from us, 

if this is right or not, although they are supporting the patient” 

(Community health worker, health facility 1) 
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and their households feel responsible and confident that they have the strength to 

effectively respond to the challenges of living with HIV/AIDS, instead of regarding it 

passively as the responsibility of the bridging partners. One CHW mentioned that the 

support sometimes made other household members feel less involved, which had a 

negative effect on the sense of ownership and responsibility in the household. 

Furthermore, while some patients indicated that they would visit the CHW at home 

to continue support if the visits stopped, others thought they might stop or change 

the way they took their medication, as this patient testifies: 

“She encourages me to take my treatment. If she stopped visiting 

me, I would be sad because maybe I would be lazy to take my 

pills, telling myself that nobody will ever notice that I don’t take 

them regularly” (Female PLWHA, 21) 

The CHW tries not only to improve HIV-related behavior, such as treatment 

adherence and HIV-preventive behavior, but also to help patients incorporate a 
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healthy lifestyle in their daily lives, for example, by advising them against mixing 

alcohol and ARVs: 

“There is time that I run away from her [CHW] when I’m drunk. 

Because I don’t take medication when I’m drunk and I know she is 

going to shout at me not to take my medication [emotional]” 

(Female PLWHA, 30) 

4.3.2 Living in a household with a high level of HIV/AIDS competence 

While it is easier for CHWs to offer treatment adherence support when patients feel 

responsible for their own health and live in HIV/AIDS competent households, the 

room for improvement is more limited.  

“The family takes the CCW’s [community care worker’s] role. 

Because I think if the family can remind the patient to take his/her 

medication, then everything will be fine” (Community health 

worker, health facility 4) 

Nevertheless, even a more HIV/AIDS competent household needs bridging social 

capital to access accurate information and resources from outside that can assist the 

household in its efforts to support the patient. Examples from the study include a 

CHW who checked whether patients were receiving the correct medication from the 

clinic and a CHW who formed a bridge between the patient and an official institution. 

Moreover, household members can also benefit from the CHW’s visits. Examples 

include a patient passing condoms received from the CHW to her/his household 

members; a CHW counting medication for a child in the house as well; and a CHW 

making a referral for household members to go to the clinic for a HIV test or other 

services needed: 

“I also speak to them [brothers]: if they tested, how is their life, 

and [whether] they are sure about their status. Then they said ‘no 

sisi, we are not sure about our status, but we are just encouraging 

our brother. But you can do’. And I say ‘can I do referrals so that 

you can go to the clinic?’. The two of them said ‘you can do’, the 
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third one said ‘no I’m always with him in the clinic so I can just go 

like that’.” (Community health worker, health facility 3) 

As members of HIV/AIDS competent households are more confident about making 

their stories and life experiences public in their communities, even neighbors 

sometimes benefit from CHW visits:  

“Sometimes she would find me with people and she can explain 

things to me, but she first asks if she can explain things in front of 

other people, and I would say ‘Yes they do know about this, please 

do come and explain to us, yes’. ” (Female PLWHA, 43) 

 Discussion 5

Masquillier et al. (2015) show that the HIV care continuum – which determines the 

pathway a patient will take after a positive HIV test (McNairy and El-Sadr 2012; 

Gardner and Young 2014) – exists almost entirely independently of the household 

(Masquillier, Wouters et al. 2015). However, home visits from a CHW providing 

treatment adherence support move the HIV care continuum closer to the PLWHA 

and his/her social environment. The aim of this article was to assess how dynamics in 

the patient’s household interacts with the community-based treatment adherence 

support.  

 

Despite the fact that CHWs try to present themselves neutrally when making home 

visits, our results indicate that the presence of a CHW is often seen as a marker of 

HIV/AIDS. In line with Goffman, markers of the disease transform HIV from a hidden 

to a visible disease, allowing people to label themselves or others as HIV-positive. 

This can trigger stigmatizing feelings or behavior (Campbell and Deacon 2006; 

Holzemer, Uys et al. 2007; Makoae, Portillo et al. 2009; Daftary 2012). In this regard, 

despite the advantages of bringing care closer to the community, community-based 

treatment adherence support also poses challenges for both patients and CHWs – 

depending on the HIV/AIDS competence of the household, among other factors. In 

response, both patients and CHWs employ strategies to disguise the real intention of 

the visits of the CHW. From a patient’s perspective, this can complicate hybrid 
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identity management. It can also make it more difficult for the patient to act as a 

gate keeper, i.e. to regulate the household’s role in disease management. As 

theorized by Goffman, individuals possessing stigmatizing attributes attempt to 

mitigate stigma by manipulating the information they share with others (Daftary 

2012). This study corroborates the findings of Remien et al. (2013), Ciambrone et al. 

(2006) and Gusdal et al. (2011), who found that confidentiality concerns were a 

potential barrier to participation in community-based adherence support programs 

(Ciambrone, Loewenthal et al. 2006; Gusdal, Obua et al. 2011; Remien, Mellins et al. 

2013). In the words of Gausset et al. (2012): “anonymity and confidentiality do at 

times shield PLHIV [people living with HIV] from stigmatization, but since it cannot be 

guaranteed by the current system, people (especially men), attempt to remain 

anonymous by avoiding CBO [community-based organizations] or seeking treatment 

in places where they are not known, which can delay their search for treatment” 

(Gausset, Mogensen et al. 2012: p.1040). From the CHW’s perspective the 

association with HIV/AIDS influences how CHWs are able to do their jobs, similarly to 

the community-based HIV/AIDS care providers surveyed in the study of Wools-

Kaloustian et al. (2009), who found that community care providers defined 

themselves as health counsellors in order to avoid the AIDS label and associated 

stigma (Wools-Kaloustian, Sidle et al. 2009).  

 

This article shows that the household environment of the patient interacts with the 

community-based treatment adherence support in different ways. On the one hand, 

a household located at the supportive end of the HIV/AIDS competence continuum 

will be more receptive to treatment adherence support, as the patient is more likely 

to allow interaction between the CHW and the household. In such a household 

context, PLWHA will have less fear of stigmatization and be more likely to embrace 

the identity of an HIV patient on ART (Masquillier, Wouters et al. 2015). This 

household context will facilitate the CHW’s work. However, as the household itself 

acts as a supportive and health-enabling environment for PLWHA, this support might 

have limited added value for the patient. Nevertheless, our results indicate that 

household members also benefit directly or indirectly from this bridging social 
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capital. For instance, a household which is a social space for dialogue and critical 

thinking can facilitate the dissemination of information from the CHW among 

household members. On the other hand, in a household which exhibits limited 

characteristics of HIV/AIDS competence, interaction with the treatment adherence 

supporter may be difficult in the beginning. Out of fear of stigmatization, prompted 

by negative pre-existing household dynamics or negative HIV-related precedents, 

PLWHA will try to present themselves as HIV negative by adopting a hybrid identity. If 

a patient decides not to disclose to some or all household members, a burden of 

secrecy is created (Masquillier, Wouters et al. 2015). In such a situation, visits from 

the CHW threaten this hybrid identity management. If the CHW handles this situation 

cautiously and the patient – acting as a gate keeper – allows interaction, the CHW 

may be able to help the household develop towards HIV/AIDS competence. This 

would have a more added value compared to a household which was more HIV/AIDS 

competent from the outset. For instance, the help offered to patients by the CHWs 

surveyed in this study during the phase of recognizing the reality of HIV/AIDS in the 

household echoes a key finding of the study of Root and Whiteside (2013), who 

found that a “care supporter’s agility at creating safe disclosure settings was felt to 

be one of their most important practices” (Root and Whiteside 2013: p. 5). However, 

our results also demonstrate that some household members become less involved 

when patients are receiving the CHWs’ support. Similarly, Nhamo et al. (2010) 

reported that interventions by outside professionals sometimes undermine local 

ownership unintentionally (Nhamo, Campbell et al. 2010). 

 

This study is subject to several limitations. First, we acknowledge that the selection 

bias present in this study means that the findings cannot be generalized to the most 

vulnerable patient groups. Patients who avoided treatment adherence support by 

not agreeing to the visits during counseling or by providing the incorrect address 

could not be reached during the participatory observations and interviews. Similarly, 

to avoid inadvertently disclosing a patient’s status, and to protect patients’ privacy, 

the CHWs did not perform treatment adherence support visits when it was unclear 

whether the people present were aware of the patient’s status. Furthermore, during 
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the time patients were given to reflect on their decision to participate, nine patients 

cancelled the interview. Three of these patients were no longer willing to participate 

in the interview, four were not at home on the date of the interview and we were 

unable to track them, and two were unable to attend because of work. These 

patients might also have been typical of the group that is most difficult to reach in 

the treatment adherence support program. Second, no household members were 

asked to participate in the study, with the aim of safeguarding the confidentiality of 

the PLWHA. However, some household members did participate in the interview 

spontaneously, which may be an indication of the openness to HIV/AIDS in that 

particular household. 

 

This article extends the notion of HIV/AIDS competence to the household. As one of 

the first studies to incorporate the intermediate role of the HIV/AIDS competent 

household, this article aimed to investigate comprehensively the impact of 

community-based adherence support on a patient’s care continuum. Future research 

could also advance our understanding of the importance of a patient’s social 

environment by applying the lessons learned from HIV/AIDS-related interventions to 

other chronic and non-communicable diseases.  In this respect, further research 

could make interesting progress by investigating the potential for making HIV/AIDS 

competent households into more comprehensive health-competent households. 

Moreover, our study provides additional support for Root and Whiteside’s (2013) 

recommendation that research should be carried out to determine whether 

community home-based care services create ripple effects between clients and 

household members (Root and Whiteside 2013). Our findings corroborate Bogart and 

colleagues’ statement that “interventions to improve adherence to HIV treatment 

may also need to take into account the household context of felt stigma and 

disclosure in order to be effective” (Bogart, Cowgill et al. 2008: p.252). In this regard, 

the current study shows that, in order for an ART program to be effective and 

sustainable, we must capitalize on the intermediate level of the household unit to 

optimize the impact of community-level adherence support. Further qualitative in-

depth research is imperative to improve our understanding of the (economic) role 
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and social positioning of the PLWHA within the HIV/AIDS competent household. 

Furthermore, analyzing HIV/AIDS competent households and the interaction with the 

CHW through a cultural and gender lens provides an interesting path for further 

research. Future research could make interesting progress by analyzing the studied 

interaction in the long run, aiming to capture the dynamic aspects of households 

more in depth. Furthermore, in accordance with socio-ecological theory, this study 

highlights the fact that interventions do not happen in a vacuum. In this regard, this 

article responds to the research need formulated by Kok et al. (2015) in their 

systematic review, where they state that “research which includes adequate 

descriptions and analysis of context is needed to provide evidence on the influence 

of contextual factors on CHW performance as the current evidence is not sufficient to 

assist policy makers to develop CHW programs and interventions that anticipate or 

make use of context” (Kok, Kane et al. 2015: p. 11). More specifically, this article adds 

to the limited evidence available on the influence that disease-related stigma has on 

the performance of CHWs.  

 

From a practice and policy perspective, this study provides us with multiple insights. 

First, the results show that in the phase of developing interventions, policy makers 

and researchers should look at how treatment adherence support can be made more 

sensitive to the context in which it is implemented. This insight is in accordance with 

Pawson and Tilley’s argument that the context in which a program is realized is as 

important for its success as are the technical details of this program (Nhamo, 

Campbell et al. 2010). The results indicate that there is a need to focus more on the 

household environment in HIV/AIDS care – in line with the findings of Garner et al. 

(2007) and Grey et al. (2006) (Grey, Knafl et al. 2006; Garner, Smith et al. 2007). In 

the words of McNairy and El-Sadr (2012), support measures should “be tailored to 

the social context and characteristics of the specific patient populations they serve” 

(McNairy and El-Sadr 2012: p.2). Second, the results demonstrate that generic 

HIV/AIDS care does not necessarily facilitate treatment adherence among the most 

vulnerable patient groups, particularly those lacking a supportive HIV/AIDS 

competent household context. Our study adds further weight to the 
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recommendation of Weihs et al. (2002) that “customization of interventions on the 

basis of family needs and styles might optimize outcomes” (Weihs, Fisher et al. 2002: 

p.25). This study also supports the call for using differentiated approaches for 

patients at low or high risk of being lost along the care continuum. This is essential, as 

antiretroviral treatment cohorts continue to expand, as does the need to retain 

patients over time with limited human resources. Those who are supported by their 

social environments and feel responsible for and confident about their ART might not 

experience as much benefit from the treatment adherence support provided by the 

CHW. Following the first few visits from a CHW, strategies are needed to guide these 

patients towards other forms of support that draw on the patient’s sense of 

responsibility, such as peer support groups (Luque-Fernandez, Van Cutsem et al. 

2013) or community ART groups (Decroo, Telfer et al. 2011). Such a differentiated 

approach could have a positive effect on the resources made available to patients 

who are identified as being in need of support during the CHW’s first visits. These 

patients, often living in less HIV/AIDS competent households, could benefit greatly 

from support but are more likely to fall through the cracks. As articulated by Spire et 

al. (2002) and Muñoz et al. (2011), social support needs are dynamic and unique to 

each individual, depending on existing networks, among other factors, meaning that 

“adherence strategies should vary over time to reflect the needs of the individual” 

(Spire, Duran et al. 2002; Muñoz, Bayona et al. 2011: p.1458). Third, attention should 

be paid to the fact that CHW support ought to build on a patient’s internal 

motivation, so that it stimulates his/her sense of ownership and responsibility as well 

as that of the household. The CHW should become a sort of coach, helping to 

incorporate disease management in patients’ daily lives so that patients are prepared 

to adhere to treatment even without the CHW’s support. Fourth, given the high HIV 

and TB co-infection rates, integrated TB and HIV treatment adherence support is 

vital. This is reflected in the current South African guidelines, the “National Strategic 

Plan on HIV, STIs and TB 2012-2016”. Treatment support for HIV and TB will even be 

extended to include other health conditions within the current re-engineering of 

primary health care (PHC). As part of this South African health care reform, it is 

envisaged that CHWs will join local ward-based PHC teams led by professional nurses 
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(Odendaal and Lewin 2014). Re-engineering PHC is important, because it will increase 

coordination and communication between services via CHWs (Muñoz, Bayona et al. 

2011). Additionally, the extension of the CHW’s role to include non-HIV services may 

also reduce their being perceived as markers of HIV. Future research could make 

interesting progress by investigating CHW visits that cover a broad range of health 

care tasks, paying attention to the context in which it is implemented.  

 Conclusion 6

In order to provide long-term quality care, treatment and support in a context of 

human resource shortages, pre-existing social dynamics in the social environment of 

the patient, such as the level of HIV/AIDS competence in the household, should be 
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ABSTRACT 

This autoethnographic paper reflects on the qualitative fieldwork I conducted in a 

township on the outskirts of Cape Town, South Africa. By exploring how a metaphor 

can assist in autoethnographic reflection, I aim to gain insight into how data can best 

be collected in deprived informal settlements characterized by high crime rates. This 

autoethnographic paper draws on the autobiographical materials of the researcher 

as primary data. This self-reflexive route, which relied on Erving Goffman’s 

dramaturgical metaphor, helped me to process my various fieldwork experiences in 

a more systematic manner. Attempting to reconcile my ‘work’ role – a professional, 

reliable and confidential advisor who observes objectively and neutrally – with my 

‘non-work’ role – my supposed real self – involved emotion management and the 

tools of the stage outlined by Goffman in order that the fieldwork could be 

conducted in an atmosphere of trust while maintaining a professional distance.  
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 Introduction 1

When stimulating a sociological vision, “the more acute people’s social marginality, 

the more likely they are to be keenly aware of their surroundings and to embrace 

the sociological perspective” (Macionis and Plummer 2005: p. 8). As a white, 

European, middle-class6 female sociological researcher interviewing black people 

living with HIV/AIDS (PLWHA) and community health workers (CHWs) in a deprived 

informal settlement characterized by high crime rates on the outskirts of Cape Town, 

South Africa, I am stepping out of my familiar routines and becoming the person “on 

the margins” (Macionis and Plummer 2005: p. 8). In the words of Otter, writing 

about his stay in a neighboring black township, “I’d never before been so conscious 

of my colour” (Otter 2007: p. 17). It is not only my white skin, but also my age, class 

and education – which shapes how I speak and what I value and believe (Ellis, Adams 

et al. 2010) – that contrast with those of my respondents.  

 

At the beginning of my fieldwork I unintentionally broke conventional interaction 

rules in the entirely new setting, thus gaining a clearer understanding of how people 

build interactions, how delicate these are and how ingrained the process is. 

“Fieldwork can be understood as processes where field reports and field analysis are 

determined by how the researcher interacts with and experiences the field” 

(Lundgaard Andersen 2012: p. 1), and it is therefore important that I reflect on these 

interactions during my fieldwork. To respond to this research need, the first aim of 

this article is to gain deeper insights into the data collection process which took 

place in the deprived informal settlement by writing in an autoethnographic style. 

Autoethnography is “an approach to research and writing that seeks to describe and 

systematically analyze (graphy) personal experience (auto) in order to understand 

                                                             
6 As Larkan and Van Wyk (2011) note on their research in similar conditions: “It should be pointed out 

that while I might generally consider myself to be middle-class, it has been argued that for those living in 

reduced circumstances such as we encounter here, my status would be seen as considerably higher” 

(Larkan and Van Wyk  2011: p. 49). 
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cultural experience (ethno)” (Ellis, Adams et al. 2010: p. 1). It is both a process and a 

product (Ellis, Adams et al. 2010). 

 

Studying social interaction in everyday life is the focus of micro-sociology (Rafalovich 

2006). One of the leading micro-sociologists of the twentieth century, Erving 

Goffman (1922-1982), enhanced our understanding of social interaction by using 

theater as the metaphor for social life (Goffman 1956; Kivisto and Pittman 1998; 

Dexter and LaMagdeleine 2002; Schulz 2012). His influential dramaturgical metaphor 

gave rise to sociological terms which have since become standard in the field, such 

as social actor and social role, amongst others (Lewis-Beck, Bryman et al. 2003). As 

articulated by Dexter and LaMagdeleine (2002), “a metaphor can indicate and 

predict a researcher’s thoughts and perceptions, as well as serve a generative or 

catalytic purpose” (Dexter and LaMagdeleine 2002: p. 362). As a metaphor’s goal is 

to reduce an unfamiliar, complex phenomenon to a more familiar, simpler term 

(Treviño 2003), it has the potential to facilitate autoethnography and thus “make 

personal experience meaningful and cultural experience engaging” (Ellis, Adams et 

al. 2010: p. 4). In this regard, the second aim of this article is to explore how using a 

metaphor can assist in autoethnographic reflection. Because Goffman’s 

dramaturgical metaphor depicts social interaction as a grand play, this paper reflects 

on the participatory observations and in-depth interviews I conducted from my own 

point of view as the researcher conducting the fieldwork. 

 The qualitative fieldwork 2

This autoethnographic paper draws on the autobiographical materials of the 

researcher, such as notes made during the fieldwork, the analysis and the writing 

phase of a qualitative study, as primary data (Boyd 2008). The fieldwork in this case 

focused on the interaction between pre-existing social dynamics in the patients’ 

environments and community-based adherence support for PLWHA in South Africa. 

Ethical approval for the qualitative study was granted by the Ethics Committee at the 

University of the Western Cape (13/10/55). Produced as part of a PhD project, the 

results of this research have been published in various international peer-reviewed 
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scientific journals (Wouters, Masquillier et al. 2014; Masquillier, Wouters et al. 2015; 

Masquillier, Wouters et al. 2015; Masquillier, Wouters et al. 2016).  

 

Qualitative research was conducted in collaboration with a local non-governmental 

organization (NGO) in a township on the outskirts of Cape Town between February 

and May 2014. Under the authority of the Western Cape Provincial Department of 

Health, this NGO trains community health workers (CHWs) in providing adherence 

support to patients receiving prophylaxis, antiretroviral treatment (ART) and/or 

tuberculosis (TB) treatment. We asked the CHWs to participate in the study in 

collaboration with district coordinators from the NGO in question, with the aim of 

minimizing interruption to service provision. CHWs who agreed to participate took 

us along on their daily visits to the houses of patients who met the following 

eligibility criteria: 18 years or older, HIV positive, and participating in the treatment 

adherence support program of the NGO in question.  

 

After the observations, patients were given time to reflect on their decision to 

participate in the in-depth interview. During this time, nine patients cancelled the 

interview. Of these nine, three were no longer willing to participate in the interview, 

four were not at home on the date of the interview and could not be traced, and 

two were unable to attend because of work. These patients might also have been 

typical of the group that is most difficult to reach in the treatment adherence 

support program. To prevent the inadvertent disclosure of study participants’ HIV 

status, and to make them as comfortable as possible, participants were permitted to 

choose the time and place of the interview themselves. 

 

In order to investigate the interaction between CHWs and their patients’ social 

environments, we collected data not only on the CHWs’ and patients’ experiences, 

but also on the interaction between the two parties. In total, four focus group 

discussions were organized with the 36 CHWs, either at the clinic or at the public 

library; 48 participatory observations were conducted when the CHWs from the NGO 

visited patients to provide community-based adherence support; and 32 in-depth 
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interviews were held with PLWHA. Of the 32 patients interviewed, 10 were male. All 

patients and CHWs were black and all spoke English and/or a local language. Ten 

patients had previously defaulted from ART, one of whom was still not taking 

treatment at the time of the interview. Treatment duration ranged from less than a 

month to more than 6 years on ART. Most patients were receiving the fixed dose 

combination. 17 patients reported experiencing side effects from their treatment. 13 

of the patients were on both ART and TB treatment. On average, a patient’s 

household numbered four members. 12 patients were not in a relationship, 11 

patients were living with a partner, and 9 were in a relationship but not living with 

their partner.  

 

During the qualitative part of the study, data was analyzed carefully by reading and 

rereading the field notes and transcripts of interviews and focus group discussions. 

The analyses were performed in accordance with the Grounded Theory procedures 

described by Strauss and Corbin (2008). Following the conceptualization of an 

HIV/AIDS competent household, a detailed description of which can be found in an 

article by Masquillier et al. (2015), the analysis focused on how pre-existing 

dynamics in a patient’s social environment interact with community-based 

treatment adherence programs (Masquillier, Wouters et al. 2016). It is accepted 

that, besides data triangulation and investigator triangulation, respondent validation 

also enhances the quality of the data (Mortelmans 2013). The researcher’s 

understanding of the data collected in this particular social setting was tested 

against the perceptions of members of that setting, namely the CHWs who 

participated in the study. 

 Goffman’s dramaturgical sociology 3

William Shakespeare’s memorable lines in As You Like It capture the central idea of 

Goffman’s dramaturgical sociology: “All the world’s a stage, / And all the men and 

women merely players; / They have their exists and entrances, / And one man in his 

time plays many parts” (As You Like It, Act II, Scene VII). The idea of the world being 

like a stage is the subject of Goffman’s PhD thesis, published as his first book with 
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the title The Presentation of Self in Everyday Life. In this micro-sociological work, 

Goffman investigates social interaction in terms borrowed from theatrical 

performance (Kivisto and Pittman 1998; Treviño 2003; Jacobsen and Kristiansen 

2014).  

 

Goffman’s dramaturgical metaphor allows the social scientist to study the day-to-

day social behavior of individuals in public, as though observing actors on stage 

attempting to convey to an audience a particular impression of the world around 

them (Kivisto and Pittman 1998; Schulz 2012). Introducing the dramaturgical 

framework, Goffman suggested that when individuals enter the presence of others, 

they commonly seek to acquire information about them, helping to define the 

situation and establish expectations about one another (Goffman 1956; Jacobsen 

and Kristiansen 2014). At the same time, the interlocutors seek to acquire 

information about the actor, with the same aim of inferring what can be expected of 

the other in the social interaction (Goffman 1956; Treviño 2003). To avoid ‘creating a 

scene’ – disrupting the social interaction and causing embarrassment – one should 

appear to be who one has claimed to be (Treviño 2003; Feder-Alford 2006).  

 

Each individual’s performance is described by Goffman as an attempt to form 

favorable impressions of themselves in the minds of others by conveying 

information – both consciously and unconsciously (Goffman 1956; Schulz 2012). 

There are many means of conveying the information to others as part of the 

presentation of the self or impression management (Goffman 1956; Raffel 2013). An 

individual (actor) or group (team) performance for an audience is crafted according 

to the setting (stage), through scripted dialogues (scripts), social roles (role), tone of 

voice and gestures (manner), dress (costume) and other objects (props) (Goffman 

1956; Kivisto and Pittman 1998; Feder-Alford 2006). Together, these aspects can 

function as a framework for analyzing any form of social interaction, including 

fieldwork 
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 Fieldwork through the prism of Goffman’s dramaturgical metaphor 4

Just as the physical environment of a play on the front stage provides a context and 

locates the action in a given space and time in the audience’s mind, the physical 

environment creates a context for social interaction. In sociological research, the 

setting always comes into play (Schulz 2012). The setting used in the study reported 

here, chosen by mutual agreement with the NGO according to the time and research 

budget constraints, was an impoverished black area characterized by an HIV 

prevalence of 19.1%; the number of TB cases is also one of the highest in the 

country, with 26 658 cases reported in 2011 (Odendaal and Lewin 2014). The setting 

also has high crime rates, especially with regard to murder, rape and drug-related 

crime (Gie 2009). This township on the outskirts of Cape Town consists 

predominantly of informal dwellings and the majority of our respondents had no 

formal street address. The patients’ homes formed the setting both for the 

participatory observations performed during treatment adherence support visits 

from CHWs and for the in-depth interviews with PLWHA. In contrast to theater 

conditions, I had little control over the ‘scenery’ for the fieldwork and it therefore 

differed from home to home. 

 

Elaborating on his dramaturgical metaphor, Goffman considers five key elements: 

actors, teams and roles; stages; scripts and props; costumes and masks; and 

audience and outsiders. In what follows, I reflect on the fieldwork within the 

framework of each of these dramaturgical elements.  

 Actors, teams and roles 4.1

The actors in this fieldwork were the PLWHA, CHWs and one male and one female 

fieldworker who were there to assist me, the principal investigator. The fieldworkers 

were selected, like the cast of a performance, by contacting other research institutes 

operating in the same township. While each actor had an individual role, the 

fieldworkers and myself were seen as a team on stage – as the ‘researchers from the 

university’. Team-mates, who are often dissimilar in important aspects, tend to be 

related to one another by bonds of reciprocal dependence in an interaction in which 
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voice and gestures (manner), dress (costume) and other objects (props) (Goffman 
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 Fieldwork through the prism of Goffman’s dramaturgical metaphor 4

Just as the physical environment of a play on the front stage provides a context and 

locates the action in a given space and time in the audience’s mind, the physical 

environment creates a context for social interaction. In sociological research, the 

setting always comes into play (Schulz 2012). The setting used in the study reported 

here, chosen by mutual agreement with the NGO according to the time and research 

budget constraints, was an impoverished black area characterized by an HIV 

prevalence of 19.1%; the number of TB cases is also one of the highest in the 

country, with 26 658 cases reported in 2011 (Odendaal and Lewin 2014). The setting 

also has high crime rates, especially with regard to murder, rape and drug-related 

crime (Gie 2009). This township on the outskirts of Cape Town consists 

predominantly of informal dwellings and the majority of our respondents had no 

formal street address. The patients’ homes formed the setting both for the 

participatory observations performed during treatment adherence support visits 

from CHWs and for the in-depth interviews with PLWHA. In contrast to theater 

conditions, I had little control over the ‘scenery’ for the fieldwork and it therefore 

differed from home to home. 

 

Elaborating on his dramaturgical metaphor, Goffman considers five key elements: 

actors, teams and roles; stages; scripts and props; costumes and masks; and 

audience and outsiders. In what follows, I reflect on the fieldwork within the 

framework of each of these dramaturgical elements.  

 Actors, teams and roles 4.1

The actors in this fieldwork were the PLWHA, CHWs and one male and one female 

fieldworker who were there to assist me, the principal investigator. The fieldworkers 

were selected, like the cast of a performance, by contacting other research institutes 

operating in the same township. While each actor had an individual role, the 

fieldworkers and myself were seen as a team on stage – as the ‘researchers from the 

university’. Team-mates, who are often dissimilar in important aspects, tend to be 

related to one another by bonds of reciprocal dependence in an interaction in which 
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the relevant definition of the situation is maintained (Goffman 1956). The 

fieldworkers used in this study spoke the respondents’ local language, lived in a 

neighboring township and shared a common culture. After every field visit day, I 

discussed the observations with the fieldworkers in order to discover and eliminate 

inaccuracies by having three observers who could cross-check each other’s findings – 

aiming to attain validity (Angrosino 2007). Although they were living in neighboring 

townships, the fieldworkers reported being shocked that fellow South Africans were 

living in such poor conditions. 

 

A crucial part of Goffman’s dramaturgical metaphor is the role (Kivisto and Pittman 

1998): the enactment of rights and responsibilities attached to a given character that 

an actor is attempting to portray (Goffman 1956; Schulz 2012). The fieldworkers 

acted as bridges between myself, the PLWHA and CHWs and were paid for assisting 

with the interviews and participatory observations. The aim was to make the 

respondents as comfortable as possible. The fieldworkers assisted in translating not 

only the questions and answers, but also the ingrained social norms of the local 

culture to me. Besides performing the treatment adherence support sessions, the 

role of the CHWs was to guide the research team to the patients’ houses during the 

fieldwork, among the informal dwellings with no formal street addresses. They also 

assessed whether the research team was welcome and whether the people present 

were aware of the patient’s status, in order to protect the patient’s privacy and 

avoid inadvertently disclosing their HIV status.  

 

To minimize the impact on the treatment adherence support sessions, the research 

team simply observed rather than participating. They adopted the ‘observer-as-

participant’ role, in which the researcher “is known and recognized, but related to 

the ‘subjects’ of study solely as a researcher” (Angrosino 2007: p.54). In this regard, 

we could compare the researcher’s role to the ‘stranger’, described by Simmel as an 

outsider who comes today and goes tomorrow (Simmel 1950). For some 

respondents, the interviews seemed to create a safe space for dialogue, in which I 

encountered “surprising openness – confidences which sometimes have the 
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character of a confessional and which would be carefully withheld from a more 

closely related person” (Simmel 1950: p. 404), as this respondent testifies: 

“I just share this information with you for the very first time 

today. I never told anyone about it” (Female PLWHA, 40 years) 

However, the ‘stranger’ is both near and distant at the same time. In Simmel’s words 

(1950): “the stranger is close to us, insofar as we feel between him and ourselves 

common features of a national, social, occupational, or generally human, nature. He 

is far from us, insofar as these common features extend beyond him or us, and 

connect us only because they connect a great many people” (Simmel 1950: p. 2). 

Between such nearness and distance, “there arises a specific tension when the 

consciousness that only the quite general is common, stresses what is not common” 

(Simmel 1950: p. 3). Because of our different backgrounds and characteristics, I 

feared that this distance would be enlarged by my association with the university, 

which Goffman notes can “foster the impression that the licensed practitioner is 

someone who has been reconstituted by his learning experience and is now set 

apart from other men” (Goffman 1956: p.29).  

 

I found that the fear of having a distance between the respondents and myself 

influenced my impression management. On the one hand, I wanted to project the 

image of a ‘professional’ – my ‘work role’ – and come across as a reliable and 

confidential advisor who observers objectively and neutrally. Thus, the ‘stranger’ 

who is somewhat distant from the respondent. On the other hand, I hoped that the 

respondents would see me primarily in my ‘non-work role’, so that they would feel 

comfortable sharing their stories – the ‘stranger’ with certain features in common. In 

this regard, Goffman (1956) explains that each actor “joins with his team-mates in 

maintaining the appropriate mixture of formality and informality, of distance and 

intimacy, toward the members of the other team” (Goffman 1956: p. 120). I found it 

a difficult exercise to maintain the balance between the two roles. The demands of 

my work role sometimes felt incompatible with the demands of my essential non-

work role, “my supposed real sel[f]” (Kivisto and Pittman 1998: p. 289). These 
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conflicting roles led me to ask myself many questions, such as: How emotionally 

involved can I become? What should I do in situations of deep distress due to 

poverty and despair? Where does my neutrality end when it comes to observing 

what is going on, to understanding the situation? When do I become part of the 

problem – or part of the solution? It felt to me that my role as a researcher created 

expectations among some patients that I could help them escape their impoverished 

situation, that my being there produced a spark of hope.  

 

Depending on the situation, I tried to selectively foreground either my ‘work’ or 

‘non-work’ role. For instance, despite the fact that respondents were free to decline 

to answer any question if they felt the information was too sensitive or personal, 

some questions led respondents to consider aspects of their lives they would not 

normally think about in great depth. In such situations, I gave priority to my ‘non-

work’ role by being sensitive to the participants’ boundaries. While I tried to stay in 

my ‘work’ role as a researcher using various tools of the stage, at certain times the 

lived experience of distress and poverty touched me so deeply that I could no longer 

simply observe the reality, but also wished to help, for instance by sharing my lunch 

or handing out extra vouchers for the supermarket, transporting patients too ill to 

walk to the clinic or offering money for a taxi. At such times, I found myself slipping 

out of my ‘work’ role. Goffman (1956) notes: “at moments of great crisis, a new set 

of motives may suddenly become effective and the established social distance 

between the teams may sharply increase or decrease, but when the crisis is past, the 

previous working consensus is likely to be re-established” (Goffman 1956: p. 107). 

 

Attempts to reconcile roles inevitably involve a certain amount of emotion 

management (Kivisto and Pittman 1998). However, Kivisto and Pittman (1998) argue 

that “when this happens, individuals have a wide variety of options, but ultimately 

none of them is likely to fully resolve the conflict; the best solution in many cases, is 

to gloss over the conflict by acting—by using the tools of the stage” (Kivisto and 

Pittman 1998: p.289-290). In what follows, I will discuss how these tools of the stage 
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assisted me in the constant struggle to maintain the balance between my ‘work’ and 

‘non-work’ roles. 

 Stages 4.2

As the necessity of staying in character as ‘the researcher’ on the front stage can be 

exhausting (Kivisto and Pittman 1998), the back stage – my home – provided me 

with an opportunity to take a break: the back stage is a place where actors address 

their emotional needs (Kivisto and Pittman 1998). The actor is allowed to ‘be’, 

without having to ‘perform’ (Schulz 2012), as “the back region will be the place 

where the performer can reliably expect that no member of the audience will 

intrude” (Goffman 1956: p. 70). On this stage “the performer can relax; he can drop 

his front, forgo speaking his lines, and step out of character” (Goffman 1956: p. 70), 

while the front stage is the “place where the performance is given” (Goffman 1956: 

p. 66). Just as actors have to stay in character, fulfil their roles and develop the 

favorable impression they wish to create during a performance before an audience 

(Kivisto and Pittman 1998; Treviño 2003; Schulz 2012), so too did I feel compelled to 

control my emotions during the fieldwork. I was especially affected emotionally 

when a respondent had a similar profile to my own (e.g. female, similar age), as I 

could more easily imagine myself in her role. I felt, however, that I could not show 

that I was affected by the respondent’s situation – I resisted slipping out of my work 

role. As Goffman (1956) notes, “it is in the front region that we may expect a tone of 

formality to prevail” (Goffman 1956: p. 78).  

 

The number of people present during the observations and interviews was 

determined by the front stage – the size of the house. Depending on the setting, the 

research team consisting of myself and a fieldworker of the same gender as the 

patient were joined by other actors. For instance, in a situation in which the female 

patient was very ill and lying in bed, the male fieldworker waited outside while the 

female fieldworker and I were joined by the CHW in order to create a more familiar 

and comfortable atmosphere. The respondents’ homes were often not more than 

one room, which was itself almost completely occupied by a bed. In this regard, the 
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use of space was also bound by the stage on which I was doing the performance. 

When a respondent invited me to sit on her bed to interview her, I felt as if I was 

invading her personal space but it seemed less of an issue for her. The local norms 

regarding space were much closer than what I was used to. While in my culture a 

social distance is used for encounters with strangers, during my fieldwork I noticed 

that the personal distance – reserved in my culture for friends and acquaintances – 

marked the appropriate distance for meetings between myself and respondents 

(Griffin 2006). 

 

The front and back stages coincided with the two sides of Table Mountain, which 

served as a natural buffer for me between the two worlds: the back stage, where I 

lived in a more wealthy area among doctors and pharmacists, enclosed by Table 

Mountain, and the front stage where I conducted the participatory observations and 

interviews, and where the PLWHA and CHWs lived, behind the mountain. As a 

landmark, Table Mountain serves as a reminder that both stages, which look and 

feel so far apart, are actually very close to one another, part of one city. This divide 

in living spaces has its roots in the 1913 Natives Land Act, which helped to lay the 

groundwork for the apartheid policy. Then, freedom became a reality only for the 

white minority, who instituted a policy of racial separation with the aim of 

controlling the black majority (Mahlangeni 2013): “questionable and historically 

inaccurate racial categories became indisputable realities once they were written on 

the landscape in the shape of bounded racialized spaces occupied by racialized 

subjects” (Glen Elder (1997) in Schuermans 2011: p. 107).  

 

The university, which is also located behind Table Mountain, served the large 

‘colored’ population of the Cape Peninsula and beyond during apartheid. Driving to 

the university and leaving the back stage of my home was like passing through the 

stage curtain. In dramaturgical analysis, the stage curtain is the permeable boundary 

between the back stage and the front stage, at which the actor’s transition from 

‘being’ to ‘performing’ takes place (Schulz 2012). Goffman notes that “we must keep 

in mind that when we speak of front and back regions we speak from the reference 
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point of a particular performance, and we speak of the function that the place 

happens to serve at that time for the given performance” (Goffman 1956: p.77). In 

this regard, while the township was the front stage on which the fieldwork was 

conducted, the university also served as a back stage at times – a private place 

where the actor prepares to go out on stage to perform (Kivisto and Pittman 1998; 

Schulz 2012). On the back stage, “the team can run through its performance, 

checking for offending expressions when no one is present to be affronted by them” 

(Goffman 1956: p. 70). Here, unlike in my home, team members – the fieldworkers 

assisting me – had access to the preparatory space and we could discuss together 

what should be changed about the participatory observations and interviews, about 

the performance (Kivisto and Pittman 1998). Data collection and analysis phases 

were alternated to inform subsequent fieldwork and to assess when data saturation 

had been reached. Furthermore, the university back stage also served as a storage 

space for physical items that could not be placed on the front stage (Kivisto and 

Pittman 1998), such as the audio-recording material and the completed consent 

forms and semi-structured interview guide. Thus, the data could be stored safely, 

beyond the reach of anyone not involved in the study and separate from any file that 

might enable the identification of participants.   

 Script and props 4.3

Another means of overcoming the tension between my work and non-work roles 

involved attempting to respect the script. In order to break the ice, I tried to 

introduce myself to the respondents in the local language, following a vital script: 

“Molo (Hello), Unjani? (How are you?) / Ndiphilile enkosi, unjani wena? (Fine, thank 

you, how are you?) / Ndiphilile enkosi (Fine, thank you)”. The word molo 

acknowledges the existence of the other person in the interaction, while ndiphilile 

literally means I am alive. This elaborate greeting, which helps smooth 

communication, is an “adjacency pair through which most greetings, opening and 

closings of conversations have an understated rule that as one speaks a line, so 

another makes the most appropriate conventional response to it” (Macionis and 

Plummer 2005: p. 174).  
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After entering the respondent’s house, the research protocol provided a clear script 

to follow when doing the field work. The distinct stages of this research protocol can 

be compared to scenes in a play (Kivisto and Pittman 1998). For example, if patients 

agreed to participate in an interview after the observation, a sheet giving more 

information about the interview would be handed over. Like the information leaflet, 

this sheet showed my cell phone number along with those of the fieldworkers and a 

professor with whom I was collaborating. Although respondents seldom made use of 

this phone number, it could be seen as a bridge between the front stage and my 

back stage.  

 

Before study enrolment, the purpose of the study, its design and aspects such as 

voluntariness and confidentiality were explained in an understandable way to the 

respondents. This information was also provided to them in the form of an 

information leaflet. Both the information leaflet and consent form were available 

both in English and the local language. Informed written consent was obtained from 

all participants in the study with regard to participation, audio recordings and the 

publication of the findings. The consent form and agreements made beforehand 

explained the rules for interaction and therefore helped participants in the 

interaction to define the situation and what they could expect of one another 

(Goffman 1956). While this was done to protect the respondents’ rights, it often felt 

to me that this consent form stressed my ‘work role’ too much and did not facilitate 

a relaxed atmosphere. The consent form also formalized tact, which can be seen as a 

mutual agreement made between participants “as a way of protecting the 

performer’s performance and ‘saving the show’“ (Treviño 2003: p. 36). Agreeing on 

how to assist in making repairs tactfully if the performance breaks down can help 

prevent embarrassment (Treviño 2003), for instance: if there was a question the 

respondent did not wish to answer, he/she could simply tell the research team so 

that they could go on to the next question.  

 

It was not possible to prevent embarrassment in all situations, however. For 

example, when two respondents were asked to sign the consent form, it emerged 
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that they were unable to read or write. In these two instances the information 

leaflet and consent form became a source of embarrassment for myself. In 

dramaturgical terms, embarrassment is “the discomfort that follows a spoiled 

performance. Goffman describes embarrassment simply as losing face” (Macionis 

and Plummer 2005: p. 172). Embarrassment reminds us of the fragility of 

performances or social interaction. One way I tried to avoid or overcome 

embarrassment was to refer to the differences between the interaction orders in my 

home country and South Africa. By making these differences clear, I hoped to 

anticipate potential violations of the interaction order on my part and to create a 

more relaxed atmosphere by inviting participants to look behind the scenes at my 

back stage. 

 

The script was determined not only by the consent form and agreements about the 

rules for the interview, but also by the structure of the semi-structured interview 

guide. Unlike a script for a play, scripted interaction during fieldwork is less formal 

and not mutual. During the study, the research team used the scripted conversation 

as a general outline rather than a word-for-word model and the respondents 

generally remained unaware of it (Kivisto and Pittman 1998). The interview followed 

a predictable pattern, although the particulars of the discussion differed between 

respondents. This was because the interviews were semi-structured, in order to 

ensure that the same topics were covered in each interview while also allowing 

unanticipated material to emerge. At the end of the interview the roles were 

reversed, in the sense that I invited the patients to ask us questions or introduce any 

other topic they would like to discuss. Respondents often asked, for instance, what 

my motives were for doing the research, or started talking about their religious 

beliefs.  

 

The script used outside of the patients’ houses was less clear to me than the scripted 

interactions we had during the observations and interviews inside. As a result, I 

inadvertently asked questions about taboo topics, such as the initiation rituals young 

men undergo. This question provoked reactions of embarrassment and fear that an 
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outsider might have heard and been offended. Another example was when I wrongly 

interpreted a group dismantling a recently stolen car as friends helping each other 

fix this car. As a result of my failure to understand their roles and the associated 

script, I greeted them in a very relaxed way, which might actually have helped to 

defuse this potentially dangerous situation. 

 

Because the script is less important in social interaction than it is in theater, other 

“sign-vehicles” (Goffman 1956: p. 1) which can be controlled more closely, such as 

props, may be used to convey a person’s role in a social interaction (Kivisto and 

Pittman 1998). Props are objects that the actor utilizes in order to express his or her 

role better (Schulz 2012). The consent form, information leaflet and audio-recording 

equipment all supported my work role as a researcher. All interviews except one 

were audiotaped; this allowed us to produce detailed transcripts, which served as 

the basis for data analysis and ensured accuracy. One respondent did not allow us to 

record the interview, because she was afraid the prop would result in the disclosure 

of her HIV status. She also hid other props associated with the performance, such as 

the information leaflet and consent form, from outsiders. The information leaflet, 

consent form and recording device functioned as brackets around the performance 

of conducting an in-depth interview. I noticed, for example, that I was more likely to 

slip out of my work role once the recording device had been switched off. Off the 

record, after the interview, the respondents and I tended to be more relaxed and to 

speak in more detail about my non-work role. In exchanging anecdotes about my 

personal life, I foregrounded my non-work role and afforded the participants a 

glance behind the scenes, which often created a relaxed atmosphere and allowed 

the respondents to laugh and offer comments of their own (Norrick 2009). 

 

Respondents who completed the interview received a voucher as a token of our 

appreciation for their time and cooperation. This voucher and the document they 

were asked to sign to record receipt constituted additional Goffmanesque props 

which marked the end of the interview. When leaving their houses after the 

interviews, I gave the patients a hug goodbye in an attempt to adopt the local norms 
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regarding personal space. Through this form of non-verbal communication, I hoped 

to stress my ‘non-work’ role and convey my feelings of caring for them. To stress our 

human similarities further, I also tried to sit lower than the respondent during each 

interview, on the floor or a little bench, “since using more space conveys a non-

verbal message of personal importance” (Macionis and Plummer 2005: p. 172).  

 Costumes and masks   4.4

Kivisto and Pittman point out that “no matter how well an actor understands his or 

her role, he or she must be capable of conveying it to an audience” (Kivisto and 

Pittman 1998: p. 276). One element crucial to actors is their personal front: 

characteristics that we most intimately identify with the performer, such as gender, 

age, racial characteristics, size, looks and facial expressions (Goffman 1956). As my 

personal front differed from those of both my respondents and fieldworkers in 

various regards, I tried to bridge the gap through clothes – the costume, in 

dramaturgical terms. An actor’s costume consists of the clothes that he or she wears 

in order to provide cues to other actors and to the audience about his or her role, 

since clothes are saturated with social meaning and provide clues about the wearer 

and his or her social status (Goffman 1956; Kivisto and Pittman 1998; Schulz 2012).  

 

As my white skin could be seen as a sign of wealth, I attempted to avoid further 

outward displays of wealth through my costume and props, both in an attempt to 

adapt to the wealth standards of my respondents and also for safety reasons. While I 

tried not to wear brands or outfits that suggested wealth, I still aimed to 

communicate a professional work role by wearing respectable, non-provocative 

clothes. The CHWs and fieldworkers advised me not to wear certain colors 

associated with particular political parties, as this could have been provocative at the 

time of the South African general elections – the period during which my fieldwork 

was conducted. Furthermore, when the fieldworkers became aware of the cues 

provided by the costumes and props of outsiders, which indicated that they were 

part of a violent gang operating in the area, they warned me that my safety could be 

threatened. As a result of the fieldworkers’ ability to understand the roles these 
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outsiders were playing, I spent one fieldwork day in the waiting room of the clinic 

while the fieldworkers conducted interviews in a gang-infested area. 

 

A mask allows an actor to make his or her role clearer to the audience. Goffman also 

noted, however, that an actor’s use of a mask may add an element of inauthenticity 

(Schulz 2012). The respondents in our study are likely to have received clear signals 

about my ‘work’ role as a researcher from the university logos on the information 

leaflet and consent form. When I was feeling too powerless to help a respondent I 

sometimes hid in some way behind my ‘work’ role as an objective researcher, much 

like an actor hides behind a mask. Thus the performer can “suppress his 

spontaneous feelings in order to give the appearance of sticking to the affective line” 

(Goffman 1956: p. 138). 

 

Gestures and use of space supplement spoken words in conveying information to 

others. By smiling and making eye contact in order to initiate social interaction, I 

hoped to stress my ‘non-work’ role. Similarly, by encouraging a ‘backstage style’, 

including reciprocal first-naming, I tried to make the front stage situation feel more 

like a back stage encounter in which respondents felt comfortable enough to share 

their back stage stories (Goffman 1956). Laughing together functioned as an 

invitation to reduce social distance and formality, and thus facilitated friendly 

interaction. It also helped to restore the fragile interactions when these were 

disrupted, for example when the fieldworkers indicated that I had unintentionally 

broken conventional interaction rules. In Goffman’s words (1956): “at such moments 

the whole dramaturgical structure of social interaction is suddenly and poignantly 

laid bare, and the line separating the team momentarily disappears. Whether this 

close view of things brings shame or laughter, the teams are likely to draw rapidly 

back into their appointed characters” (Goffman 1956: p. 149). Moreover, I hoped 

that this shared laughter would reduce the power distance and bring us together as 

participants, leveling the field as it were (Goffman 1956; Norrick 2009; Glenn 2010). 

However, as I was the one who generally stopped laughing first in order to get back 

to the interview, it also revealed the roles of interviewer and interviewee and our 
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developing understandings of the constraints and obligations of our roles (Glenn 

2010). In Goffman’s (1956) dramaturgical terms: “the performer can show not only 

that he is not bound by the official interaction but also that he has this interaction so 

much under control that he can toy with it at will” (Goffman 1956: p. 120). 

 Audience and outsiders 4.5

While the actors appear on both the front and back stages, the audience – the 

collective body reacting to the play – only has access to the former (Goffman 1956). 

It is assumed that the actor does not know anyone in the audience and that the 

audience have never seen the actor in this role before (Schulz 2012). The target 

audience for my research includes readers of the journal articles and any audiences 

to whom I present the results of the fieldwork, among others. Reactions from the 

audience provide feedback about whether each actor has succeeded in enacting his 

or her role (Schulz 2012). Similarly, questions or remarks from the audience for my 

presentation and/or publication give me feedback about my work. 

 

We should also consider individuals who are neither actors nor members of the 

audience, and who are not present during a performance, but who nevertheless 

have access to related information. With regard to my study, these individuals are 

the peer reviewers of scientific journal articles I write, the review board of the 

ethical committee and my academic supervisors. In Goffman’s words, the role of 

each of these figures is to “check up on the standards that performers maintain […] 

as a protective agent for the unsuspecting public, playing the role of audience with 

more perception and ethical strictness than ordinary observes are likely to employ” 

(Goffman 1956: p. 91 - 92). While I discussed both the script and the performance 

with my supervisors, the ethical committee and reviewers are only able to evaluate 

the script and a report of the performance. In such a report, the qualitative 

researcher should describe all aspects of his or her performance in a transparent way 

(Flick 2008). Often, reviewers evaluate this performance based on formal criteria, 

such as the “consolidated criteria for reporting qualitative research”, a checklist for 
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the explicit and comprehensive reporting of qualitative studies (Tong, Sainsbury et 

al. 2007).  

 

While the audience has access to the front stage via the peer-reviewed report of the 

performance, outsiders are excluded entirely (Goffman 1956). In Goffman’s (1956) 

words: “outsiders know neither the secrets of the performance nor the appearance 

of reality fostered by it” (Goffman 1956: p. 90). When an outsider unexpectedly 

intrudes on “a performance that was not meant for him, difficult problems in 

impression management arise” (Goffman 1956: p. 85). The degree of interaction 

between outsiders and the research team in our study was influenced by the setting. 

Where the houses were closer to each other, there was much more interaction with 

outsiders and much less privacy than in streets with pavements and more space 

between houses. During the performance, we tried to avoid interacting with 

outsiders, such as people in the house or community who may have been unaware 

of the patient’s HIV status, for instance by not sitting in the doorway so that 

outsiders could see us in the patient’s house. When outsiders were present, we did 

not reveal that the research was focused on HIV/AIDS; furthermore, the 

participatory observations were not performed and interviews were stopped when 

outsiders came onto the stage. Goffman (1956) explains that “a team must be able 

to keep its secrets and have its secrets kept […] because disclosure of different types 

of secrets can threaten a performance in different ways” (Goffman 1956: p. 87). The 

main reasons for keeping this secret were to avoid inadvertently disclosing a 

PLWHA’s status and to protect patients’ privacy. The respondents themselves also 

employed strategies to conceal the true purpose of the visit. As Goffman (1956) 

notes, “an intrusion may be handled by having those present switch to a definition 

of the situation into which the intruder can be incorporated” (Goffman 1956: p. 85); 

thus, the participants often introduced us as people doing research on TB – a disease 

seen as less stigmatizing than HIV. However, it was important which definition of the 

situation was switched to. One CHW told an outsider that my role was to collect a 

debt. Given the impoverished setting, characterized by high crime rates, this new 

definition of the situation did safeguard the patient’s status but also threatened my 
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safety. As a consequence, I did not participate in interviews in the same area on the 

next day.  

 

The importance of the civil inattention rule defined by Goffman became clear when 

outsiders broke this rule during the study. Normally, people who are in close 

proximity demonstrate that they are aware of one another by making brief eye 

contact, showing that they do not suspect each other of malice. Outsiders in the 

townships stared at me when I walked by, however, as the color of my skin made me 

stand out in the surroundings. This feeling was in line with those reported by 

respondents in Scheurmans’ (2011) work: “although a lot of people avoided the 

underprivileged neighborhoods completely, the people who had visited them said 

that they had not felt uncomfortable because of the crime threat, but because of the 

fact that they were the only white, middle class person around there” (Schuermans 

2011: p. 256). Nevertheless, when walking through the township – which is generally 

considered to be unsafe – I tried to look as though I felt comfortable and safe in the 

area. When I asked my fieldworkers whether my performance was successful on this 

point, they remarked that my body language in general gave the impression that I 

was relaxed. But just then, the tense way I was holding my fabric bag, which 

contained the props for the fieldwork, revealed that the opposite was true. As a 

result, I paid extra attention to my bag and tried harder to align my non-verbal 

communication with the impression I wished to convey. Consistent with Goffman 

theory, I discovered that non-verbal communication is much harder to control than 

verbal modes of expression (Goffman 1956). Similarly, the non-verbal 

communication of respondents sometimes said much more than their words. For 

instance, while talking about the impact that HIV has had on her life, a young 

woman’s eyes filled with tears and she looked away, unable to speak for a while. 

However, I was not always able to interpret respondents’ facial expressions 

correctly. For example, when one patient asked for more information in the local 

language, I inferred from her gestures and facial expression that she was very calm. 

The fieldworkers later told me that she had in fact been very angry. 
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 Discussion 5

This paper reflects on the qualitative fieldwork I conducted in a township on the 

outskirts of Cape Town through the lens of Goffman’s dramaturgical metaphor 

(Goffman 1956). My aim was twofold: firstly, to gain deeper insights into the data 

collection, and secondly, to explore how using a metaphor can assist in 

autoethnographic reflection. With regard to the first aim, this autoethnography 

taught me that my fieldwork was like a constantly shifting play which evolved based 

on ad hoc evaluations of the stage. The performance was flexible and varied 

according to the stage; this affected, for example, which costume would be worn 

depending on the people being visited and the broader context; which actors could 

be present depending on the size of the stage and the respondent; whether written 

or oral informed consent had to be requested depending on the respondent’s 

competence; whether secrets had to be kept and whether the performance had to 

be stopped depending on the presence of outsiders. Furthermore, the reflection 

allowed me to develop an understanding of how fieldwork consists of fragile social 

interactions in which many sources and carriers of information are used for 

impression management (Goffman 1956; Raffel 2013).  

 

For me, reconciling my ‘work’ and ‘non-work’ roles was the most difficult aspect of 

conducting fieldwork in this deprived informal settlement. The tension of this 

reconciliation recalls Simmel’s ‘stranger’, who is both near and distant at the same 

time (Simmel 1950). Trying to maintain the balance between such nearness and 

distance between myself and the respondents influenced my impression 

management. Similarly, bridging the gap between myself and my respondents – 

constructed by patterns of language, color and education – involved emotion 

management and the tools of the stage. On the one hand, I attempted to convey my 

‘work’ role as a professional, reliable and confidential advisor who observes 

objectively and neutrally. On the other hand, I hoped to foreground my ‘non-work’ 

role – “my supposed real sel[f]” (Kivisto and Pittman 1998: p. 289) – so that they 

would feel comfortable with me. By encouraging a backstage style, including 

reciprocal first-naming and laughter (Goffman 1956: p. 78), I wished to make the 
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front stage more like a back stage, so that respondents felt comfortable enough to 

share their back stage stories. However, at certain times the lived experience of 

distress and poverty affected me so deeply that I could no longer only observe the 

reality, but felt compelled to slip out of my work role and try to help. In the words of 

Larkan and van Wyk (2011), discussing research in similar circumstances, “I cannot 

remain the passive observer in these circumstances. I am forced to engage fully as a 

fellow human being” (Larkan and Van Wyk 2011: p. 48). At the same time, when 

feelings of powerlessness were predominant, I was able to hide in some way behind 

my role as an objective researcher, much like an actor hides behind a mask. 

 

This autoethnographic reflection also revealed that interactions in the township, 

outside of the patients’ houses, were much more difficult for me. Understanding the 

impression management of outsiders, their roles, scripts, costumes and props, was a 

challenge. Because of this, I violated the interaction order more often on this stage 

than in the patients’ houses, for instance by asking questions about taboo topics or 

misinterpreting criminal behavior. When entering the front stage, the house of the 

patient, the roles of interviewer and interviewee were much clearer. The research 

script gave me something to hold on to, as did the props bracketing the interaction. 

 

With regard to the second aim, this article demonstrates the value of using a 

metaphor as a guide for autoethnographic writing. The metaphor functioned as a 

catalyst or vehicle for reflection and clarification of the key themes and unexamined 

patterns in the fieldwork around which this paper centers (Dexter and LaMagdeleine 

2002). Because I was inevitably so personally involved in writing this 

autoethnography, whose subject is my own interaction, and because the process 

entails a high degree of subjectivity and emotionality (Anderson 2006; Atkinson 

2006; Ellis, Adams et al. 2010), the metaphor provided an invaluable framework for 

developing insights, reflecting and questioning what happened during the fieldwork 

(Gibbon 2012). Goffman’s metaphor has thus enriched my own emerging 

understanding of the fieldwork.  
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Nevertheless, I remained aware that relying on a metaphor could also narrow my 

thinking. As metaphors can be interpreted in multiple ways, I followed Dexter and 

LaMagdeleine’s advice (2002) to “hold conversations with people of various 

backgrounds about a conceptual metaphor [which] becomes a good way to quickly 

generate alternative avenues of thought” (Dexter and LaMagdeleine 2002: p. 378). 

Such conversations showed me the limits of Goffman’s dramaturgical metaphor 

when it came to understanding my fieldwork. They challenged me to push against 

these limits and think beyond where Goffman had guided me. In his later work, 

Goffman himself recognized the limitations of his dramaturgical imagery in capturing 

the entirety of the social experience (Treviño 2003). While his work is still compelling 

in its identification of key phenomena, critics have highlighted various flaws in his 

theory (Raffel 2013). For example, actors in a play attempt to convey an impression 

which is not real; my major concern, however, was to remain faithful to “my 

supposed real sel[f]” (Kivisto and Pittman 1998: p. 289). This conflicts with Goffman’s 

dramaturgical perspective, which “does not allow him [Goffman] to accept that 

anyone actually is, in the normal sense of the word, sincere” (Raffel 2013: p. 170). An 

in-depth study of micro-sociology and Goffman’s legacy is beyond the scope of this 

article; instead, the metaphor is used as a backdrop against which to frame my 

reflections. Future autoethnographic work could explore the use of other micro-

sociological theories and metaphors for reflecting on fieldwork. 

 

The product, this autoethnographic paper (Ellis, Adams et al. 2010), may be of 

interest for sociology instructors in illustrating the everyday relevance of sociology. 

Using Goffman’s dramaturgical insights as a framework for reflecting on qualitative 

fieldwork might be beneficial for teaching purposes. This paper can provide an 

example for students of how to “make meaningful connections between the 

conceptual subject matter of a sociology course and their own social worlds – 

‘cultivating a sociological perspective’” (Rafalovich 2006: p. 156). The subject of this 

autoethnography was inevitably determined by myself and does not, therefore, 

encompass the full reality of any given event or experience; it remains within the 

boundaries of the researcher’s own perspective (Boyd 2008). That said, this paper 
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contributes to the credibility of the overall PhD project, which is one of the key 

markers of quality in qualitative research (Tracy 2010).  

 

It has been said that an autoethnography often raises "more questions than it 

answers” (Boyd 2008: p. 216). First, the article showed that the ‘stranger’ role 

created a safe space for dialogue for many respondents. In this regard, the 

respondents’ feedback on the research reflected Nhamo and colleagues’ (2010) 

experience that “the interview setting had provided people with social spaces to talk 

about their doubts, uncertainties and experiences of HIV/AIDS in their own lives – a 

rare opportunity” (Nhamo, Campbell et al. 2010: p. 1665). It helped the respondents 

to process aspects of their own lives which they had rarely been able to do “through 

a lack of opportunity to process and discuss information in a safe and sympathetic 

context” (Nhamo, Campbell et al. 2010: p. 1665). Furthermore, my ‘stranger’ role 

also helped me to identify patterns which might have been too obvious for people 

living in that context. On the other hand, this autoethnography made me aware of 

all the disadvantages of being a ‘stranger’: I did not understand the respondents’ 

local language and was not always able to interpret their non-verbal communication, 

so I might have missed opportunities to probe further. A second question raised by 

this reflection is whether it might have been better to visit the patients without the 

CHWs to encourage more openness. At the same time, the CHWs were needed to 

find the patients’ houses in the jumble of alleys in the informal settlement. 

Furthermore, they were better placed to assess whether the research team was 

welcome and whether the people present were aware of the HIV patient’s status, in 

order to avoid inadvertent disclosure and to protect patients’ privacy. In certain 

instances, the presence of the CHW seemed to create a more comfortable interview 

setting for the patient. Third, I wonder now whether it would be possible for me to 

do the same type of fieldwork again in the future: I might be less naive and more 

aware of dangerous situations, making it difficult to appear as relaxed as I did. This 

reflection also made me question my respondents’ understanding of my own health 

status and whether this understanding affected their responses. As explained by 

Radley and Billig (1996), respondents’ narratives can be influenced by the health 
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status of the researcher: “while we are not told about the health status of the 

investigators, it is likely that they are understood as being ‘healthy’. […] In 

consequence, respondents with a medical diagnosis are nearly always in the position 

of speaking to people who are not only seen to be experts in these matters, but are 

also health-privileged in the interviewing relationship itself, by the very fact that the 

interview is taking place at all” (Radley and Billig 1996: p. 225). Future research 

should therefore take into account perceptions of the researcher’s health status 

when reflecting on qualitative research that focuses on respondents’ health. 

Another question this autoethnography raised is whether it is my role as a 

researcher to provide more assistance to people in need than the ad hoc help I 

provided when confronted with distressing situations. This reflection and my 

experiences in the field have taught me to have more information on hand about 

services and institutions that can provide more sustainable support, so that I can 

inform respondents about the possibilities of securing longer-term help.  

 

Schulz points out that “reflexivity of one’s behavior through impression 

management allows the individual to learn from past behaviors in order to make 

better decisions in the future” (Schulz 2012: p. 1), and the process of writing this 

autoethnography (Ellis, Adams et al. 2010) has shown me that the qualitative 

researcher grows and develops continuously in his or her role (Mortelmans 2013). 

This autoethnographic reflection taught me that the research process is influenced 

by how I balance my ‘work’ and ‘non-work’ roles and by how successful I am in 

impression management. I also discovered that there are cultural differences in the 

art of impression management. In Goffman’s dramaturgical terms: “given our 

general dramaturgical rules and inclinations for conducting action, we must not 

overlook areas of life in other societies in which other rules are apparently followed” 

(Goffman 1956: p. 157). Furthermore, by making me the person “on the margins” 

(Macionis and Plummer 2005: p. 8), the fieldwork caused me to step out of familiar 

routines and look at my own life and culture with a new awareness and curiosity. It 

forced me to look at my own culture through a foreign lens and see “the strange in 

the familiar” (Jubas and Seidel 2014: p. 20). The excitement of seeing familiar 
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meanings transformed (Berger 1963) is nicely described in ‘The Body Ritual Among 

the Nacirema’ by Horace Miner (1956). As Berger (1963) notes: “the fascination of 

sociology lies in the fact that its perspective makes us see in a new light the very 

world in which we have lived all our lives. This also constitutes a transformation of 

consciousness” (Berger 1963: 21). I found this to be another enriching aspect of the 

experience of stepping out of my familiar routine and becoming the person “on the 

margins” (Macionis and Plummer 2005: p. 8). 
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CHAPTER 7: CONCLUSION 

HIV/AIDS is a chronic illness requiring life-long treatment adherence (Van Damme, 

Kober et al. 2006). As a result, sufficient attention must also be paid to the 

psychosocial dimensions of chronic disease care (van Praag and Swai 2004). 

Mobilizing CHWs has become an important strategy in providing long-term, 

comprehensive treatment and support to the growing number of patients on the HIV 

care continuum (Lehmann and Sanders 2007; Mdege, Chindove et al. 2012; Wouters, 

Van Damme et al. 2012). Mobilizing the community also moves support closer to the 

PLWHA and his/her social environment (Lehmann and Sanders 2007; Celletti, Wright 

et al. 2010; Mdege, Chindove et al. 2012; Wouters, Van Damme et al. 2012).  

 

Following the emergence of socio-ecological theory, and the IFC model in particular, 

there is a clear need to investigate community-based treatment adherence support 

within the context of the household (Stokols 1996; Weihs, Fisher et al. 2002; Richard, 

Gauvin et al. 2011; Golden and Earp 2012; Wouters 2012). Since these theoretical 

frameworks emphasize the mutual influence and dynamic interplay of different 

environmental levels (Bronfenbrenner 1977; McLeroy, Bibeau et al. 1988; Stokols 

1996; McLaren and Hawe 2005; Sallis, Owen et al. 2008), it follows that it is not 

possible to empower an individual PLWHA within a health-enabling community 

without taking into account the families or households affected (Tawil, Verster et al. 

1995; Wouters 2012). To date, little empirical evidence exists with regard to how the 

family or household level interacts with the individual and community levels in a 

high-HIV-prevalence, resource-constrained setting. The aim of this PhD study is to 

address this research gap by investigating the intermediate role of the household 

level in community-based treatment adherence support programs for people living 

with HIV/AIDS . 

 

This concluding chapter will provide an overview of the general conclusions of this 

PhD research. First, I review the research aims outlined in the introduction. The 

research findings are then integrated in a modified socio-ecological model. 
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Subsequently, policy recommendations are formulated on the basis of the results. 

The chapter concludes with an outline of directions for future research. 

 Addressing the research aims 1

People living with HIV/AIDS (PLHWA) seldom live in isolation, yet community-based 

interventions for supporting chronic HIV patients have largely ignored the social 

contexts in which they are implemented. As socio-ecological theory and the IFC 

model clearly stipulate that the interrelatedness and interdependency between 

individuals and their immediate social contexts should be taken into account in all 

social interventions, the first research aim was to explore the interplay between 

community-based treatment adherence support and the family7 environment of the 

patient. This first research aim was divided into the following two sub-aims: 

 

Research aim 1.a Assessing the impact of the interplay between family dynamics and 

community-based treatment adherence support on the PLWHA’s treatment outcome. 

Chapter 2 provided a quantitative assessment of the interaction between peer 

adherence support and family dynamics in predicting ART outcomes. As one of the 

first studies to assess the potential moderating role of family dynamics, Chapter 2 

revealed a significant interaction effect between a treatment adherence 

intervention and the level of family functioning with regard to a specific treatment 

outcome (i.e. CD4 cell count). This interaction effect implies that the better a 

patient’s family functions, the stronger the positive effect of the intervention on the 

PLWHA’s CD4 cell count. Thus, patients living in well-functioning families benefit 

more from community-based treatment adherence support than do patients living in 

poorly functioning families. Family functioning was operationalized by the 

dimensions attachment and changeability, consistent with the Circumplex Model 

(Olson 2000). Families displaying low levels of attachment were found to be less 

capable of discussing personal issues and problems and family members tended to 
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go their own way (McCubbin, Thompson et al. 1996). In such a setting, community-

based treatment adherence support is unlikely to increase the HIV/AIDS competence 

of the family unit as a whole. In tight-knit families, however, knowledge related to 

HIV/AIDS and treatment is likely to be absorbed by the other family members 

(Mfundsi, Chiranjan et al. 2005), who can then provide additional support to the HIV 

patient in their midst. Families characterized by limited changeability are less 

capable of adapting to challenges – such as an HIV-positive diagnosis or the initiation 

of ART – and outside influences – such as a community-based adherence 

intervention (McCubbin, Thompson et al. 1996). Furthermore, multi-group analysis 

demonstrated that community-based treatment adherence support has a positive 

effect on immunological restoration in well-functioning families, but a negative 

effect in dysfunctional families. These findings build upon recent work by Rotheram-

Borus et al. (2010) in Thailand, where it was found that better family functioning was 

associated with better quality of life and better ART adherence levels (Rotheram-

Borus, Stein et al. 2010). In sum, Chapter 2 showed that the effectiveness of a 

treatment adherence support intervention depends on family dynamics. The present 

study extends the existing literature by providing additional insight into the crucial 

role of family dynamics in HIV/AIDS care, based on a theoretical foundation in family 

sociology and data drawn from a RCT. 

 

Research aim 1.b: Exploring the interrelationship and impact of community-based 

treatment adherence support and treatment buddying on the stigma experienced by 

PLWHA  

Chapter 3 responded to the research need cited by Christopher et al. (2011), who 

highlighted “the importance of considering and assessing potential unintended 

effects in evaluations of CHW programs” (Christopher, Le May et al. 2011: p. 9). Our 

findings indicated that external support – a CHW – can encourage the uptake of 

informal support, such as a treatment buddy. This result is in line with Apondi et al. 

(2007), who found that recipients of home-based antiretroviral care in Uganda were 

more likely to report family support and relationship strengthening (Apondi, Bunnell 

et al. 2007). At the same time, however, these authors raised concerns about the 
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Subsequently, policy recommendations are formulated on the basis of the results. 

The chapter concludes with an outline of directions for future research. 

 Addressing the research aims 1

People living with HIV/AIDS (PLHWA) seldom live in isolation, yet community-based 

interventions for supporting chronic HIV patients have largely ignored the social 

contexts in which they are implemented. As socio-ecological theory and the IFC 

model clearly stipulate that the interrelatedness and interdependency between 

individuals and their immediate social contexts should be taken into account in all 

social interventions, the first research aim was to explore the interplay between 

community-based treatment adherence support and the family7 environment of the 

patient. This first research aim was divided into the following two sub-aims: 

 

Research aim 1.a Assessing the impact of the interplay between family dynamics and 

community-based treatment adherence support on the PLWHA’s treatment outcome. 

Chapter 2 provided a quantitative assessment of the interaction between peer 

adherence support and family dynamics in predicting ART outcomes. As one of the 

first studies to assess the potential moderating role of family dynamics, Chapter 2 

revealed a significant interaction effect between a treatment adherence 

intervention and the level of family functioning with regard to a specific treatment 

outcome (i.e. CD4 cell count). This interaction effect implies that the better a 

patient’s family functions, the stronger the positive effect of the intervention on the 

PLWHA’s CD4 cell count. Thus, patients living in well-functioning families benefit 

more from community-based treatment adherence support than do patients living in 
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Borus et al. (2010) in Thailand, where it was found that better family functioning was 

associated with better quality of life and better ART adherence levels (Rotheram-

Borus, Stein et al. 2010). In sum, Chapter 2 showed that the effectiveness of a 

treatment adherence support intervention depends on family dynamics. The present 

study extends the existing literature by providing additional insight into the crucial 

role of family dynamics in HIV/AIDS care, based on a theoretical foundation in family 
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Research aim 1.b: Exploring the interrelationship and impact of community-based 
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Chapter 3 responded to the research need cited by Christopher et al. (2011), who 

highlighted “the importance of considering and assessing potential unintended 

effects in evaluations of CHW programs” (Christopher, Le May et al. 2011: p. 9). Our 
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(2007), who found that recipients of home-based antiretroviral care in Uganda were 

more likely to report family support and relationship strengthening (Apondi, Bunnell 

et al. 2007). At the same time, however, these authors raised concerns about the 
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impact of such HIV/AIDS care delivery on stigma, since “HIV remains a stigmatizing 

condition and home-based care may lead to public disclosure which could be 

associated with harm” (Apondi, Bunnell et al. 2007: p. 71). In this regard, Chapter 3 

showed that community-based treatment adherence support does increase the 

levels of experienced stigma. In contrast, this chapter also indicated that having a 

treatment buddy has a destigmatizing effect on the PLWHA, since treatment buddies 

are often people who live in the same household, who have their trust and 

confidence, who have accepted their HIV status and are committed to supporting 

them (Kunutsor, Walley et al. 2011). The indirect effect indicates that, by 

encouraging treatment buddy uptake, community-based treatment adherence 

support has a small, indirect negative effect on the level of stigma experienced. 

Overall, Chapter 3 demonstrated that interventions have both positive and negative 

unintended consequences. This was one of the first studies to investigate the 

unintended social side effects of community support interventions and the 

interrelationship between different kinds of support. This chapter underscores the 

importance of looking beyond the intervention’s intended effects in order to 

maximize the opportunities created by community-based adherence support and to 

minimize the adverse consequences that might threaten the successful chronic 

disease management of HIV/AIDS. 

 

As illustrated by our quantitative results (Chapters 2 and 3), a patient’s social context 

affects the impact of community support initiatives. In this quantitative study, 

however, we did not investigate the mechanisms by which the patient’s social 

environment hampers or facilitates the impact of community-based treatment 

adherence support programs. Additional qualitative research was therefore 

conducted to clarify the pathways through which household dynamics influence the 

success of a community-based adherence intervention. In this regard, the second 

research aim was to investigate how the patient’s household dynamics hamper or 

facilitate the impact of community-based treatment adherence support programs on 

the patient. More specifically, the following sub-aims were addressed: 
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Research aim 2.a: Conceptualizing a health-enabling household that supports the 

PLWHA – an HIV/AIDS competent household. 

In response to the research need to conceptualize a health-enabling household that 

supports the PLWHA along the care continuum, Chapter 4 described the road to 

“HIV/AIDS competence” at household level based on the qualitative data gathered. 

This chapter added to the existing literature by introducing the intermediate 

household level into HIV/AIDS competence research, in accordance with socio-

ecological theory and the IFC model. As the first study to extend the notion of 

HIV/AIDS competence to the household, this PhD research responds to the research 

need cited by Simoni et al. (2012), namely that “research on ART adherence among 

adults mainly considers the individual living with HIV in isolation, decontextualized 

from family and partner. Research on the barriers and facilitators of adherence 

largely ignores the potential impact of family structure and processes” (Simoni, Yang 

et al. 2012: p. 223). This chapter showed that, despite the fact that the road to 

HIV/AIDS competence at household level is fragile and liable to encounter various 

obstacles, the household has the potential to form a health-enabling environment for 

PLWHA. A household’s supportive response to disclosure allows a patient to live 

openly as HIV positive on ART in the household concerned, which may mark the start 

of the pathway to HIV/AIDS competence. This finding is in line with Rotheram-Borus 

et al. (2010), who stated that “only with disclosure can we mobilize the family and 

social relationships to provide support for the PLH [people living with HIV]” 

(Rotheram-Borus, Stein et al. 2010: p. 304). After household members have 

recognized the reality of HIV/AIDS, an environment can grow in the interaction 

between the PLWHA and his or her household which is able to respond to HIV/AIDS 

and can result in a positive lifestyle for all household members. HIV/AIDS competent 

households may serve as an important component of a durable and sustainable 

HIV/AIDS strategy, since such household environments encourage other household 

members to be tested for HIV and to disclose their status. How these feedback loops 

develop is specific to each particular household and depends on the household 

dynamics, among other factors. 
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Research aim 2.b: Examining the way in which HIV/AIDS competence in the household 

hampers or facilitates community-based treatment adherence support. 

In clarifying the pathways through which HIV/AIDS competence in the household 

influences the success of a community-based treatment adherence intervention, 

Chapter 5 responded to the research need cited by Colvin and Swartz (2015), namely 

that we need to understand “the ways in which CHWs form part of a broader 

tapestry of day-to-day life and care in community” (Colvin and Swartz 2015: p. 12). 

This chapter showed that, because of the various roles and tasks CHWs perform in 

the community, clinic and homes of PLWHA, their presence in the community is often 

associated with HIV/AIDS. While it does have the advantage of bringing care closer to 

the community, thus making care more easily accessible to community members, 

community-based adherence support also poses challenges for both patients and 

CHWs – depending on the HIV/AIDS competence in the household, among other 

factors. From a patient’s perspective, this association complicates hybrid identity 

management and makes it more difficult to act as a gatekeeper, i.e. to regulate the 

household’s role in disease management. From the CHW’s perspective, their 

association with HIV/AIDS influences how well they are able to carry out their work. 

Furthermore, Chapter 5 demonstrated that the degree of HIV/AIDS competence 

present in the PLWHA’s household affects both the work of the CHW and the 

associated benefits for the patient and his or her household members. On the one 

hand, then, while an HIV/AIDS competent household facilitates the CHW’s work, a 

CHW’s support may actually have limited added value for the patient. On the other 

hand, interaction may be more difficult in a household which exhibits limited 

characteristics of HIV/AIDS competence. At the same time, there is more potential to 

help: a CHW’s support might have more added value in such households compared 

to households which were more HIV/AIDS competent from the outset. Our findings 

support the statement made by Bogart et al. (2008) in their US-based research that 

“interventions to improve adherence to HIV treatment may also need to take into 

account the household context of felt stigma and disclosure in order to be effective” 

(Bogart, Cowgill et al. 2008: p.252). This chapter shows that there is a need to 

capitalize on the intermediate household level in order to optimize the impact of 
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community-level adherence support for an ART program to be effective and 

sustainable.  

 

General research aim: investigating the intermediate role of the household level in 

community-based treatment adherence support programs for people living with 

HIV/AIDS. 

By integrating the research results of two treatment adherence support programs, 

one of which was established in a research setting and the other in the actual health 

system, we responded to the recommendation of Dewing et al. (2014). These authors 

stated that “often the real-world utility of behavior change interventions developed 

and tested in RCT settings is limited”, meaning there was value in studying 

“interventions for ARV adherence [that have] been transferred into routine practice 

in Southern African settings, not necessarily in the context of RCTs” (Dewing, 

Mathews et al. 2014: p. 64). While the quantitative (Chapters 2 and 3) and qualitative 

(Chapters 4 to 6) data sets were analyzed separately in this PhD research, as part of a 

“partially mixed sequential equal status design”, the findings from the two research 

methods will now be integrated in the conclusions (Leech and Onwuegbuzie 2009; 

Östlund, Kidd et al. 2011). This type of methodological triangulation can allow us to 

confirm, challenge or explain the findings of the two methods (Rodriguez-García, 

Bonnel et al. 2013), resulting in a more comprehensive picture. The following section 

will sketch this picture.  

 Towards a modified socio-ecological model for community-based HIV care 2

This chapter presents a modified socio-ecological model for community-based HIV 

care with the aim of responding to the research gap cited by McLeroy et al. (2013): 

“one of the problems with many ecological models of social behavior is that they lack 

sufficient specificity to guide conceptualization of a specific problem or to identify 

appropriate interventions” (McLeroy in Baral, Logie et al. 2013: p. 2).   

 

Figure 1 presents a modified version of the ecological model, developed on the basis 

of the results of this PhD research. Square IV, on the outside, represents the health 
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policy level, with the arrow illustrating task-shifting as one response to the human 

resources shortage. Within the context of task-shifting, mobilization of the 

community brings care closer to the PLWHA and his or her family and household 

environment (Lehmann and Sanders 2007; Celletti, Wright et al. 2010; Mdege, 

Chindove et al. 2012; Wouters, Van Damme et al. 2012). Square III illustrates the 

HIV/AIDS competent community (cf. 2.2.3), which is enacted by a CHW in this PhD 

research, “located at the interface between households and the formal health 

system” (Schneider, Schaay et al. 2015: p. 10). Square II symbolizes this intermediate 

household level, at which there is a certain degree of HIV/AIDS competence (cf. 

2.2.2). Finally, Square I corresponds to the PLWHA, who has a hybrid identity – not 

positioned centrally in the household, but instead serving as a gatekeeper (cf. 2.2.1). 

The gatekeeping function represents an attempt by the PLWHA to regulate the 

involvement of the household in his or her HIV/AIDS disease management and the 

CHW’s visits, depending on their own perception of the household environment. The 

grey square may represent the PLWHA living either openly as HIV positive in the 

household or as a fellow household member, whose HIV status is unknown. The 

dotted lines in Figure 1 illustrate the fact that all of these levels are in continual 

interaction with each other (cf. 2.3), in accordance with the theoretical framework 

used in this PhD research. 

 

Figure1: Modified socio-ecological model within the context of community-based 

treatment adherence support for people living with HIV/AIDS 
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 PLWHA who have a hybrid identity, are on ART and live in an HIV/AIDS 2.1

competent environment  

Living with a chronic condition, such as HIV/AIDS, is complex and requires that self-

management behaviors be integrated into patients’ lifestyles and households (Ryan and 

Sawin 2009). The socio-ecological model and the IFC model imply that, in order to 

respond to the HIV/AIDS epidemic sustainably, patients must not only be able to 

manage their own health and disease, but also live in a health-enabling environment 

which fosters good health and provides support (Tawil, Verster et al. 1995; Grey, 

Knafl et al. 2006; Sallis, Owen et al. 2008; Brust, Shah et al. 2012; Aantjes, Ramerman 

et al. 2014). In the words of Sallis et al. (2008), “the basic premise of the ecological 

perspective is simple. Providing individuals with motivation and skills to change 

behavior cannot be effective if environments and policies make it difficult or 

impossible to choose healthful behaviors” (Sallis, Owen et al. 2008: p. 482). The 

likelihood that PLWHA will choose health-enhancing practices, such as HIV testing or 

safe sexual practices, is influenced by “the extent to which they live in social 

environments that enable and support this choice” (AIDS-Social Drivers Working 

Group 2010: p.10). Research has shown that a health-enabling context can improve 

the practice of long-term self-management amongst patients (Ansari, Ansari et al. 

2013; Aantjes, Ramerman et al. 2014). Extensive efforts are thus required in patients’ 

social environments to increase HIV/AIDS knowledge, reduce stigma, encourage HIV 

testing, improve health care-seeking behavior and encourage safe sexual practices – 

described in the literature as the need for AIDS competence (Lamboray and 

Skevington 2001).  

 

The socio-ecological and IFC models not only stratify multiple levels of influence on 

individual behavior in the interest of creating environments conducive to health 

promotion, but also stress the mutual influence and dynamic interplay among these 

levels (Bronfenbrenner 1977; McLeroy, Bibeau et al. 1988; Stokols 1996; McLaren 

and Hawe 2005; Sallis, Owen et al. 2008; Kaufman, Cornish et al. 2014). More 

specifically, the IFC model integrates the hybrid identity of the PLWHA, family 

functioning and AIDS competent communities (Wouters 2012). This PhD research 
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2013; Aantjes, Ramerman et al. 2014). Extensive efforts are thus required in patients’ 

social environments to increase HIV/AIDS knowledge, reduce stigma, encourage HIV 

testing, improve health care-seeking behavior and encourage safe sexual practices – 

described in the literature as the need for AIDS competence (Lamboray and 

Skevington 2001).  

 

The socio-ecological and IFC models not only stratify multiple levels of influence on 

individual behavior in the interest of creating environments conducive to health 

promotion, but also stress the mutual influence and dynamic interplay among these 

levels (Bronfenbrenner 1977; McLeroy, Bibeau et al. 1988; Stokols 1996; McLaren 

and Hawe 2005; Sallis, Owen et al. 2008; Kaufman, Cornish et al. 2014). More 

specifically, the IFC model integrates the hybrid identity of the PLWHA, family 

functioning and AIDS competent communities (Wouters 2012). This PhD research 

239



236 
 

extends this model (Wouters 2012), in that it elaborates on the intermediate 

household level by integrating the lessons learned in the Circumplex Model (Olson 

2000) and the idea of HIV/AIDS competence. In what follows, I first outline each of 

these levels separately before describing the interaction between them.  

 Different HIV/AIDS competent levels surrounding the PLWHA 2.2

AIDS competence reflects the idea that “health decisions are not made in social 

isolation” (Weihs, Fisher et al. 2002: p.16). Our results demonstrate that health 

behavior is interwoven with multiple social layers – in line with research conducted 

on PLWHA in China by Li et al. (2011). On the basis of the socio-ecological model and 

IFC model, it has been argued that we should focus not only on the dominant 

community-level approach, but also on the household level when building HIV/AIDS 

competent contexts that enable and support PLWHA’ choice of health-enhancing 

practices.  

2.2.1 PLWHA with a hybrid identity 

Since the roll-out of ART, the focus of the HIV/AIDS epidemic has shifted from 

treating HIV/AIDS as an acute illness likely to result in imminent death – as was the 

case when it was discovered in the 1980s – to today’s treatment of the illness as a 

chronic, yet manageable condition. As a result, HIV/AIDS requires patients’ continual 

engagement in the care continuum (van Praag and Swai 2004; Davey, Foster et al. 

2009; Ansari, Ansari et al. 2013). Not all patients follow the “ideal” path on the care 

continuum, which is a situation “in which HIV infection is diagnosed early and 

patients are continuously cared for and monitored until they become eligible for ART; 

at which time they are promptly initiated onto ART and become virally suppressed” 

(Hallett and Eaton 2013: p. S228). Patients’ ART histories show that the care 

continuum is “leaky” (Kilmarx and Mutasa-Apollo 2013: p. 59): during our study, 

some patients reported having dropped out of the care continuum at different 

stages, prior to their participation in the qualitative data collection. In this regard, our 

results on respondents’ ART histories support Hallett and Eaton’s (2013) modification 

of the traditional linear conception of the care continuum, which allows for multiple 

paths through the stages of the HIV care continuum (Hallett and Eaton 2013). For 
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instance, PLWHA who have been diagnosed but either lost from or not yet linked to 

regular pre-ART care and monitoring were more likely “to present for care via the 

side door on developing symptoms, and hence HIV testing may have an impact in 

helping patients initiate ART even if they are subsequently lost from care” (Hallett 

and Eaton 2013: p.S230). 

 

ART adherence is an important yet challenging goal in the durable and sustainable 

response to HIV/AIDS (Ware, Wyatt et al. 2006; Hermann, Van Damme et al. 2009). 

While measuring adherence is often problematic and a source of much debate 

(Kagee 2008; Peltzer, Ramlagan et al. 2012), the proxies of adherence used in this 

PhD research show that not all respondents were fully adherent (i.e. always taking 

medication as prescribed by their health care providers (Osterberg and Blaschke 

2005)). As an indirect means of measuring adherence, the available pill counts 

conducted by CHWs participating in the qualitative research showed that 60% of 

their patients’ pill counts had all been correct since the start of CHW support, while 

32% had had one incorrect pill count and 8% had had two incorrect pill counts. In the 

quantitative research, however, 85.3% of patients rated their own adherence as 

perfect. In comparison, a meta-analysis by Mills et al. (2006) indicates that a pooled 

estimate of 77% of the populations of the African studies included achieved 

adequate levels of adherence (Mills, Nachega et al. 2006). In a more recent survey 

conducted by Médecins Sans Frontières in the South African province of KwaZulu-

Natal, approximately half (52.1 %) of all HIV-positive patients were found to be ART 

adherent (Huerga 2014).  

 

In line with previous research, the PLWHA surveyed in this study experienced 

numerous barriers to navigating the care continuum successfully and adhering to ART 

(World Health Organization 2003; Nachega, Knowlton et al. 2006; Kagee 2008; 

Ncama, McInerney et al. 2008; Goudge and Ngoma 2011; Dewing, Mathews et al. 

2014). Respondents experienced difficulties with regard to regimen-related factors 

(e.g. side effects), patient-related factors (e.g. treatment fatigue, drug or alcohol 

abuse) and social context-related factors (e.g. non-disclosure due to fear of 
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stigmatization, lack of financial resources and food). Another important barrier which 

intensified the challenges of life-long treatment was HIV-related stigma – as reported 

in the existing literature (Collins, Holman et al. 2006; Deacon 2006; Nachega, 

Knowlton et al. 2006; Sweeney and Vanable 2016). In line with Goffman, the patients 

questioned as part of this PhD research found that markers of the disease served to 

transform HIV from a hidden condition into a visible disease (Campbell and Deacon 

2006; Holzemer, Uys et al. 2007; Makoae, Portillo et al. 2009; Daftary 2012). This 

allowed people to label themselves or others as HIV-positive, which could trigger 

stigmatizing feelings or behavior. HIV is particularly stigmatizing because it is a 

sexually transmitted infectious disease, associated with sexual behavior, perceived 

personal responsibility, perceived fatality and negatively regarded social groups 

(Belsey 2005; Balfour, Corace et al. 2010; Brown, BeLue et al. 2010; Sengupta, Banks 

et al. 2011; Pequegnat 2012).  

 

The results of this study show that, as one means of overcoming such barriers to 

daily adherence, adopting a hybrid identity may help PLWHA manage stigma if 

required by the social circumstances (Pierret 2003). As stated in the IFC model, “to 

achieve long-term adherence to ART, illness and treatment should both be integrated 

as part of a new, reconciled self. […] The new identity has to be a hybrid identity, 

susceptible and able to react to changes caused by external and internal conditions” 

(Wouters 2012: p. 373). If there is a need for stigma management, PLWHA may 

attempt to regulate their roles in the social environment by adopting a hybrid 

identity. Treatment should become integrated into patients’ daily lives to successfully 

navigate the care continuum (Médecins Sans Frontières 2013). For PLWHA to 

become “experts in the daily management of their condition” (Decroo, Rasschaert et 

al. 2013: p. 174), it is important that they acquire knowledge, share treatment 

experiences among peers and practice self-management skills (Decroo, Rasschaert et 

al. 2013). The self-managing PLWHA with a hybrid identity is illustrated by square I in 

Figure 1, above. 
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2.2.2 HIV/AIDS competent household 

Perhaps more than any other epidemic, HIV is an illness that affects the entire 

household (Rotheram-Borus, Flannery et al. 2005). Our results show that the 

household has the potential to form a health-enabling environment which provides 

sustainable support to the patient on his or her care continuum. This PhD research 

adds impetus to the research need cited by Myer et al. (2014) in their study on the 

co-enrollment of family members into care in Sub-Saharan Africa: “there has been 

relatively little attention given to the potential of family-focused approaches for 

enhancing outcomes of HIV care and treatment. Most ART services engage patients 

as individuals, with little attention to their families or other social contexts, despite 

evidence from other chronic conditions that family support can be a key determinant 

of outcomes” (Myer, Abrams et al. 2014: p. S244). Our results show that a household 

able to actively encourage a lifestyle that fosters good health is important for ART 

adherence. This finding is in line with the Brust et al. (2012) investigation of 

integrated home-based treatment for MDR-TB and HIV in South Africa (Brust, Shah et 

al. 2012). An HIV/AIDS competent household provides a context in which more 

effective HIV/AIDS management is possible by making prevention and treatment part 

of daily life in the household. In such an atmosphere, it is easier for respondents to 

cope with HIV/AIDS-related markers. It should be noted that HIV/AIDS competence 

can be thought of as a continuum along which households are positioned and can 

progress, sensitive to the household dynamics. Within the challenging context of 

vulnerabilities and multiple risks, aggravated by HIV/AIDS’s devastating impact, the 

road to HIV/AIDS competence is fragile and liable to encounter various barriers. At 

any moment, the development of HIV/AIDS competence in the household may be 

interrupted by complicating factors that emerge at individual or household level.  

 

Recognition of the reality of HIV/AIDS and the creation of a trusting and safe 

environment in which to respond to this disease are important aspects of building an 

HIV/AIDS competent household – represented by square II in Figure 1. When an 

individual’s HIV status is being transformed into a shared reality in the household, 

the PLWHA will carefully weigh the potential negative consequences, such as fear of 

242



238 
 

stigmatization, lack of financial resources and food). Another important barrier which 

intensified the challenges of life-long treatment was HIV-related stigma – as reported 

in the existing literature (Collins, Holman et al. 2006; Deacon 2006; Nachega, 

Knowlton et al. 2006; Sweeney and Vanable 2016). In line with Goffman, the patients 

questioned as part of this PhD research found that markers of the disease served to 

transform HIV from a hidden condition into a visible disease (Campbell and Deacon 

2006; Holzemer, Uys et al. 2007; Makoae, Portillo et al. 2009; Daftary 2012). This 

allowed people to label themselves or others as HIV-positive, which could trigger 

stigmatizing feelings or behavior. HIV is particularly stigmatizing because it is a 

sexually transmitted infectious disease, associated with sexual behavior, perceived 

personal responsibility, perceived fatality and negatively regarded social groups 

(Belsey 2005; Balfour, Corace et al. 2010; Brown, BeLue et al. 2010; Sengupta, Banks 

et al. 2011; Pequegnat 2012).  

 

The results of this study show that, as one means of overcoming such barriers to 

daily adherence, adopting a hybrid identity may help PLWHA manage stigma if 

required by the social circumstances (Pierret 2003). As stated in the IFC model, “to 

achieve long-term adherence to ART, illness and treatment should both be integrated 

as part of a new, reconciled self. […] The new identity has to be a hybrid identity, 

susceptible and able to react to changes caused by external and internal conditions” 

(Wouters 2012: p. 373). If there is a need for stigma management, PLWHA may 

attempt to regulate their roles in the social environment by adopting a hybrid 

identity. Treatment should become integrated into patients’ daily lives to successfully 

navigate the care continuum (Médecins Sans Frontières 2013). For PLWHA to 

become “experts in the daily management of their condition” (Decroo, Rasschaert et 

al. 2013: p. 174), it is important that they acquire knowledge, share treatment 

experiences among peers and practice self-management skills (Decroo, Rasschaert et 

al. 2013). The self-managing PLWHA with a hybrid identity is illustrated by square I in 

Figure 1, above. 

239 
 

2.2.2 HIV/AIDS competent household 

Perhaps more than any other epidemic, HIV is an illness that affects the entire 

household (Rotheram-Borus, Flannery et al. 2005). Our results show that the 

household has the potential to form a health-enabling environment which provides 

sustainable support to the patient on his or her care continuum. This PhD research 

adds impetus to the research need cited by Myer et al. (2014) in their study on the 

co-enrollment of family members into care in Sub-Saharan Africa: “there has been 

relatively little attention given to the potential of family-focused approaches for 

enhancing outcomes of HIV care and treatment. Most ART services engage patients 

as individuals, with little attention to their families or other social contexts, despite 

evidence from other chronic conditions that family support can be a key determinant 

of outcomes” (Myer, Abrams et al. 2014: p. S244). Our results show that a household 

able to actively encourage a lifestyle that fosters good health is important for ART 

adherence. This finding is in line with the Brust et al. (2012) investigation of 

integrated home-based treatment for MDR-TB and HIV in South Africa (Brust, Shah et 

al. 2012). An HIV/AIDS competent household provides a context in which more 

effective HIV/AIDS management is possible by making prevention and treatment part 

of daily life in the household. In such an atmosphere, it is easier for respondents to 

cope with HIV/AIDS-related markers. It should be noted that HIV/AIDS competence 

can be thought of as a continuum along which households are positioned and can 

progress, sensitive to the household dynamics. Within the challenging context of 

vulnerabilities and multiple risks, aggravated by HIV/AIDS’s devastating impact, the 

road to HIV/AIDS competence is fragile and liable to encounter various barriers. At 

any moment, the development of HIV/AIDS competence in the household may be 

interrupted by complicating factors that emerge at individual or household level.  

 

Recognition of the reality of HIV/AIDS and the creation of a trusting and safe 

environment in which to respond to this disease are important aspects of building an 

HIV/AIDS competent household – represented by square II in Figure 1. When an 

individual’s HIV status is being transformed into a shared reality in the household, 

the PLWHA will carefully weigh the potential negative consequences, such as fear of 

243



240 
 

stigma that may result in rejection, against its potential advantages, such as access to 

support. Evaluation of the consequences patients expect to face is based on the 

household context in which the respondent lives, among other factors. A household 

context characterized by balanced levels of attachment, changeability and 

communication facilitates disclosure – consistent with the Circumplex Model (Olson 

2000). Our results show that an appropriate level of attachment in the household, 

exemplified by emotional connectedness and supportive relationships, creates a 

positive climate in which to share one’s status. A household characterized by physical 

abuse and a lack of emotional connectedness or trust, on the other hand, 

discourages a patient from disclosing his/her status. Furthermore, the results also 

indicate that a certain degree of changeability makes the household more capable of 

adapting to challenges, such as the diagnosis of an HIV infection. For instance, in a 

household which has already been through the process of building up HIV/AIDS 

competence, the way has already been paved for a new HIV-positive household 

member. Nevertheless, the disclosure of a newly identified HIV-positive person’s 

status to fellow household members is still the first, and perhaps most difficult, step 

required. Thirdly, our results indicate that communication – represented by a climate 

of trust, honesty and open communication – is indispensable for creating a 

facilitating environment in which to disclose. Non-disclosure both outside and inside 

the household can undermine the building of HIV/AIDS competence. In the majority 

of the households surveyed in our qualitative study, PLWHA themselves were the 

change agents creating awareness and openness about HIV/AIDS. Subsequently, 

when a household responds supportively to disclosure, patients are able to live 

openly as HIV-positive on ART in the household concerned. In line with Pequegnat 

(2012), our results show that without this initial recognition of the reality, it is 

difficult to create an environment that is able to respond to HIV/AIDS.  

 

The three central dimensions of the Circumplex Model (Olson 2000) – attachment, 

changeability and communication, are important not only for facilitating the 

recognition of the reality of HIV/AIDS, but also for providing a good basis for building 

HIV/AIDS competence in the household. The results of this research show that open 
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communication was important for making progress in breaking the silence around 

HIV/AIDS, rather than simply recognizing the reality of this disease, which is key to 

the development of an HIV/AIDS competent household. In a safe social space for 

dialogue, household members can share the knowledge they have acquired through 

bridging social capital and talk with other household members in an informed way 

about the disease and its consequences at the individual and household levels. 

Awareness of HIV/AIDS goes hand in hand with the knowledge of the disease that is 

shared by household members. Since “stigma may have a role in cutting off discourse 

about HIV” (Pequegnat 2012: p. 8), members of an HIV/AIDS competent household 

are more likely to feel confident enough to seek information about prevention or 

testing. Furthermore, an atmosphere of dialogue and critical thinking is vital in giving 

individuals a voice with which to challenge issues that place their health at risk, such 

as the need for condom use. Attachment can be seen as an important facilitating 

dimension in creating a sense of solidarity and common purpose that allows 

household members to reach out to each other and tackle the disease’s impact on 

the household and the individual patient together. When the household builds a 

sense of solidarity and common purpose, this can provide additional support for the 

patient in their midst. As the development of an HIV/AIDS competent household is an 

ongoing interactive process, the aspect of changeability is also important in 

contributing to the maturation of HIV/AIDS competence in the household. HIV/AIDS 

competence is built in the interaction between the household and the PLWHA. As a 

change agent, the PLWHA creates awareness and openness about the disease and 

the need for behavior change to prevent further transmission to others in the 

household. A household characterized by changeability might also instigate a 

feedback loop, in which other household members are motivated to be tested 

voluntarily and counseled and to disclose their status, which is an important step in 

providing a sustainable answer to HIV/AIDS-related challenges.  

 

In sum, household functioning characterized by balanced levels of attachment, 

changeability and communication (Olson 2000) has been shown to facilitate 

disclosure and the building of HIV/AIDS competence in the household and to 
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contribute to its maturation. In this process, it is indispensable that households 

develop their own sense of responsibility about the response to HIV/AIDS and 

confidence in their own ability to become truly health-enabling environments for 

PLWHA. It is important that the household does not place the responsibility solely 

with bridging partners. Bridging social capital is required not only to obtain accurate 

information, but also to access resources from outside that can support households 

in their efforts to support patients. An example of bridging social capital are CHWs, 

who are discussed in the next paragraph. 

2.2.3 HIV/AIDS competent community 

It is important to engage communities in changing the structural context in order to 

ensure sustained individual behavior change directed at optimizing health outcomes 

(Kagee 2008; AIDS2031 Social Drivers Working Group 2010). In this respect, the five 

resources identified by Campbell et al. (Campbell, Nair et al. 2007), which were also 

found at household level, serve to foster HIV/AIDS competence in the community: (1) 

forming partnerships with bridging social capital (Lamboray and Skevington 2001; 

Campbell, Nair et al. 2007; Campbell 2009; AIDS2031 Social Drivers Working Group 

2010); (2) gaining, sharing and translating knowledge about HIV/AIDS into health-

enhancing behavior change (Alando 2005; Campbell, Nair et al. 2007; Campbell 2009; 

AIDS2031 Social Drivers Working Group 2010); (3) creating a social space for dialogue 

and critical thinking (Campbell, Nair et al. 2007); (4) fostering a sense of ownership of 

the problem and responsibility for contributing to its management; and (5) building 

solidarity and a common purpose (Campbell, Nair et al. 2007; Campbell 2009; 

AIDS2031 Social Drivers Working Group 2010; Nhamo, Campbell et al. 2010). 

Previous research has indicated that an HIV/AIDS competent community8 provides a 

context in which local people work together to face the challenges of HIV/AIDS and 
                                                             
8 Thanks to antiretroviral treatment, PLWHA who navigate the care continuum successfully now go 

through life with HIV/AIDS as a chronic medical condition, rather than an acute, fatal disease that will 

eventually reach the AIDS stage (Rhodes, Bernays, et al. 2009; Gausset, Mogensen, et al. 2012). In this 

conclusion we therefore make use of the term “HIV/AIDS competent community”, instead of the 

common usage of “AIDS competent community”, in line with Mathiot’s (2004) remark on the Self-

Assessment Framework for AIDS Competence.   
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thus optimize HIV/AIDS prevention, care and treatment (Nhamo, Campbell et al. 

2010; Campbell, Skovdal et al. 2012: 124). Kagee (2008) notes that “the extent to 

which communities are health-enabling is also relevant as a structural barrier to 

adherence” (Kagee 2008: p. 416). In Figure 1, square III illustrates the HIV/AIDS 

competent community. 

 

In the current context of human resource shortages in South Africa, various CHW 

interventions are being implemented to provide long-term psychosocial care to 

PLWHA at different stages of the care continuum, such as community-based 

treatment adherence support programs. Throughout this PhD research, CHWs were 

seen as an enactment of the HIV/AIDS competent community. However, it should be 

noted that HIV/AIDS competence at community level is much broader than 

community-based adherence support. The CHWs we surveyed were employed by an 

NGO or university and sometimes acted as bridges between their patients and official 

institutions – thus helping PLWHA to form partnerships with bridging social capital. In 

a more HIV/AIDS competent community, the association of the CHW with HIV/AIDS 

can make care more easily accessible for other members of the community. The 

second key aspect of HIV/AIDS competent communities relates to the role of CHWs 

in providing knowledge about HIV/AIDS. In the qualitative part of this research, CHWs 

reported participating in education and awareness campaigns in their clinics’ waiting 

rooms and assisting in “door-to-door” health promotion visits, during which they 

informed people about health-related topics. However, we found little evidence that 

these initiatives helped patients to translate knowledge about HIV/AIDS into health-

enhancing behavior change. This is a concern, as previous research has already 

shown that information alone has a limited effect and that skill-building should be an 

integral aspect of support programs (Alando 2005; Campbell, Nair et al. 2007; Bogart, 

Cowgill et al. 2008; Campbell 2009; AIDS2031 Social Drivers Working Group 2010). 

 

Previous research has shown that HIV-related stigma and discrimination within the 

community undermine effective HIV/AIDS management, thus creating barriers to HIV 
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contribute to its maturation. In this process, it is indispensable that households 

develop their own sense of responsibility about the response to HIV/AIDS and 

confidence in their own ability to become truly health-enabling environments for 

PLWHA. It is important that the household does not place the responsibility solely 

with bridging partners. Bridging social capital is required not only to obtain accurate 
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the problem and responsibility for contributing to its management; and (5) building 

solidarity and a common purpose (Campbell, Nair et al. 2007; Campbell 2009; 
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8 Thanks to antiretroviral treatment, PLWHA who navigate the care continuum successfully now go 

through life with HIV/AIDS as a chronic medical condition, rather than an acute, fatal disease that will 

eventually reach the AIDS stage (Rhodes, Bernays, et al. 2009; Gausset, Mogensen, et al. 2012). In this 

conclusion we therefore make use of the term “HIV/AIDS competent community”, instead of the 

common usage of “AIDS competent community”, in line with Mathiot’s (2004) remark on the Self-

Assessment Framework for AIDS Competence.   
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thus optimize HIV/AIDS prevention, care and treatment (Nhamo, Campbell et al. 

2010; Campbell, Skovdal et al. 2012: 124). Kagee (2008) notes that “the extent to 

which communities are health-enabling is also relevant as a structural barrier to 
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Young 2014), effective dialogue about HIV/AIDS (Nhamo, Campbell et al. 2010) and 

HIV-preventive behaviors (Logie and Gadalla 2009; Brown, BeLue et al. 2010; 

Sengupta, Banks et al. 2011), among other things. We might expect the fact that 

CHWs are markers of HIV/AIDS to be less stigmatizing in a fully HIV/AIDS competent 

community, since – as noted by Campbell et al. (2007) – stigmatization would be 

challenged in such a community and PLWHA and their households would be more 

likely to be treated with respect and dignity, which creates a more supportive context 

for HIV/AIDS care (Campbell, Nair et al. 2007). 

 The dynamic interrelationship between PLWHA and HIV/AIDS competent 2.3

environments 

Besides identifying the hybrid-identity PLWHA and the health-enabling environments 

of the HIV/AIDS competent household and community as separate levels, socio-

ecological models and the IFC model also emphasize the mutual influence and 

dynamic interplay among these levels (Bronfenbrenner 1977; McLeroy, Bibeau et al. 

1988; Stokols 1996; McLaren and Hawe 2005; Sallis, Owen et al. 2008; Wouters 

2012). After all, PLWHA attempt to shape their lives with HIV/AIDS and on ART within 

the broader social contexts of their households and communities. The IFC model 

teaches us that patients who are able to adapt their hybrid identities to different 

social situations are more likely to manage the chronic illness successfully on a long-

term basis (Wouters 2012). By outlining the interactions between the different 

environmental levels and the PLWHA, this chapter aims to respond to the warning of 

Kaufman et al. (2014) that separating factors into distinct levels can obscure the 

mechanisms that link them (Kaufman, Cornish et al. 2014). 

2.3.1 Interaction between PLWHA and HIV/AIDS competent households 

HIV/AIDS competence is built in the interaction between the PLWHA and his or her 

household. The road to HIV/AIDS competence begins with the recognition of the 

reality of HIV/AIDS by the household members. As mentioned above, in the majority 

of the households studied in this research it was the PLWHA themselves who acted 

as the change agents and created awareness and openness about the disease by 

disclosing their status. In line with the IFC model, our results show that contextual 
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factors, such as HIV-related and non-HIV-related household dynamics, can be 

external drivers of identity adaptation (Wouters 2012). The potential consequences 

of disclosure depend on the household context in which the PLWHA lives. By 

adopting a hybrid identity, a PLWHA may attempt to act as a gatekeeper, regulating 

the involvement of the household in his or her HIV/AIDS disease management. The 

extent to which this occurs will depend on the patient’s own perception of the 

household environment. Our results are in line with the “Disclosure Processes 

Model” of Chaudoir et al. (2011), which states that PLWHA are more likely to disclose 

to confidants and share their status when they have specific goals that encourage 

disclosure, such as seeking support or encouraging others to be tested, and less likely 

to disclose when perceived levels of stigma are high and they have specific goals that 

discourage disclosure, such as avoiding rejection (Chaudoir, Fisher et al. 2011). 

 

When he or she feels safe at home, a PLWHA may embrace the identity of an HIV 

patient on ART. In some households, however, it may have been another household 

member who triggered the shift towards HIV/AIDS competence. A patient who is 

encouraged to have a test either directly or indirectly by other household members is 

likely to disclose his or her status more readily to these household members. Thus, a 

household that is involved supportively from the start of the care continuum 

provides a good climate in which to build HIV/AIDS competence. These findings 

extend earlier research conducted by Rotheram-Borus et al. (2010) and Ncama et al. 

(2008), in that they shed further light on the way in which disclosure plays a role in 

ART adherence through household functioning (Ncama, McInerney et al. 2008; 

Rotheram-Borus, Stein et al. 2010). Following recognition of the reality of HIV/AIDS in 

the household, some patients in this study began acting as household health advisors 

by sharing information, encouraging other household members to be tested and 

preventing the spread of HIV in the household by distributing and using condoms. It 

is clear that, in more HIV/AIDS competent households, it is easier for PLWHA to deal 

with HIV/AIDS-related markers.  
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factors, such as HIV-related and non-HIV-related household dynamics, can be 

external drivers of identity adaptation (Wouters 2012). The potential consequences 

of disclosure depend on the household context in which the PLWHA lives. By 

adopting a hybrid identity, a PLWHA may attempt to act as a gatekeeper, regulating 

the involvement of the household in his or her HIV/AIDS disease management. The 

extent to which this occurs will depend on the patient’s own perception of the 

household environment. Our results are in line with the “Disclosure Processes 

Model” of Chaudoir et al. (2011), which states that PLWHA are more likely to disclose 

to confidants and share their status when they have specific goals that encourage 

disclosure, such as seeking support or encouraging others to be tested, and less likely 

to disclose when perceived levels of stigma are high and they have specific goals that 

discourage disclosure, such as avoiding rejection (Chaudoir, Fisher et al. 2011). 

 

When he or she feels safe at home, a PLWHA may embrace the identity of an HIV 

patient on ART. In some households, however, it may have been another household 

member who triggered the shift towards HIV/AIDS competence. A patient who is 

encouraged to have a test either directly or indirectly by other household members is 

likely to disclose his or her status more readily to these household members. Thus, a 

household that is involved supportively from the start of the care continuum 

provides a good climate in which to build HIV/AIDS competence. These findings 

extend earlier research conducted by Rotheram-Borus et al. (2010) and Ncama et al. 

(2008), in that they shed further light on the way in which disclosure plays a role in 

ART adherence through household functioning (Ncama, McInerney et al. 2008; 

Rotheram-Borus, Stein et al. 2010). Following recognition of the reality of HIV/AIDS in 

the household, some patients in this study began acting as household health advisors 

by sharing information, encouraging other household members to be tested and 

preventing the spread of HIV in the household by distributing and using condoms. It 

is clear that, in more HIV/AIDS competent households, it is easier for PLWHA to deal 

with HIV/AIDS-related markers.  
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In contrast, we found that PLWHA attempt to hide their HIV-positive status if they 

fear stigmatization. This finding is in line with Bogart et al. (2008), who stated that 

“stigma issues were intertwined with disclosure decisions” (Bogart, Cowgill et al. 

2008: p. 251). When patients do not disclose to some or all household members, a 

burden of secrecy is created – as noted by Bogart et al. (2008) in their US-based 

study among PLWHA. As a consequence, the PLWHA on ART is not able to live openly 

with his/her status in the household. Non-disclosure may allow individuals to deny 

the reality of HIV-related illness and the need for behavior change, which inhibits the 

development of HIV/AIDS competence in such a household context. In line with 

previous research (Nachega, Knowlton et al. 2006; Rotheram-Borus, Stein et al. 

2010), our results show that as a consequence of non-disclosure, the possibility of 

tapping into support from household members is restrained. In such a household 

context, visible markers of the disease will also need to be concealed as they may 

undermine hybrid identity management. The results of this research show that this 

also impacts treatment adherence, as Kagee (2008) notes in his research on 

adherence to ART in the context of the national roll-out in South Africa: “stigma 

against HIV may be a barrier to medication adherence mainly due to the interaction 

between adherence and disclosure. If patients are seen by members of their social 

constellation such as neighbors, family members, or friends, to be taking ART, this is 

likely to convey a signal that they are HIV positive or living with AIDS” (Kagee 2008: p. 

419). 

2.3.2 Interaction between PLWHA and HIV/AIDS competent communities 

By activating bridging social capital, the CHWs surveyed in our study helped PLWHA 

access resources from outside, such as condoms; helped with housekeeping; 

provided emotional support; and acted as bridges between patients and official 

institutions. The CHWs also helped patients overcome various barriers that made 

adherence more difficult.  

 

However, communities may vary in their capacity or readiness for collective action 

(Beeker, Guenther-Grey et al. 1998). In addition to their immense potential for 
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strength and support during times of need and crisis (Iwelunmor, Airhihenbuwa et al. 

2006), the existing literature has indicated that communities can also be potential 

sources of stigma (Holzemer, Uys et al. 2007). Our qualitative results showed that 

when the surrounding community was perceived as stigmatizing, some patients 

avoided health facilities located in their own communities. In such communities, the 

association of the CHW with HIV/AIDS is more likely to arouse stigmatizing feelings 

and to threaten the hybrid identity management of PLWHA, as it may encourage or 

force disclosure. These findings are in line with Low et al. (2013), who reported in 

their Kenyan study that stigma deters people from testing. The authors suggest that 

this stigmatizing effect might be avoided when an entire community is counseled and 

tested at home, as “it removes this ‘singling out’ effect”, blunting the impact of 

stigma on HIV testing uptake (Low, Pop-Eleches et al. 2013: p.104).  

2.3.3 Interaction between HIV/AIDS competent households and HIV/AIDS 

competent communities 

The literature on HIV/AIDS competent communities was an important source of 

inspiration in the conceptualization of HIV/AIDS competent households. In fact, there 

is a reciprocal relationship between the two concepts. For instance, an HIV/AIDS 

competent community plays an important role in gradually normalizing and 

demystifying HIV/AIDS, which assisted some of our respondents and the other 

members of their household in accepting the reality of their disease and its 

treatment. The CHWs surveyed in this study also helped in this, in that they assisted 

in “door-to-door” health promotion visits during which they informed people about 

health-related topics and invited them to be tested at a mobile testing site as part of 

an outreach program in the community. Another way in which an HIV/AIDS 

competent community provides an important facilitating context in which 

households can gain more HIV/AIDS competence is by providing opportunities to 

access bridging social capital, such as the CHWs studied in this PhD research. 

Households require bridging social capital not only to obtain accurate information, 

but also to access resources from outside that can support them in becoming better 

health-enabling household environments for patients.  

250



246 
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when the surrounding community was perceived as stigmatizing, some patients 

avoided health facilities located in their own communities. In such communities, the 

association of the CHW with HIV/AIDS is more likely to arouse stigmatizing feelings 

and to threaten the hybrid identity management of PLWHA, as it may encourage or 

force disclosure. These findings are in line with Low et al. (2013), who reported in 

their Kenyan study that stigma deters people from testing. The authors suggest that 

this stigmatizing effect might be avoided when an entire community is counseled and 

tested at home, as “it removes this ‘singling out’ effect”, blunting the impact of 

stigma on HIV testing uptake (Low, Pop-Eleches et al. 2013: p.104).  

2.3.3 Interaction between HIV/AIDS competent households and HIV/AIDS 

competent communities 

The literature on HIV/AIDS competent communities was an important source of 

inspiration in the conceptualization of HIV/AIDS competent households. In fact, there 

is a reciprocal relationship between the two concepts. For instance, an HIV/AIDS 

competent community plays an important role in gradually normalizing and 

demystifying HIV/AIDS, which assisted some of our respondents and the other 

members of their household in accepting the reality of their disease and its 

treatment. The CHWs surveyed in this study also helped in this, in that they assisted 

in “door-to-door” health promotion visits during which they informed people about 

health-related topics and invited them to be tested at a mobile testing site as part of 

an outreach program in the community. Another way in which an HIV/AIDS 

competent community provides an important facilitating context in which 

households can gain more HIV/AIDS competence is by providing opportunities to 

access bridging social capital, such as the CHWs studied in this PhD research. 
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but also to access resources from outside that can support them in becoming better 

health-enabling household environments for patients.  
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On the other hand, HIV-related stigma and discrimination, and local HIV-related 

myths within the community, serve to undermine effective HIV/AIDS management 

and create barriers to effective dialogue about HIV/AIDS (Nhamo, Campbell et al. 

2010) and HIV-preventive behaviors (Logie and Gadalla 2009; Brown, BeLue et al. 

2010; Sengupta, Banks et al. 2011), among other things. As households are not 

isolated from events that occur in the community, they might be influenced 

negatively when located in a less HIV/AIDS competent community. For instance, the 

household might feel ostracized and isolated if no one visits the household after the 

realization that they are affected by HIV/AIDS (Hosegood, Preston-Whyte et al. 

2007). 

2.3.4 Interaction between PLWHA, HIV/AIDS competent households and HIV/AIDS 

competent communities 

The qualitative results of this research show that the HIV care continuum – which 

determines the pathway a patient will take after being diagnosed with HIV (McNairy 

and El-Sadr 2012; Gardner and Young 2014) – exists almost entirely independently of 

the household. The CHWs, as bridging partners of the HIV/AIDS competent 

household, bring the HIV care continuum closer to the PLWHA and his/her social 

environment. As a consequence, there is a higher chance of interaction between 

CHWs and patients’ household members than is the case with regular health care 

provision at the facility. Thus, the CHW enters the household level. The results 

indicate that – despite the fact that CHWs attempt to present themselves neutrally 

when making home visits – their visits are often associated with HIV/AIDS. Because 

they are often a marker of HIV/AIDS, CHWs can complicate patients’ hybrid identity 

management, encouraging or forcing disclosure because community members begin 

to ask questions or because patients anticipate or react to concerns that may be 

articulated by their household members. Furthermore, the association between 

CHWs and HIV/AIDS can have the unintended adverse effect of exacerbating 

experienced levels of stigma. As mentioned above, PLWHA may act as gatekeepers, 

regulating the interference of their household in the CHW’s visit in an attempt to 

preserve their hybrid identity. Depending on the HIV/AIDS competence in the 
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household, a PLWHA who acts as a gatekeeper will be more or less likely to accept 

the support of the CHW and to involve the household in the treatment adherence 

support sessions.  

 

When living in a more HIV/AIDS competent household, in which the patient feels 

secure in his or her identity as a PLWHA on ART, it is easier for the PLWHA to cope 

with HIV/AIDS-related markers such as ART or CHWs’ treatment adherence support 

visits. In such a health-enabling environment, a patient will accept the community-

based adherence support visits more easily. Our results showed that, in some cases, 

another household member may even try to convince the PLWHA to accept the 

support. It is also easier for the CHW to perform their work when patients feel 

responsible and live in an HIV/AIDS competent household. In less HIV/AIDS 

competent households, on the other hand, PLWHA find it more difficult to cope with 

HIV/AIDS-related markers, such as the CHW’s visits, as these may threaten the 

patient’s hybrid identity management and make it more difficult for him/her to 

regulate the household’s role in disease management. In a household which exhibits 

limited characteristics of HIV/AIDS competence, interaction with CHWs may be 

difficult from the outset. As mentioned above, a burden of secrecy is created when 

patients do not disclose to all household members. For some patients, the only 

means of preserving their hybrid identity is to attempt to avoid the treatment 

adherence support visits. According to Goffman, “deviating from the standards of the 

regimen can be regarded as a technique for controlling information” (Meulemans, 

Mortelmans et al. 2002: p. 262). Patients who do accept the treatment adherence 

support visit may attempt to disguise its true purpose from those who are unaware 

of their status and at home at the time of the visit. If a patient does not want the 

CHW to complete the visit, he or she will try to make this clear to the CHW by 

winking, whispering or making excuses, saying it is not a good time. If the visit 

continues, both the patient and the CHW may employ strategies to conceal the 

purpose of the home visit. These strategies are not always effective, however, since 

they may themselves be associated with the clinic. 
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household, a PLWHA who acts as a gatekeeper will be more or less likely to accept 

the support of the CHW and to involve the household in the treatment adherence 

support sessions.  
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secure in his or her identity as a PLWHA on ART, it is easier for the PLWHA to cope 

with HIV/AIDS-related markers such as ART or CHWs’ treatment adherence support 

visits. In such a health-enabling environment, a patient will accept the community-

based adherence support visits more easily. Our results showed that, in some cases, 

another household member may even try to convince the PLWHA to accept the 

support. It is also easier for the CHW to perform their work when patients feel 
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HIV/AIDS-related markers, such as the CHW’s visits, as these may threaten the 

patient’s hybrid identity management and make it more difficult for him/her to 

regulate the household’s role in disease management. In a household which exhibits 

limited characteristics of HIV/AIDS competence, interaction with CHWs may be 

difficult from the outset. As mentioned above, a burden of secrecy is created when 

patients do not disclose to all household members. For some patients, the only 

means of preserving their hybrid identity is to attempt to avoid the treatment 

adherence support visits. According to Goffman, “deviating from the standards of the 

regimen can be regarded as a technique for controlling information” (Meulemans, 

Mortelmans et al. 2002: p. 262). Patients who do accept the treatment adherence 

support visit may attempt to disguise its true purpose from those who are unaware 
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they may themselves be associated with the clinic. 
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The IFC model indicates that the potentially destructive impact of HIV/AIDS can be 

mitigated and that the constructive impact of preventive efforts can be increased by 

factors at the intermediate environmental level surrounding the patient (Wouters 

2012). The significant interaction effect found in this research indicates that the 

better the affected family functions, the stronger the positive effect of the 

intervention will be on the patient’s CD4 cell count. In this regard, our quantitative 

results demonstrate that patients in well-functioning households benefit more from 

the support provided by the peer adherence support program than do patients living 

in poorly functioning households. The results also show that households that form 

tight units and can adapt easily to external changes are the ideal environments for 

CHW initiatives. In contrast, dysfunctional households that have difficulty adapting to 

change are not able to translate community-based adherence support programs into 

better ART outcomes at patient level. However, just as the quantitative results 

demonstrate that the intermediate family level plays a crucial role in improving 

physical health outcomes in HIV patients, our qualitative research also shows that 

HIV/AIDS competence in the household influences the way in which patients and 

their households can benefit from this support. If the CHW handles the house visits 

cautiously and the patient – acting as a gatekeeper – allows interaction, the CHW 

may be able to create involvement and provide support at household level. Similarly, 

the quantitative results indicate that receiving community-based adherence support 

has a positive influence on the likelihood that a patient will seek support from a 

treatment buddy; the qualitative research, too, showed that CHWs encouraged 

patients to bring a treatment buddy to their counseling sessions. The qualitative 

results also reveal that CHWs may attempt to involve a patient’s household in 

disease management, for instance, by encouraging patients to disclose in households 

where the other household members are not yet aware of their disease status. The 

CHWs surveyed in this study not only helped with the recognition of HIV/AIDS in the 

household, but also supported the household in the phase of exchanging and sharing 

knowledge – depending on the degree to which a culture of open communication 

and a climate of trust were already in place. It is clear, then, that household members 

can create a safe space for dialogue and critical thinking by sharing the knowledge 
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acquired from the CHW and by talking together in an informed way about the 

disease and its consequences at the individual and household levels.  

 

In line with the IFC model, our results show that the household context not only 

increases the constructive impact of community-based adherence support programs 

in certain conditions, but may also mitigate the unintended negative side effects. For 

example, the potential unintended negative consequences of CHWs’ support visits 

with regard to stigma may be mitigated by the intermediate household level. More 

specifically, we found that the increase in treatment buddy uptake fostered by 

community-based adherence support had a small negative indirect effect on the level 

of stigma experienced. The qualitative results demonstrate that, while CHWs attempt 

to present themselves neutrally when making home visits, they are often seen as 

markers of HIV/AIDS. As a consequence of the adoption of a hybrid identity, self-

selection protected most of the patients in our sample from experiencing 

stigmatizing responses to disclosure. In more HIV/AIDS competent households, 

PLWHA have less fear of stigmatization and are more likely both to embrace the 

identity of HIV patients on ART and to seek support from a treatment buddy in the 

house. In such a household context, it is easier for PLWHA to cope with HIV/AIDS-

related markers, such as the visits of the CHW – and thus limit stigmatizing feelings. 

These findings respond to the research need cited by Decroo et al. (2013), who 

stated that “the impact of the visibility of HIV related activities on stigma in the 

community needs further investigation” (Decroo, Rasschaert et al. 2013: p. 178). 

 

The surrounding community can also benefit from the support of the CHW. We found 

that PLWHA living in HIV/AIDS competent households were typically more confident 

about sharing their stories with the surrounding community. Our results show that 

these PLWHA attempted to encourage others to have themselves tested, to practice 

safe sex and to adhere to the treatment regime. By testifying about their own lived 

experiences to other community members, these PLWHA can have a positive impact 

on the community in terms of its understanding and acceptance of HIV/AIDS. 
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2.3.5 The dynamic interrelationship between the fieldworkers, the PLWHA, their 

households and communities 

In this PhD research, an interesting comparison can be drawn between the support 

provided by the CHWs and the researchers’ fieldwork. A typical characteristic of 

CHWs – who often live and work in the communities they serve – is that they enter 

the patients’ households. Kelly et al. (2000) define such an entry as “the processes by 

which an individual from one system enters a new system” (Kelly, Ryan et al. 2000: p. 

149). The research team, on the other hand, belonged neither to the community nor 

to the household and was therefore less of a marker of HIV/AIDS than the CHWs. In 

Figure 1, the fieldwork team is depicted as a moving piece, entering all levels. The 

autoethnographic reflection presented in Chapter 6 indicated that the researcher’s 

role could be compared to the ‘stranger’, described by Simmel as an outsider who 

comes today and goes tomorrow (Simmel 1950). This ‘stranger’ role created a safe 

space for dialogue for many respondents in which they could talk openly about their 

experiences of HIV/AIDS. At the same time, however, the ‘stranger’ is distant. In this 

respect, the fieldworkers also provoked questions from household and community 

members about the reasons for their visit. 

 

The autoethnographic reflection also indicated that the fieldwork was flexible and 

varied according to the social context and interactions; for example, the number of 

people present during the visit depended on the size of the patient’s house and the 

respondent’s situation; similarly, the need for either written or oral informed consent 

was dictated by the respondent’s literacy. As noted by Goffman, communication is 

indispensable in these social interactions (Olson, McCubbin et al. 1983). This PhD 

research showed that communication is central not only in fieldwork, but also in the 

CHWs’ work and in the household dynamics of an HIV/AIDS competent household. 

Hydén observes that “situational factors play a decisive role in the construction of 

narrative and that we continually produce new narratives in new contexts” (Hydén 

1997: p. 52): communication in each of these fragile social interactions might 

therefore need to be adapted to the context. For instance, a degree of secrecy may 

have been required or the observation of the interview might have been stopped 
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altogether if outsiders were present. Furthermore, just as patients adopted a hybrid 

identity depending on the perceived attitudes of household members, they may also 

have adopted a particular style of narrative in communicating with the research 

team, depending on their perceptions of the researchers’ own health status – as 

suggested by Radley and Billig (1996). In line with the socio-ecological framework, 

the autoethnographic reflection illustrates that “the properties of the environmental 

context in which research is carried out influence the processes that take place 

within that context and thereby affect the interpretation and generalizability of the 

research findings” (Bronfenbrenner 1977: p. 516). 

 

An emphasis on anonymity and confidentiality – which was typical of both the 

interventions and the fieldwork – can paradoxically be counterproductive with regard 

to stigmatization (De Cock, Mbori-Ngacha et al. 2002; Gausset, Mogensen et al. 

2012). De Cock et al. (2002) stated, for example, that “the quest for secrecy 

promotes rather than breaks the destructive silence around HIV/AIDS” (De Cock, 

Mbori-Ngacha et al. 2002: p. 69). Our qualitative results do indeed show that CHWs 

and patients themselves disguised the actual reason of the home visits if there were 

members of the household or community present who were unaware of the 

patient’s HIV status. In a similar manner, strategies were employed to conceal the 

true purpose of the fieldwork; for instance, the research team were introduced as 

people doing research on TB – a disease seen by these respondents as less 

stigmatizing than HIV. Neither the qualitative nor quantitative fieldwork was 

identifiable as research on HIV/AIDS for those who were unaware of the patient’s 

status. The quantitative questionnaire was presented to the household members as a 

provincial survey of household health and welfare, with the aim of ensuring 

confidentiality. The reflection exercise on the qualitative fieldwork reveals that this 

part of the research, too, was conducted within an atmosphere of secrecy with the 

aim of ensuring patients’ right to confidentiality. Again, the fieldwork team, CHWs 

and respondents employed strategies to conceal the actual purpose of their research 

when they were not sure whether everyone present was aware of the patient’s HIV 

status; furthermore, participatory observations and interviews were not performed 
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in order to protect patients’ privacy if there was a risk that a PLWHA’s status would 

inadvertently be disclosed. However, this policy was complicated by the presence of 

the CHW, who is often considered a marker of HIV/AIDS. One of the questions raised 

by the autoethnographic reflection in this respect is whether it might have been 

better to visit patients without the CHWs, in order to encourage more openness and 

avoid disclosing a patient’s status inadvertently. At the same time, however, the 

CHWs were needed to help the researchers find the patients’ houses in the jumble of 

alleys running through the informal settlements; to assess whether the research 

team was welcome and whether the people present were aware of the HIV patient’s 

status; and also to create a more comfortable interview setting for certain patients.  

 

It appears that these attempts to limit the unintended consequences of the research 

– strategies that can be compared to CHWs’ attempts to present themselves 

neutrally when making home visits – resulted in a selection bias. In the quantitative 

part of the research, when CHWs were asked about the reasons for patients’ 

withdrawal from the study in the post-intervention evaluative focus group 

discussions, they mentioned fear of inadvertent disclosure, feelings of shame and 

concerns about what the neighbors would say, among other factors. A similar 

selection bias was also identified in the qualitative part of the research: certain 

patients – who avoided treatment adherence support by not agreeing to the visits 

during counseling or by providing the incorrect address – could not be reached 

during the qualitative fieldwork. Moreover, the participatory observations and 

interviews were never conducted if it was unclear whether everyone present was 

aware of the patient’s status. During the time that patients were given to reflect on 

their decision to participate, nine patients cancelled the interview. Three of these 

patients were no longer willing to participate in the interview, four were not at home 

on the date of the interview and we were unable to track them, and two were unable 

to attend because of work. These PLWHA are likely to be the ones who are most 

difficult to reach in the treatment adherence support programs, while perhaps also 

being those who need the support the most.  
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 Policy recommendations  3

Our results build on the socio-ecological model and the IFC model to show that self-

managing PLWHA on ART who live in HIV/AIDS competent environments might 

represent a response to the HIV/AIDS epidemic that is both sustainable and durable. 

In what follows, I outline a number of policy recommendations that we formulated 

with the CHWs and staff of the NGO involved in the qualitative research on the basis 

of the research results. These recommendations relate mainly to the individual and 

household levels, as recommendations for stimulating HIV/AIDS competence in the 

wider community were beyond the scope of this PhD research. For more information 

about the latter topic, the reader is referred to Campbell et al. (2012) and Nhamo et 

al. al (2010). 

 CHWs who support the self-management of PLWHA with a hybrid identity  3.1

Ample studies have shown that it is important to support patients in taking 

responsibility for their own treatment (Wouters, Van Damme et al. 2009; Ansari, 

Ansari et al. 2013; Decroo, Rasschaert et al. 2013), so that they may become “experts 

in the daily management of their condition” (Decroo, Rasschaert et al. 2013: p. 174). 

However, our results show that, rather than stimulating self-management, the CHWs 

included in our study were primarily concerned about meeting daily visit quotas in a 

context complicated by the difficulties of finding patients and the long walking 

distances. This conclusion is in line with findings presented by Schneider et al. (2015) 

and Odendaal et al. (2014) in their research on community-based services in the 

Western Cape Province of South Africa. Our research suggests that CHWs could 

support PLWHA’ self-management by creating “a collaborative approach to care” 

(Osterberg and Blaschke 2005: p. 494), rather than relying on CHWs to enforce 

adherence (Wouters, Van Damme et al. 2009). For instance, instead of focusing 

primarily on counting medication, which is a method used to assess adherence 

(World Health Organization 2013), patients might be better supported when CHWs 

act as coaches who can help them incorporate ART into their daily lives and identity – 

the hybrid identity. CHWs could “serve as expert resources and source of support 

rather than as voices of authority”, encouraging patients to identify the individual 
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and social factors that they perceive to influence their success with ART, to take 

action to address issues and to reflect upon the effects of their action (Centers for 

Disease Control 2015: n.p.). 

 

Adherence is not static: once achieved, it must be maintained (Rochat, Bland et al. 

2011). As a consequence, it is essential to keep the PLWHA “motivated once HIV 

illness abates and HIV is no longer a visual and salient physical threat, once longer-

term side effects have begun to manifest and once treatment fatigue sets in” 

(Rochat, Bland et al. 2011: p. 6). The qualitative results of this research showed that 

patients who already felt responsible for their own treatment intended to maintain 

adherence even after the CHW’s support program came to an end. Other 

respondents felt confident that they would remain adherent, since their household 

members would continue to provide support. However, some patients indicated that 

the end of the treatment adherence support program might be a signal for them to 

stop or change their ART regimen. As adherence tends to wane as the treatment 

duration increases (Fatti, Meintjes et al. 2012), it is important to stimulate the self-

management of PLWHA so that they remain adherent even after the community-

based adherence support program ends. As discussed in the feedback sessions, 

future research should investigate whether patients who are discharged from the 

treatment adherence support program might benefit from taking part in a peer 

support group led by their former CHW. While each patient would still be monitored 

in such a support model, he or she would also become more of an “active partner 

with his/her professional health care providers” (Aantjes, Ramerman et al. 2014: p. 

16). This would place the emphasis more on patients’ self-management than pill 

counts currently do.  

 CHWs who stimulate HIV/AIDS competence in the household 3.2

In line with the theoretical framework, which indicates that “interventions to 

improve disease management should actively address the complex social 

environment of the home” (Weihs, Fisher et al. 2002: p. 10), this PhD research 

underscores the idea that an individual approach to health problems is not sufficient 
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to enable patients to navigate the care continuum successfully (Tawil, Verster et al. 

1995; Manciaux and Belsey 2004). These results lend support to the call for 

household-based approaches to enhance consistent disease management behavior 

and improve adherence among PLWHA (Weihs, Fisher et al. 2002; Feaster, Brincks et 

al. 2010; Dyer, Stein et al. 2012; Simoni, Yang et al. 2012). In the words of Simoni et 

al. (2012): “one glaring shortcoming in the adherence literature is the dearth of 

interventions that capitalize on or even consider the powerful family context of the 

individual living with HIV/AIDS. This is a major omission, as families may be integral 

to the success of HIV treatment, especially in the developing world” (Simoni, Yang et 

al. 2012: p. 210). Since households are generally regarded as the most fundamental 

and proximal social system influencing an individual’s development, “they are the 

strategic point of entry for effective and lasting behavioral change that is the 

objective of family-based interventions” (Pequegnat 2012: p. 15). Yet, to date, 

studies that emphasize the importance of household or family members over the 

individual’s responsibility for their own medication adherence have largely been 

confined to pediatric HIV infection and are not common in the literature on adults 

(Weihs, Fisher et al. 2002; Davey, Foster et al. 2009; Rochat, Bland et al. 2011; 

Cordova, Huang et al. 2014; Myer, Abrams et al. 2014). 

 

This PhD research lends support to the conclusion that, in order to achieve 

sustainable, long-term success, it is essential that PLWHA live in households that 

support and enable them to choose health-enhancing practices – in other words, to 

develop HIV/AIDS competence. Tailoring interventions with the aim of creating a 

health-enabling environment should therefore be a priority for both research and 

policy. While the CHWs surveyed in the qualitative part of this research were already 

attempting to help patients involve their households in disease management, it is 

clear that more should be done to engage households in patients’ support. As part of 

their coaching role, CHWs should also focus on helping households become more 

HIV/AIDS competent, so that household members can eventually take over the role 

of the CHW. For instance, HIV/AIDS competent households require social space for 

dialogue and critical thinking, “in which people can engage in debate and dialogue 
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to enable patients to navigate the care continuum successfully (Tawil, Verster et al. 

1995; Manciaux and Belsey 2004). These results lend support to the call for 

household-based approaches to enhance consistent disease management behavior 

and improve adherence among PLWHA (Weihs, Fisher et al. 2002; Feaster, Brincks et 

al. 2010; Dyer, Stein et al. 2012; Simoni, Yang et al. 2012). In the words of Simoni et 

al. (2012): “one glaring shortcoming in the adherence literature is the dearth of 
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to the success of HIV treatment, especially in the developing world” (Simoni, Yang et 
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This PhD research lends support to the conclusion that, in order to achieve 

sustainable, long-term success, it is essential that PLWHA live in households that 

support and enable them to choose health-enhancing practices – in other words, to 

develop HIV/AIDS competence. Tailoring interventions with the aim of creating a 

health-enabling environment should therefore be a priority for both research and 

policy. While the CHWs surveyed in the qualitative part of this research were already 

attempting to help patients involve their households in disease management, it is 

clear that more should be done to engage households in patients’ support. As part of 

their coaching role, CHWs should also focus on helping households become more 

HIV/AIDS competent, so that household members can eventually take over the role 

of the CHW. For instance, HIV/AIDS competent households require social space for 

dialogue and critical thinking, “in which people can engage in debate and dialogue 
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about HIV/AIDS, a taboo topic in contexts of denial and stigma” (Campbell, Nair et al. 

2007: p.10). In line with the research on community-based services in South Africa 

conducted by Schneider et al. (2015), we found that the CHWs surveyed in this study 

had limited impact when it came to creating an arena in which household members 

could think critically about and suggest solutions to individual and social norms that 

were functioning as obstacles to behavior change. Instead, just as in the study of 

Schneider et al. (2015), we found that CHWs were performing “a limited number of 

locally mandated routines, and heavily focused on meeting daily visit quotas” 

(Schneider, Schaay et al. 2015: p. 6). While remaining sensitive to the HIV/AIDS 

competence of the household, CHWs could further support patients in mobilizing their 

natural support systems and thus improve disease management by encouraging 

emotional connectedness, improving trust, teaching problem-solving strategies and 

fostering mutually supportive interactions among household members. In addition, our 

results show that efforts should also be made to reduce the potential negative effects 

that the household can have on a PLWHA following the care continuum, such as 

discouraging blaming and minimizing intra-household stigmatization and hostility. 

 Diversified support from CHWs  3.3

This PhD research supports the statement of Cornish et al. (2009) that “interventions 

are always ‘interventions-in-context’, and the details of their implementation, such 

as the specific activities of peer educators, gain their significance according to the 

particular context in which they are being implemented” (Cornish and Campbell 

2009: p. 5). Our research findings indicate that, in order to ensure the quality and 

effectiveness of community-based adherence support programs on a durable basis, 

an intervention must be sensitive to household dynamics and the existing self-

management skills of PLWHA. Previous research has noted that “most interventions 

are delivered to a random sample of patients and families without consideration of 

families’ styles of functioning or abilities and preferences” (Weihs, Fisher et al. 2002: 

p. 25). This PhD research has indeed shown that generic, broad-based interventions 

do not necessarily facilitate adherence among the most vulnerable patient groups, 

particularly those who do not have a supportive household context. In this regard, 
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Lyon et al. (2003) warn against the standardization of adherence interventions for all 

PLWHA, stating that “interventions need to be individualized so that they do not 

disrupt previously established routines that were working for the patient, nor ignore 

cultural difference. Otherwise, standardized interventions may inadvertently 

decrease adherence for some” (Lyon, Trexler et al. 2003: p. 306). To prevent these 

patients avoiding treatment adherence support in their attempts to fulfil a 

gatekeeping role, it might be advisable to offer them the possibility to have the first 

session(s) with the CHW in the clinic or in a peer support group. The CHW could then 

work towards relocating the support sessions to the patient’s home, while being 

sensitive to the PLWHA’s hybrid identity management and household dynamics. 

Vulnerable and struggling patients, who often live in less HIV/AIDS competent 

households and are more likely to fall through the cracks of the current system, 

might be reached more successfully in this way. It is worth keeping in mind that these 

patients are often the ones who will benefit most from support.  

 

A differentiated approach is required for patients at low or high risk of having 

difficulties in maintaining adherence, in line with previous research (Lyon, Trexler et 

al. 2003; Osterberg and Blaschke 2005; Peltzer, Ramlagan et al. 2012; World Health 

Organization 2013). Those who are supported by their social environments and feel 

responsible for and confident about their ART could be discharged from support 

earlier than patients who do not accept their own HIV-positive status or do not have 

the support of their households. Such a differentiated approach could create more 

capacity for patients who are identified as being in need of support during the CHW’s 

first visits. This PhD research underscores the need for an intervention that de-

emphasizes “a one-size-fits-all intervention philosophy” (Weihs, Fisher et al. 2002: p. 

26).  

 

Differentiation is required not only at the start of the support visits, but also during 

the course of the support. In line with Schneider et al. (2013), our results showed 

that the CHWs we surveyed carried out their set routines with little variation, despite 

the fact that “a certain degree of flexibility is required at the interface between the 
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formal health system and the very varied situations that are found in people’s homes 

and families” (Schneider, Schaay et al. 2013: p. 63). In this regard, community-based 

adherence support programs should be dynamic, so that the support is tailored to 

each patient’s journey along the care continuum and the dynamics of his/her 

household (Luyirika, Towle et al. 2013).  

 Proposed intervention 3.4

This PhD research lends further support to the statement of Ryan and Sawing (2009) 

that “living with a condition or engaging in healthy behavior is complex and requires 

integration of SM [self-management] behaviors into the lifestyles of individuals and 

families” (Ryan and Sawin 2009: p. 218). An intervention should integrate patient-

focused efforts to stimulate the PLWHA’s self-management skills with a context-

focused component for promoting HIV/AIDS competence in order to help the patient 

navigate the care continuum successfully and sustainably (Stokols 1996; Sallis, Owen 

et al. 2008; Kaufman, Cornish et al. 2014). A treatment adherence support 

intervention should also be a temporary measure until the CHW evaluates the 

PLWHA’s self-management skills and household situation as positive. This is in line 

with Nachega et al. (2006), who state that “adherence interventions should initially 

use maximum input from the health care system to re-establish the general physical 

condition of the patient, followed by a gradual shift to emphasize family/community 

support for the patient” (Nachega, Knowlton et al. 2006: p. 131). Drawing on the 

results of this PhD research, we suggest the following steps in order to “achieve the 

benefits of closeness while avoiding the problems” that might be associated with 

community-based adherence support (Glenton, Colvin et al. 2013: p. 3). 

Step 1: Assessing the PLWHA’s self-management skills and household situation 

In combination with an evaluation of the existing self-management skills of PLWHA, 

the household assessment will be used to identify which step of the intervention the 

patient should start at. During the course of the intervention, steps might be retaken 

based on the continuous assessment conducted by the CHW. Depending on the 

assessment of the household context, the patient is offered the option to have the 

first session(s) with the CHW in the clinic or in a peer support group. The CHW can 
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then work towards relocating the support sessions to the patient’s home. When 

visiting patients’ homes, CHWs will present themselves neutrally to avoid 

exacerbating stigma.  

Step 2: Supporting the PLWHA’s self-management skills 

In the second step, treatment details will be explained and the need for treatment 

adherence will be stressed (Nachega, Knowlton et al. 2006). Any remaining questions 

and misunderstandings will be discussed with the patient (Mohlabane, Peltzer et al. 

2015). Furthermore, attention will be paid to the patient’s self-management skills: 

the patient and the CHW will discuss ways to incorporate ART into the patient’s daily 

life and identity through the development of an adherence plan (Weidle, Wamai et 

al. 2006; Mohlabane, Peltzer et al. 2015; Wilkinson, Duvivier et al. 2015).  

Step 3: Guiding the patient towards disclosure and the choice of a treatment buddy 

The CHW will support the patient in identifying a treatment buddy, who should be 

someone the patient trusts, connects with on an emotional level and has confidence 

in, preferably a household member who interacts with the patient on a daily basis 

(Nachega, Knowlton et al. 2006; Kunutsor, Walley et al. 2011; Brust, Shah et al. 

2012). As Nachega et al. (2006) note, this treatment buddy should have “moral 

authority” with the patient; in other words, he or she should have “the power to 

influence their decision making about their health” (Nachega, Knowlton et al. 2006: 

p. s132). After identifying a potential treatment buddy, the CHW will support the 

patient in the disclosure of his/her status to this person. Previous research has 

recommended that disclosure support be a point of primary concern and an integral 

support component of comprehensive treatment programs (Krishna, Bhatti et al. 

2005; Nachega, Knowlton et al. 2006; Rochat, Bland et al. 2011; Maman, van Rooyen 

et al. 2014).  

Step 4: Inviting the treatment buddy to the CHW’s support visits 

The treatment buddy is seen as a partner in the treatment process and will therefore 

be invited to attend subsequent adherence support sessions. Previous research has 

shown that interventions “tailored to treatment supporter characteristics and 
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relationship factors may be effective in influencing patient’s antiretroviral therapy 

adherence” (Nachega, Knowlton et al. 2006: p. s127). The CHW will help the PLWHA 

and treatment buddy identify a strategy for how the treatment buddy can support 

the patient in incorporating the disease in his or her daily life.  

Step 5: Improving communication skills 

Household communication will be a key issue, in line with the Circumplex Model, 

which was developed to bridge research, theory and clinical practice (Olson 2000). 

The focus will lie both on enabling the PLWHA and his/her treatment buddy to 

communicate effectively about their needs – developing their voices – and on 

constructing an enabling environment – a safe social space for dialogue in which their 

voice can be heard (Campbell and Cornish 2012). In such a climate, the patient and 

his/her treatment buddy can share the knowledge they have acquired through the 

CHW about the disease and its consequences with other household members, thus 

serving as household health advisors. 

Step 6: Helping the PLWHA and treatment buddy improve HIV/AIDS competence in 

the household 

In this sixth step, the CHW will support the treatment buddy and PLWHA, as change 

agents, in helping the entire household become more HIV/AIDS competent so that 

other household members can eventually take over the role of the CHW. In order to 

secure sustainable support, it is important to extend the support network beyond the 

treatment buddy (Ncama, McInerney et al. 2008). Provided that existing household 

interventions – which are usually developed in Western countries for a broad array of 

diseases – are properly adapted to the specific HIV/AIDS context and to the culture of 

the target group (cf. Pulleyblank (2004); Szapocznik, Feaster et al. (2004); Madsen 

(2009); Rotheram-Borus, Swendeman et al. (2011); Bogenschneider, Little et al. 

(2012)), this step can help households build a better sense of solidarity and common 

purpose, encourage positive living and foster feelings of responsibility and 

confidence in their ability to respond to the challenges of living with HIV/AIDS 

effectively.  
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Step 7: Assessing the PLWHA’s self-management skills and household situation to 

inform an aftercare plan 

Once the CHW has evaluated the PLWHA’s self-management skills and household 

situation as positive, the CHW can assist the PLWHA and his/her household in 

identifying strategies for remaining adherent in the long term. Such strategies might 

include a shift towards other forms of support that draw more on the patient’s sense 

of responsibility, such as peer support groups (Peltzer, Ramlagan et al. 2012; Luque-

Fernandez, Van Cutsem et al. 2013) or community ART groups (Decroo, Telfer et al. 

2011), which aim to sustain treatment adherence over time.  

Step 8: Revisiting the PLWHA to follow up after the intervention 

A couple of months after completing the seventh step, or earlier if the clinic reports 

that the patient has defaulted, the CHW will visit the patient again to evaluate 

whether the patient is following the adherence and aftercare plans. If the CHW 

decides that new action is required, the patient might be placed back in the program 

at the appropriate step. In this final step, treatment literacy pamphlets with 

pictograms and easily understandable messages will also be provided to refresh the 

knowledge and skills of the patient and his/her household. 

Implementation and evaluation of the proposed intervention 

In order to refine and implement the above-mentioned steps appropriately, the 

target population should be involved in the development process; this is “an essential 

component of ecological strategies” (McLeroy, Bibeau et al. 1988: p 369). Following 

this participatory development process, which might also reduce the risk of 

unintended consequences (Lehmann and Gilson 2013), the intervention will be 

piloted. Further refinements will then be made based on the lessons learned from 

the evaluation of the pilot study. The results of this PhD research demonstrate that, 

during this evaluation, it is not only the primary outcomes that should be assessed, 

but also the intervention’s dynamic interplay with the context in which it is 

implemented, its unintended consequences and the potential existence of sub-
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groups within the sample who might benefit from the intervention differently, which 

would signal a need to diversify and adapt the intervention.  

 

Alongside the implementation of the intervention, ongoing monitoring and 

evaluation is needed to assess the impact, feasibility and acceptability of the 

intervention – among both the beneficiaries and the executors. In this respect, the 

intervention will be adapted iteratively on the basis of the interim results, with the 

aim of further reducing its unintended consequences, tailoring it to the needs of 

different profiles in the target group and adapting it to the context is which it is 

implemented. For instance, a “partially mixed concurrent equal status design” (Leech 

and Onwuegbuzie 2009; Östlund, Kidd et al. 2011) might be adopted. Besides 

quantitative longitudinal data collection (e.g. a stepped wedge design (Hemming, 

Haines et al. 2015)), qualitative longitudinal research should also be conducted. 

Glenton et al. (2011) have pointed out that “qualitative studies carried out alongside 

trials of complex health system interventions could offer insights into intervention 

mechanisms” (Glenton, Lewin et al. 2011: p. 4).  

 Directions for future research 4

This PhD research has several limitations that suggest pathways for further study. 

With regard to the data collection, future research could make interesting progress in 

overcoming the current selection bias by attempting to involve patients who might 

be the most difficult to reach in community-based adherence support programs. 

Moreover, no other household members were involved in the data collection, 

primarily in order to safeguard the patient’s confidentiality. Future qualitative 

research involving reports from multiple household members could advance our 

understanding of HIV/AIDS competence at household level while also paying 

attention to the protection of the patient’s privacy. The integration of the findings 

from the quantitative and qualitative research should be interpreted with caution, as 

the two research settings and separate treatment adherence support programs 

investigated in this PhD research had numerous differences. Further research could 

make interesting progress by studying a single treatment adherence support program 

265 
 

using, for instance, a “partially mixed concurrent equal status design” (Leech and 

Onwuegbuzie 2009; Östlund, Kidd et al. 2011). Moreover, to acknowledge 

“complexity and context specificity” (Kaufman, Cornish et al. 2014: p. s254), and in 

line with socio-ecological theory, future research should place additional emphasis 

on the differences between the higher environmental levels, such as the policy 

context, when analyzing the interaction between the individual, household and 

community levels (Bronfenbrenner 1977). Additional studies should also be 

conducted in rural areas, as this PhD research was based on data collected 

predominantly in an urban setting. 

 

With regard to the household dynamics studied in this PhD research, further 

qualitative in-depth research is imperative to improve our understanding of the role 

(e.g. economic role) and social position of the PLWHA within the household. An 

additional path for future research would involve analyzing HIV/AIDS competent 

households and their interaction with CHWs through the lenses of culture and 

gender (e.g. with regard to the gendered nature of care and interpersonal violence, 

among other topics). Progress could also be made by analyzing the impact of living in 

an HIV/AIDS competent household in the long term. Longitudinal quantitative and 

qualitative research is required to capture the dynamic aspects of households in 

more depth, as households are not static, but evolve due to internal (e.g. new HIV 

infection) and external factors (e.g. migration). For instance, future research could 

take the household members’ mobility into account; investigate whether fewer 

infections occur among household members who live in more HIV/AIDS competent 

households; analyze whether adolescents living in HIV/AIDS competent households 

exhibit more risk-reducing behaviors; and/or investigate how households and their 

HIV/AIDS competence develop as patients navigate the care continuum. 

Furthermore, more attention should be paid to the differences in household 

dynamics between sero-discordant and sero-concordant relationships. It has already 

been established that spatial proximity and daily interaction are vital characteristics 

of successful day-to-day HIV care (Nachega, Knowlton et al. 2006; Nombo 2007; 

Niehof 2011), but further research should also be done to explore the patient’s 
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groups within the sample who might benefit from the intervention differently, which 
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interaction with the broader social context. Extended family and neighbors could be 

taken into account, for instance, as some of the treatment buddies surveyed in this 

study had been selected from among the PLWHA’s broader social environment. 

Future research should also investigate HIV/AIDS competence among households 

that currently have no HIV infections with the aim of providing a sustainable 

response to the epidemic.  

 

With regard to the role of the CHW, future investigations could examine the nature 

of a CHW’s potential to be a change agent in an HIV/AIDS competent community. In 

this respect, research could investigate whether CHWs can serve as crucial vehicles 

not only for the promotion of community and individual health, but also for 

mobilization around health and social needs (Colvin and Swartz 2015). Furthermore, 

in investigating the interaction between HIV/AIDS competent households and 

HIV/AIDS competent communities, a future line of research should operationalize the 

HIV/AIDS competent community more comprehensively. For example, such studies 

could include other programs – besides CHWs – that attempt to mitigate the impacts 

of HIV and reduce vulnerability to further HIV infections through bottom-up 

community participation (Brown 2011) in areas such as stigma reduction; sexual 

behavior change; support for PLWHA and their carers; co-operation with volunteers 

and organizations; and effective access to existing health services (Campbell 2009). 

Future work should explore in greater depth whether the association of CHWs with 

HIV/AIDS is less problematic and arouses fewer stigmatizing feelings in more 

HIV/AIDS competent communities. This study focused on PLWHA as a general group; 

future research should explore in more depth the differences in experienced stigma 

between patients with HIV only and patients with HIV and TB co-infections. 

Investigating other unintended positive and negative consequences of community-

based adherence interventions would also be another interesting path for further 

research. 

 

Longitudinal research could make useful progress by investigating adherence to 

treatment after CHW support comes to an end. Our results tentatively support the 
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modifications to the care continuum proposed by Hallett and Eaton (2013). More 

research is required to identify the multiple paths patients follow through care, 

however, as there are other steps in the care continuum besides adherence that 

appear to form bottlenecks in the successful achievement of the entire continuum 

(McNairy and El-Sadr 2012; Kilmarx and Mutasa-Apollo 2013; Knight, Van Rooyen et 

al. 2015). Future research should also focus on the support a PLWHA receives across 

the entire care continuum when living in an HIV/AIDS competent household.  

 

Christopher et al. (2011) state that “many CHW programs have responded to the 

HIV/AIDS pandemic […] and their role in the response to other diseases should be 

examined carefully so that lessons can be applied to their new roles” (Christopher, Le 

May et al. 2011: p. 1). In this respect, as part of the re-engineering of PHC in South 

Africa, future research should assess the intermediate role played by the household 

level in the impact of CHWs working in ward-based outreach teams on a wide range 

of individual health outcomes. The policy plan for re-engineering PHC “aims to shift 

the PHC system from a largely passive, curative, vertically and individually oriented 

system to one with a more proactive, integrated and population-based approach” 

(Western Cape Governement Health Department 2015: p. 9). These evolutions – 

from parallel services to more comprehensive care packages, from the individual to 

the household, from reactive to proactive care – are also touched upon in the 

treatment adherence support programs covered by this PhD research (National 

Department of Health 2010). Future research should investigate whether the 

extension of the CHW’s role to include non-HIV services may reduce their association 

with HIV/AIDS, and thus potentially limit the unintended negative stigmatizing effect. 

The results of this PhD research may also form a basis for future research which aims 

to investigate how CHWs who offer a broader package of care can support 

households in becoming more health competent. 
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 Elevator speech  5

The size and scale of the HIV/AIDS epidemic has compelled South Africa to respond 

to the challenges of their health system by developing innovative means of delivering 

health care. Due in part to the important opportunities offered by the mobilization 

around HIV/AIDS, the epidemic has been the catalyst for a renewed focus on CHWs in 

South Africa (Schneider, Schaay et al. 2015). This study draws attention to the 

importance of the patient’s social context in community-based HIV care. In order to 

provide sustainable support to PLWHA throughout the care continuum, community-

based adherence support programs should be sensitive to the context in which they 

are implemented. This PhD research highlights the central role that a household can 

play in stimulating health-enhancing practices. In this respect, the research suggests 

that community-based adherence support should also aim to support the patient in 

building HIV/AIDS competence in the household. This would represent an essential 

step towards a sustainable response to HIV/AIDS-related challenges as antiretroviral 

treatment cohorts continue to grow in a context of limited human resources. 
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CHAPTER 8 

 

Het laatste decennium werd antiretrovirale therapie meer toegankelijk voor HIV-

positieve personen in Zuid-Afrika. Het discours van HIV/AIDS evolueerde van een 

acute ziekte, naar dat van een chronische (Rhodes, Bernays et al. 2009; UNAIDS 

2015). Als chronische ziekte vereist HIV/AIDS niet enkel medische zorgen, maar ook 

psychosociale zorgen teneinde therapietrouw op lange termijn te verzekeren 

(Wouters, Meulemans et al. 2009; Wouters, Van Damme et al. 2009; Russell and 

Seeley 2010). Deze omvattende zorg resulteert in een extra druk op het Zuid-

Afrikaanse gezondheidssysteem, dat reeds een tekort aan dokters en verpleegsters 

kent (Karim, Karim et al. 2004; Brust, Shah et al. 2012). Om het groot aantal HIV-

positieve patiënten in hun behandeling te kunnen begeleiden, heeft recent 

onderzoek gewezen op de potentiële steun die community health workers kunnen 

bieden bij antiretrovirale therapietrouw. De recente aandacht voor community 

health workers, wiens voorgeschiedenis teruggaat tot de Alma-Ata declaratie ter 

versterking van de eerstelijnsgezondheidszorg, werd aangescherpt door de omvang 

van de HIV/AIDS epidemie die de beleidsmakers dwong om innovatieve manieren te 

ontwikkelen en te implementeren om met beperkte middelen het groeiend aantal 

patiënten te ondersteunen (Piot 2006; Schneider, Hlophe et al. 2008; Coovadia, 

Jewkes et al. 2009; van Ginneken, Lewin et al. 2010; Perry 2013; Perry, Zulliger et al. 

2014). 

 

Community health workers zijn personen die een beperkte opleiding hebben genoten 

voor het uitvoeren van specifieke gezondheidsgerelateerde taken in de gemeenschap 

waarin zij leven. Ze brengen de zorg dichterbij de patiënt en zijn huishouden 

(Lehmann and Sanders 2007; Celletti, Wright et al. 2010; Mdege, Chindove et al. 

2012; Wouters, Van Damme et al. 2012). Gezien patiënten in een sociale omgeving 

leven, die een impact kan uitoefenen op hun behandeling en therapietrouw, dient de 

onderlinge relatie tussen de community health worker en deze sociale omgeving te 

worden onderzocht (Davey, Foster et al. 2009; Berben, Dobbels et al. 2012). De 

socio-ecologische theorie en het individu-familie-gemeenschap-model (IFC model) 
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ontrafelen dit verband, waarbij nadruk wordt gelegd op de dynamische relatie tussen 

de HIV-positieve patiënten en de context die hen omringt (Bronfenbrenner 1977; 

Wouters 2012). Geïnspireerd door dit theoretisch kader, wordt in dit 

doctoraatsonderzoek gefocust op de dynamische relaties tussen de individuele HIV- 

positieve patiënt, het intermediaire familie- of huishoudniveau en community health 

workers die steun verlenen aan huis. 

 

De grote diversiteit aan visies op het verschil tussen de familie en het huishouden, 

toont aan dat er geen consensus bestaat in de literatuur over het onderscheid en de 

verhouding tussen beide concepten (Belsey 2005; Brown, BeLue et al. 2010). 

Voorafgaand onderzoek toont aan dat nabijheid en dagelijkse interactie, belangrijke 

elementen zijn in de zorg en steun voor een HIV-positieve persoon (Nachega, 

Knowlton et al. 2006; Nombo 2007; Niehof 2011). Gezien het dagelijkse leven zich 

doorgaans afspeelt in het huishouden (Niehof 2011) waar de gevolgen van HIV/AIDS 

mogelijks diepgaand worden ervaren (Belsey 2005), zal in dit doctoraatsonderzoek 

het huishouden als analyse-eenheid worden gezien. Omdat de respondenten in het 

kwantitatieve deel een gelijkaardige invulling geven aan de term familie als aan de 

term huishouden, zoals gedefinieerd in het kwalitatieve deel, zullen in dit 

doctoraatsonderzoek beide termen worden gehanteerd.  

 

De hierboven vermelde dynamische relaties worden onderzocht aan de hand van 

kwantitatieve en kwalitatieve onderzoeksmethoden, in een gedeeltelijk gemixt 

sequentieel gelijk status design (Leech and Onwuegbuzie 2009). Het kwantitatieve 

luik analyseert gegevens van de bestaande “Effective AIDS Treatment and Support in 

the Free State” studie (FEATS). Allereerst gebruiken we structurele 

vergelijkingsmodellen om de onderlinge relatie tussen de gemeenschaps-gebaseerde 

therapiesteun en de familie omgeving van de patiënt te onderzoeken, in de Vrijstaat 

provincie van Zuid-Afrika. Data voor het kwalitatieve luik van dit onderzoek werden 

verzameld in een township aan de voet van de Tafelberg in Kaapstad. Zo werden 

diepte-interviews met HIV-positieve personen gevoerd, focus groep discussies met 

community health workers gehouden en participerende observaties gedaan tijdens 
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de huisbezoeken van de community health worker aan de HIV-positieve persoon. De 

kwalitatieve data worden aangewend om te onderzoeken op welke manier de 

dynamieken in het huishouden de steun van community health workers op de patiënt 

hinderen of bevorderen. De resultaten werden getoetst aan de visie van de 

community health workers die deelnamen aan de kwalitatieve dataverzameling. De 

voornaamste bevindingen worden hieronder samengevat. 

 

In het eerste empirische hoofdstuk (hoofdstuk 2) exploreren we de modererende rol 

van de familie bij de steun van de community health workers. De analyses van de 

FEATS data tonen een significant interactie-effect aan tussen de familie dynamieken 

en de steun van de community health workers. Deze interactie geeft aan dat hoe 

beter de familie functioneert, hoe sterker het positieve effect van de gemeenschaps-

gebaseerde steun op de patiënt zijn gezondheid (CD4-cellen) is. Patiënten die leven 

in goed functionerende families, ervaren meer voordelen bij de steun van de 

community health worker dan patiënten die leven in families die gekenmerkt worden 

door, bijvoorbeeld, conflictueuze relaties. Het familie-functioneren refereert naar de 

patronen van communicatie, cohesie en aanpassingsvermogen binnen de familie – 

gebaseerd op het Circumplex Model (Olson 2000). Wanneer we op basis van deze 

theorie de families opsplitsen in verschillende types, stellen we vast dat de 

gemeenschaps-gebaseerde steun een positief effect heeft op de gezondheid van de 

patiënt in goed functionerende families, terwijl patiënten in slecht functionerende 

families hierop een negatief effect ervaren. 

 

Bij het bestuderen van de gemeenschaps-gebaseerde steun wordt er in de bestaande 

literatuur slechts in beperkte mate aandacht besteed aan de onbedoelde 

neveneffecten (Naimoli, Frymus et al. 2012; Rodriguez-García, Bonnel et al. 2013). In 

het derde hoofdstuk wordt gebruik gemaakt van structurele vergelijkingsmodellen 

om onbedoelde sociale neveneffecten van de steun, verleend door community health 

workers in de FEATS studie, te onderzoeken. De resultaten tonen aan dat de externe 

steun van een community health worker, de opname van de informele steun van een 

buddy kan stimuleren. Een buddy is een persoon uit de nabije sociale omgeving van 
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de patiënt, die hem steunt in zijn behandelingstraject. Dit hoofdstuk exploreert 

verder ook de impact van deze formele en informele steun op het stigmagevoel van 

de patiënt. De analyses tonen aan dat de steun van de community health worker 

stigma verhogend kan werken, terwijl de steun van een buddy eerder verlagend 

werkt op dit punt. Terzelfdertijd, toont het significante indirecte effect aan dat via 

het stimuleren van de informele steun van een buddy, ook de steun van de 

community health worker een klein stigma verlagend effect kan hebben. Deze 

resultaten tonen het belang aan om ook de onbedoelde neveneffecten van een 

interventie te onderzoeken, met het oog op het reduceren van de ongewenste 

gevolgen ervan, en het stimuleren van de positieve onbedoelde neveneffecten. 

 

Het kwantitatieve deel van dit doctoraatsonderzoek illustreert het belang van de 

sociale context waarin de patiënt leeft, bij het bestuderen van de steun die 

community health workers verlenen. Het tweede empirische luik van dit onderzoek 

heeft tot doel om meer inzicht te verwerven in de wijze waarop de huishoud-

dynamieken interageren met de gemeenschaps-gebaseerde steun die de community 

health worker verleent.  

 

In het eerste kwalitatieve hoofdstuk (hoofdstuk 4) conceptualiseren we een HIV/AIDS 

competent huishouden, op basis van de verzamelde kwalitatieve data en de literatuur 

omtrent het concept van de HIV/AIDS competente gemeenschap (Campbell, Nair et 

al. 2007). De resultaten tonen aan dat het huishouden een omgeving kan vormen die 

sociaal ondersteunend en gezondheidsbevorderend gedrag kan stimuleren, wat een 

belangrijke steun kan bieden aan de patiënt doorheen zijn behandelingstraject. Er 

wordt echter ook vastgesteld dat vele obstakels mogelijk zijn – zowel op patiënt – als 

op huishoud-niveau. Bij het overwegen met wie de patiënt zijn status wil delen, zal 

het HIV-gerelateerd stigma een belangrijke afradende rol spelen. De patiënt probeert 

de effecten van stigma te reguleren, door enkel zijn HIV-positieve status te delen met 

mensen waarvan hij verwacht dat deze steunend zullen reageren. Het incorporeren 

van de ziekte en de behandeling ervan in de patiënt zijn identiteit, wat mede 

afhankelijk is van de sociale situatie waarin de patiënt zich bevindt, wordt in het IFC 
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model een hybride identiteit genoemd. Waar HIV-gerelateerd stigma zal verhinderen 

dat de patiënt zijn status zal delen, kan een positieve huishoudsituatie hierbij net 

faciliterend werken. Een eerste belangrijke stap naar meer HIV/AIDS-gerelateerde 

kennis, attitudes en praktijken – HIV/AIDS-vaardigheden genaamd – is de steunende 

reactie van de huishoudleden wanneer een patiënt zijn HIV-positieve status 

mededeelt. In het merendeel van de huishoudens in dit kwalitatieve onderzoek, was 

het de patiënt die de verandering naar meer HIV/AIDS-vaardigheden in het 

huishouden initieerde, door zijn HIV status te delen. Dit kan de impuls zijn om, samen 

met de andere huishoudleden, verder te bouwen aan een gezondheidsbevorderende 

omgeving. Hierbij is het belangrijk dat er ruimte is binnen het huishouden om de 

ziekte en behandeling verder bespreekbaar te maken. In zulk kader kan er onder 

meer informatie worden gedeeld, die men verkrijgt van de community health worker. 

Dergelijke relaties met gezondheidswerkers, maar ook met andere ondersteunende 

organisaties, zijn belangrijk om de HIV/AIDS-vaardigheden verder te ontwikkelen. Het 

is ook belangrijk dat het huishouden zich verantwoordelijk voelt en gelooft in de 

eigen kracht om succesvol te kunnen omgaan met de uitdagingen gerelateerd aan 

HIV/AIDS. Een gevoel van solidariteit in het huishouden is verder ook een 

noodzakelijke voorwaarde om de patiënt succesvol te begeleiden op het 

behandelingstraject en om een context te creëren waarin ook andere huishoudleden 

kunnen gestimuleerd worden om zich vrijwillig te laten testen en te kiezen voor veilig 

seksueel gedrag.  

 

In het vijfde hoofdstuk behandelen we de vraag hoe zulk HIV/AIDS competent 

huishouden interageert met het bezoek van de community health worker aan de HIV-

positieve patiënt. Gezien de aanwezigheid van deze gezondheidswerkers veelal 

geassocieerd wordt met HIV/AIDS, zullen patiënten die leven in een huishouden met 

beperkte HIV/AIDS-vaardigheden deze steun minder gemakkelijk aanvaarden. Deze 

associatie bedreigt immers de hybride identiteit van de patiënt, wat hem er kan toe 

aanzetten om op allerhande manieren de steun te vermijden. Ook de community 

health worker hanteert verschillende strategieën om minder geassocieerd te worden 

met HIV/AIDS. Resultaten tonen aan dat een community health worker eenvoudiger 
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steun kan verlenen aan patiënten die in een HIV/AIDS competent huishouden leven. 

Verder heeft de graad van HIV/AIDS-vaardigheden in het huishouden ook een invloed 

op de toegevoegde waarde van deze gemeenschaps-gebaseerde steun aan de 

patiënt en zijn huishouden. Het is eenvoudiger om te werken in een meer HIV/AIDS 

competent huishouden, waar de verbeteringsmarge doorgaans kleiner is, dan in een 

huishouden dat slechts beperkte HIV/AIDS-vaardigheden kent. Wanneer de 

community health worker in zulk huishouden de patiënt kan overtuigen de steun toe 

te laten, dan is de ruimte voor verbetering hier groter.  

 

In het laatste hoofdstuk van het empirisch luik (hoofdstuk 6), reflecteer ik over het 

eigen veldwerk met behulp van een metafoor. Meer specifiek werd er gebruik 

gemaakt van Goffman’s dramaturgische metafoor om meer inzicht te verwerven in 

de dataverzameling van dit kwalitatieve luik (Goffman 1956). Doordat ik als blanke, 

gezonde onderzoekster uit mijn westerse leefwereld vertrok om onderzoek uit te 

voeren naar personen die leven met HIV/AIDS, in een zwarte Zuid-Afrikaanse 

township, werd ik op verscheidene manieren geconfronteerd met de kwetsbaarheid 

van sociale interacties. Er is in dit hoofdstuk aandacht voor het zoeken naar het 

evenwicht tussen het neutraal observeren als onderzoeker en de emotionele 

betrokkenheid als medemens. Deze auto-etnografie toont dat het veldwerk 

voortdurend werd aangepast aan de omgeving en de sociale situatie. Zo getuigt dit 

hoofdstuk dat dit onderzoek gebonden is aan een bepaalde tijd en ruimte waarin het 

wordt uitgevoerd, en de resultaten ook in dit licht moeten worden bekeken – wat in 

lijn is met het socio-ecologische kader van dit doctoraatsonderzoek (Bronfenbrenner 

1977). 

 

Dit onderzoeksproject heeft zowel theoretische als praktische relevantie. Vanuit 

theoretisch oogpunt, is dit het eerste onderzoek dat de lessen van HIV/AIDS-

vaardigheden op gemeenschapsniveau toepast op het intermediaire huishouden 

niveau. Deze conceptualisering van een HIV/AIDS competent huishouden gaat dieper 

in op het intermediaire niveau, dat tot dus ver vaak onderbelicht werd in het 

onderzoek naar de zorg voor personen met HIV/AIDS. Dit doctoraatsonderzoek toont 
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aan dat patiënten baat hebben bij een sociale omgeving die gekenmerkt wordt door 

HIV/AIDS-gerelateerde kennis, attitudes en praktijken. In dit doctoraatsonderzoek 

worden de concepten van de individuele patiënt met een hybride identiteit, HIV/AIDS 

competent huishouden en HIV/AIDS competente gemeenschap geïntegreerd in een 

toegepast socio-ecologisch model. Het mixed-methods design levert waardevolle 

inzichten op, die het belang van de sociale omgeving benadrukken, wanneer men 

gemeenschaps-gebaseerde steun van community health workers onderzoekt. Vanuit 

praktisch oogpunt, geeft het onderzoek aan dat de steun van community health 

workers meer gericht zou moeten worden op het incorporeren van de ziekte en 

behandeling in het dagelijks leven en de – hybride – identiteit van de patiënt. Terwijl 

het huidige beleid en onderzoek voornamelijk focust op de patiënt – geïsoleerd van 

zijn familie of huishouden – benadrukt dit doctoraatsonderzoek het belang van een 

huishouden dat vertrouwd is met de HIV/AIDS-vaardigheden, om zo de patiënt op 

een duurzame manier te kunnen steunen doorheen zijn behandelingstraject. De 

bevindingen van dit doctoraatsonderzoek rechtvaardigen de conclusie dat het 

mobiliseren en versterken van huishoudens waarin de HIV-positieve patiënt leeft, 

een potentieel succesvolle strategie kan zijn om de HIV/AIDS-epidemie op een 

duurzame manier te bevechten. Zo zou de community health worker ook 

huishoudens kunnen steunen bij het verbeteren van HIV/AIDS-vaardigheden, op een 

manier die niet stigmatiserend is voor de patiënt. Zoals het theoretische kader in dit 

doctoraatsonderzoek stelt, dient het beleid niet alleen te focussen op de 

verschillende niveaus, maar ook op de interactie tussen deze niveaus. Zo leert dit 

doctoraatsonderzoek dat de gemeenschaps-gebaseerde steun dient te worden 

aangepast aan de patiënt en zijn huishouden. De resultaten leren immers dat 

generieke steun de meest kwetsbare patiënten, die de steun het meest nodig 

hebben, minder bereikt.  
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A COLLeCTIOn Of ARTICLeS On THe InTeRmeDIATe ROLe Of THe HOuSeHOLD In 

COmmunITy-BASeD SuppORT fOR peOpLe LIVInG WITH HIV/AIDS In SOuTH Af-

RICA

CAROLIne mASQuILLIeR | The size and scale of the HIV/AIDS epidemic has com-

pelled South Africa to respond to the challenges faced by its health system by devel-

oping innovative means of delivering health care. Due in part to the opportunities 

offered by the mobilization around HIV/AIDS, the epidemic has served as a catalyst 

for a renewed focus on community health workers in South Africa. The community-

based HIV support provided by such health workers, for example, has brought care 

closer to people living with HIV/AIDS by entering the intermediate layer that is the 

household environment. 

This phD research sought to gain a deeper understanding of the importance of a 

patient’s household context in community-based treatment adherence support by 

integrating both quantitative and qualitative research. Several important insights 

emerged from the mixed-methods study, which have implications for both theory 

and practice. The research adds to the existing literature by presenting a modified 

socio-ecological model for community-based HIV care that draws on a number 

of sociological theories. By extending the notion of HIV/AIDS competence to the 

household, this model enriches our understanding of the central role that house-

holds can play in stimulating health-enhancing practices. 

The articles collected in this phD thesis illustrate the need for community-based 

treatment adherence support which fosters the self-management skills of people 

living with HIV/AIDS and the development of HIV/AIDS competence in the house-

hold. The research also highlights the importance of community-based HIV care that 

is sensitive to the context in which it is implemented. Insights such as these could 

guide future efforts to cultivate a health-enabling context and thus to provide sus-

tainable support to people living with HIV/AIDS. This is essential, as antiretroviral 

treatment cohorts are likely to expand in the coming decades in a health system 

context of limited human resources. 

Caroline masquillier has been working as a sociologist at the university of Antwerp, 

Belgium, for several years in collaboration with South African partners. Her main re-

search interests are related to the sociology of health and illness and she is particu-

larly interested in the social aspects of the HIV/AIDS epidemic in Sub-Saharan Africa. 

During her phD research, she conducted fieldwork in townships on the outskirts of 

Cape Town, South Africa, in order to shed light on the role of household dynamics 

in community-based treatment adherence support programs for people living with 

HIV/AIDS.
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