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• Although the health workers in the ART facility have some ART training, they 

felt that there was inadequate follow-up training, resulting in their inability to be 

conversant and up to date with developments and issues relating to ART. The 

health workers suggested they have more access to refresher courses and 

workshops. 

• Although the ART facility had a mobile clinic which visited the villages once a 

month, the health workers indicated that there was insufficient transport to enable 

staff and treatment supporters access to hard-to-reach patients in communities.  

Increasing transport and the number of bicycles for treatment support would assist 

in this. 

 

A health worker cited the shortage of human resources and consequent work overload on 

staff at the health center as a challenge.Shortages of specialized staff implied that the 

level of work  and the number of tasks allocated to each serving member of the health 

staff increased and kept on changing. . This in turn had a negative bearing on staff’s 

ability to attend to their prescribed duty of counseling and caring for ART patients.  

 

Although PLHIV during in-depth interviews did not cite any specific health systems 

factors as  affecting their ability to adhere to treatment, participants in FGDs with support 

groups members in Rufunsa pointed out that they spent long hours at the community 

health centers (in the villages) and the main hospital. The reason for this was there were 

not enough key health staff such as doctors and nurses to provide support at the health 

center although these were not given as health systems factors.  
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4.8. Suggestions from PLHIV on ART, and treatment supporters for 

supporting PLHIV adherence to medication 

St Luke mission hospital has been implementing the ART programme since 2004. The in-

depth interviews and FGDs support group members and treatment supporters brought out 

several suggestions on how the ART facility could help improve adherence to treatment. 

The following were recommendations for supporting ART adherence in rural areas: 

4.8.1. Access to Income generative Activities (IGAs) and seed packs to 

support farming 

When asked during in-depth interviews PLHIV highlighted the need to have access to 

income generating activities such as poultry to enable theme have income. As most of 

them were involved in farming, they also indicated that provision of seeds to support 

their vegetable gardens and farming would be helpful in making PLHIV stick to their 

treatment. Two PLHIV had the following to say: 

…like we do gardening, may be we can be supported with 

seed for farming 

                       Male PLHIV interviewee, # 2 

Money is needed for example, support groups need money for  

IGAs such as poultry, if one gets sick, you can use the money  

for things that are needed. 

                      Male PLHIV interviewee # 7 

 

Participants during the FGDs with support group of PLHIV were also of the same of 

view and summarized it as follows: 
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We need to increase our incomes, fertilizer is very difficult 

[to access] we need support to increase food production to 

have more food and IGA such as poultry and piggery to use 

for our children and ourselves 

FGD, participants, Rufunsa Village 

 

4.8.2. Sustained nutritional support for PLHIV on ART 

Three PLHIV during in-depth interviews highlighted the need to have access to more 

food. One PLHIV in particular indicated that food should be increased during the periods 

in the year when there was less food.  She had the following to say: 

Food is not usually enough, so we need more food 

especially during the [dry seasons of farming] 

Female PLHIV interviewee, # 8 

 

Participants in the FGDs with support groups of PLHIV also had a similar view. Hunger 

and the need for adequate food had an impact on adherence to ARVs. The ART facility 

gave PLHIV food rations including a packet of 1 kg sugar, a bottle of cooking oil 

(750ml), high-energy protein supplements (HEPS) and a bag of mealie–meal (10kg). This 

package was, however, rationed out for a month only. Participants in the FGD with 

support of group of PLHIV in Refunsa suggested that the duration for which the food 

ration was provided be increased from one month to three. Most PLHIV tend to be too 

sick to work and be self-sustainable when initiating treatment. Increasing the number of 

months from one to three would help PLHIV adhere to treatment.  
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4.8.3. Support and increased emphasis on education and counseling on the 

importance of HIV status disclosure to partners 

Treatment supporters suggested that the ART facility should encourage partners to 

disclose their HIV status to one another. Women should especially be encouraged to 

disclose their HIV status to their male partners since they were more likely to discover 

their status because they are usually tested for HIV during pregnancy. Treatment 

supporters suggested that the ART facility should not only emphasize but also provide 

and encourage clients to attend couple counseling to enable people to disclose their status 

to their partners.  

 

4.8.4. Necessary equipment and training for treatment supporters 

In the FGDs with treatment supporters, they indicated that they worked for no pay in 

most communities. The treatment supporters indicated that they sometimes received 

some incentives provided by the ART facility, which included an allowance of K100, 

00010 and food parcels, which were not sustainable. In addition, most of these treatment 

supporters indicated that they faced many challenges such as walking long distances to 

attend to patients. The treatment supporters also lack home-based care kits, which are 

essential to providing quality care and support for the communities. To be effective in 

supporting ART adherence, Treatment supporters said they needed bicycles for transport 

and to access distant and remote places, umbrellas and gumboots to use during the rainy 

season.   

 

                                                 
10 K100, 000 is equivalent to $ 21.00. Source: The Zambia Daily Mail, Tuesday, October 26, 2010. 
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4.8.5. Increase in the number of treatment supporters and Training for 

treatment supporters 

To support adherence to ART, PLHIV during the in-depth interviewees were of the view 

that the ART facility should increase the number of treatment supporters so they can visit 

and support more PLHIV in the villages. Participants in the FGDs with support groups of 

PLHIV indicated that more people who are on ART should be used as treatments 

supporters as they would be able to teach and encourage others from their experience of 

being on ART. Ongoing training for treatment supporters was cited as important. 

Training would ensure that treatment supporters had the most up to date information to 

provide the necessary support to PLHIV and affected families in the communities and at 

household level. 

 

4.8.6. Increasing awareness of the importance of adherence to ARVs among 

community leaders 

Participants in the FGDs with support groups of PLHIV and treatment supporters 

identified the involvement by key community leaders as essential to addressing 

adherence in the communities. Community leaders are custodians of local culture and 

help influence behaviour in communities. The participants in the both FGDs suggested 

that it would be important to work with village ‘headmen’ and ‘church leaders’ to address 

such issues of ART and adherence.  

The Health facility should work with the church leaders 

and headmen to address the issues of the churches stopping 

people from taking medicine 

 Treatment supporters, FGD inChimunsanya village 
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Community leaders’ involvement would entail training the local leadership in order to 

increase their knowledge and awareness of HIV, ARVs and ART adherence issues.  

 

4.9. Summary: Facilitators and the Challenges of adhering to ART in 

Chongwe District 

Several themes on barriers and facilitators to adherence emerged from the interviews and 

focus group discussions held in three villages in Chongwe district. Barriers to adherence 

included factors related to (a) the client and their religious beliefs, their perceptions and 

knowledge of ARVs, and their abuse of alcohol; (b) therapeutic factors such as the side 

effects of the medication; and (c) socio –economic factors such as stigma and 

discrimination, and fear of rejection from partners resulting in non disclosure of HIV 

positive status.   

 

The facilitators to adherence included access to food to support ART intake, the 

availability of social support from family members and friends, feeling well, being able 

to lead a productive life, getting into a routine of taking medication, knowledge and belief 

in the efficacy of ARVs, use of treatment supporters and provision of mobile ART 

services.  

 

Several suggestions were made that could improve adherence support including access to 

IGAs and seed packs to PLHIV on treatment, sustaining nutritional support for PLHIV, 

increasing the number of treatment supporters and training them, providing bicycles to 

treatment supporters, working with community leaders such headmen and pastors and 
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health care workers, accessing refreshers courses and workshops in ART management 

and delivery. 

 

The next chapter focuses on discussing and interpreting the research findings. 
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CHAPTER FIVE 

DISCUSSION 
 

5. Introduction 

The study set to find out the barriers and facilitators to ARV medication among PLHIV 

in rural areas and specifically, in Chongwe district in Zambia. A range of factors related 

to the barriers and facilitators to adherence were identified through in-depth interviews 

with nine (five women and four men) PLHIV and three FGDs, two with members of 

support groups of PLHIV (23 PLHIV in total) and one with nine treatment supporters. In 

addition, interviews were also held with five key informants who worked at the ART 

facility at St Luke Mission Hospital.  

 

FGDs were held with two functioning PLHIV support groups from two different villages 

served by the ART facility.  FGDs were held to validate the findings from the nine in-

depth interviews. Interestingly, the researcher observed that it was seemingly much easier 

for the PLHIV participants in the FDGs, as they reflected on their own experiences, to 

identify facilitating factors rather than barriers that contributed to adherence.  

Interestingly, as members of a PLHIV support group the PLHIV tended to associate 

PLHIV that were not part of any support group as being the ones who were more likely to 

experience barriers.  On the other hand, PLHIV during the in-depth interviews tended to 

refer to themselves and their own experience in relation to facilitators and barriers.  
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Not surprisingly, the study has shown that there are many factors that are similar to urban 

settings that impact on ART adherence among PLHIV living in rural settings. The factors 

identified can either be categorized into barriers or facilitators to adherence. The 

following were the specific issues that either were barriers or facilitators to adherence: 

 

5.1.1. Acceptance of one’s HIV status and belief in the efficacy of the ARVs 

It was clear from the interviews that the acceptance of one’s status and belief in the 

efficacy of ARVs contributed to PLHIV’s ability or inability to adhere to treatment. ART 

users who had accepted that they were HIV positive and understood that treatment could 

assist in prolonging their lives were more likely to adhere than those that lived in denial. 

This was evidenced in a FGD with a support group of PLHIV in Rufunsa village, where 

participants agreed that PLHIV who denied having HIV usually refused to take their 

drugs. The participants in the discussion indicated that, because they knew ARVs were 

the only medication that could keep them strong and healthy, this motivated them to 

continue to take their medication. This finding has been supported by several research 

studies indicating a strong association between the acceptance of one’s status and belief 

in the efficacy of the treatment (Sidat et al. 2007; Dahal et al. 2008).  

 

Interestingly, despite indicating an understanding of the potential of ARVs to prolong 

life, some interviewees in the in-depth interviews did not yet grasp the implication of 

interrupting doses. This finding is similar with a qualitative study conducted in 

Massachusetts by Law et al. (2005), which indicated that although most interviewed 

patients (84%) on ARV medication reported non-adherent behavior such as interrupting 
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doses,  “holidays” and as forgetting doses, most did not consider their behaviour as being 

non adherent. Only a few in this study were reported to have understood the possible 

consequences of interrupting doses (Law et al. 2005).  Chesney (2004) notes that it is not 

only important for individuals to understand the consequences of non-adherence, 

treatment failure, disease progression and death; but also the challenges that exist when 

treatment failure occurs.  In addition, PLHIV on treatment need to be aware of the lack of 

treatment options available when drug resistance develops.  Community consultations on 

experiences in HIV and AIDS related treatment in urban and rural settings in Zambia 

(International HIV and AIDS Alliance, 2004) found that people in rural settings often 

lacked basic information about HIV and AIDS. A clear understanding of what happens 

when one misses doses both before initiating ART (pre ART) and during ART is thus 

crucial in motivating PLHIV to continue their treatment.   

 

The new ART protocols on Antiretroviral Therapy for Chronic HIV infection in Adults 

and Adolescents in Zambia has indicated that “not skipping doses or stating and stopping 

therapy” are a good measure of adherence (MOH, 2007:15). Whilst the ART facility at St 

Luke Mission hospital does provide adherence counseling during pre ART stage and 

provides follow up adherence counseling when PLHIV are on ART, the lack of 

understanding about the importance of not skipping doses on the part of some 

interviewees on ART suggests the current counseling might need to be reviewed in order 

to address this.  
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5.1.2. The importance of addressing perceptions of impact of ART on sex 

and women conceiving at both individual and community level 

The finding from this study also suggests that there were several commonly held beliefs 

and perceptions about ARVs that are contributing to non-adherence among PLHIV. 

These perceptions included the belief amongst PHLIVs that ARVs made PLHIV “loose” 

and want more sex. Another perception was that women on ARVs would be unable to 

conceive. FGD participants and one of the health workers suggested that husbands 

stopped their wives from taking ARVs as a consequence of this perception. These 

findings suggest that there is still a need for more education about ARVs (and specifically 

what they do and do not do) amongst PLHIVs and the broader community who provide 

support to PLHIV. In addition, within the existing couple counseling being provided at 

the ART facility, it would be useful for the ART facility to look at how to support the 

female PLHIV to be adhere and take their right to treatment.   

 

5.1.3. The role of food and nutritional support in facilitating adherence 

The findings from this study indicated that food is crucial to support the intake of ART 

and therefore, in supporting adherence in rural communities. This has been 

acknowledged to be of importance particularly in rural settings by International 

HIV/AIDS Alliance (2004: 15) when they noted that, “… in rural areas things taken for 

granted in towns, such as access to food and medical care, are in chronically short supply; 

poverty is particularly deep”. 

 

Some interviewees acknowledged, during the in-depth interviews and in all three FGDs, 

that food was important in ensuring that PLHIV on treatment adhered to it. It was also 
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noted specifically by members of the PLHIV support groups and the treatment supporters 

in the respective FGDs that sometimes PLHIV were not adhering to treatment as a result 

of lack of food. Studies in Botswana, Tanzania and Uganda (WHO, 2006; Weiser et al. 

2003) also highlighted the need for food support to be available to PLHIV especially 

when they are starting to take the drugs.   

 

During in-depth interviews most of the PLHIV and in the FGD with treatment supporters 

it was suggested that the food packages the PLHIV currently receive for one month 

should be increased to three months. The current provision in relation to food support for 

PLHIV on ART as indicated in the Zambia National HIV and AIDS strategic framework 

(2006-2010) states that the “strengthening of nutrition education among PLHIV and 

supporting access to micronutrient supplements and access to nutritious food for PLHIV” 

are some of the core strategies to be used in promoting appropriate nutrition and positive 

living among PLHIV (NAC, 2006: 29). 

 

Weiser et al. (2010), found through open-ended interviews with 47 PLHIV in Uganda 

that food insecurity influenced access to medical care and adherence to ARVs.  Findings 

from in depth interviews during this research indicated that PLHIV were so sick before 

starting ARVs that they were unable to grow food or earn income to buy food.  – The 

provision of food to support the nutritional needs of PLHIV in the short term is therefore 

necessary to encourage ART adherence..  
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During discussions with the support group of PLHIV in Rufunsa, participants 

acknowledged the need to increase individual food production through support with 

fertilizer and income generating activities to enable PLHIV to have adequate food. The 

current national response and guidelines in the Zambia National Strategic HIV and AIDS 

framework to mitigate the socio-economic impacts of HIV, emphasizes the “promotion of 

food security, livelihoods and income generation for PLHIV and their caregivers and 

families” as a key response to address food insecurity (NAC, 2006: 31). In the light of 

this policy, there seems to be a gap between what is happening at the ART facility in 

terms of IGA support for PLHIV and the policy. An emphasis therefore in an ART 

facility based in a rural area should therefore be to link PLHIV and their families to 

sustainable livelihood and economic support programmes.  

 

5.1.4. Alcohol abuse as a key barrier to adherence 

Support group members, treatment supporters and health workers cited alcohol as a key 

barrier to adherence. For example, it was noted by support group members that in their 

experience, PLHIV on ART who abused alcohol were usually unable to stay on treatment 

as they did not remember to take their medicines when drunk. This finding is consistent 

with other studies, which have indicated that the abuse of substances such as alcohol and 

the use of active drugs resulted in PLHIV not adhering to medication (Chesney, 2000; 

Power et al. 2003; Methta et al.1997; Dahab et al. 2008).  

 

The key informants, specifically the health workers in the study suggested that there 

seemed to be more men than women abusing alcohol and therefore defaulting in terms of 
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their treatment. Although the new ART protocols on Antiretroviral Therapy for Chronic 

HIV infection in Adults and Adolescents in Zambia (MOH, 2007:15) is clear on the need 

to “counsel patients to avoid drug abuse and to refrain from excessive alcohol use” there 

was no indication of a specific programme within the community or at the facility that 

addressed the issues of alcohol abuse in relation to ARVs. Given the experience of health 

workers at the ART facility, particular focus ought to be given to men’s vulnerability to 

alcohol abuse. In addition further research would be useful to provide an understanding 

of the specific issues related to alcohol and ART in rural communities.  

 

5.2. Commonly used strategies to support ARV adherence by PLHIV on 

ART 

The study found that PLHIV in a rural study setting adapted similar strategies to support 

them to adhere to ART as to those in urban settings. PLHIV taking part in in-depth 

interviews and in the FGDs highlighted the types of strategies they used to help them take 

their medicine regularly and on time. These included the use of clocks, wristwatches, 

alarms, cell phones and radios. Similarly, an Australian study Sidat et al. (2007) found 

that PLHIV commonly used various strategies such as PLHIV receiving sms messages on 

their mobile phone organized by their care provider, setting up mobile phone alarms or 

table clock alarm and using of pill boxes.  

 

An interesting strategy a PLHIV interviewee disclosed was linked to farming seasons, 

where the PLHIV said their medicine consumption was linked to the time they were 

preparing to go out to the fields which in the rural context is done very early in the 

morning. Another female interviewee said she based the time she took medicine on a 
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cockerel’s behavior. The latter two examples suggest that some PLHIV seemed to 

develop coping mechanisms that were unique to the rural environment. PLHIV seem to 

be using a combination of strategies to enable them remember what time to take their 

medication although it was not possible to determine how reliable some strategies are in 

supporting adherence.  

 

5.3. Disclosure and social support in families, among couples, friends 

and partners 

The findings from this study related to disclosure and social support from families and 

friends is consistent with other research findings on the role of social support in barring 

or facilitating adherence to medication (Weiser et al. 2003; Dahab et al. 2008; Turner, 

2002). PLHIV during in-depth interviews and PLHIV in support groups suggested that 

where they had disclosed to family members and found themselves in a supportive home 

environment  it was easier to take the medicines. For example, most interviewees during 

in-depth interviews indicated that their children, mothers and other family members or 

friends reminded them to take their medicines at the right time. Turner (2002) argues in 

her review of literature in the USA on adherence to antiretroviral therapy that PLHIV 

who have a good support system that includes family, friends, other role models and 

members of the health care team may be more likely motivated to adhere to treatment. 

 

The new ART protocols on Antiretroviral Therapy for Chronic HIV infection in Adults 

and Adolescents developed by MOH in Zambia also indicates that patients should be 

“encouraged to identify treatment supporters such as family members and buddies and to 

include them in counseling, and supporting patients to overcome obstacles such as 
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disclosure (MOH, 2007:15). In addition, the support group for PLHIV was also 

highlighted as being an important mechanism for receiving support: in providing 

information on ART, giving support to one another, and providing a forum to share 

experiences and enabling one to feel accepted. The ART protocol guideline also 

identifies linking patients to support groups as one of the key ways to support adherence 

(MOH, 2007). Cortez et al. (2004) in their research to  provide ART in poor resource 

settings in South Africa cited and recommended that to attain high levels of adherence, 

community based ART initiatives need to have among other things peer support for 

PLHIV through support groups.  

 

However, accessing support from one’s partner and/or family does of course require 

disclosure of one’s HIV positive status.  The FGDs with both PLHIV in support groups 

and treatment supporters revealed that women in particular were perceived to be afraid of 

disclosing their status and use of ARVs to their partners. Treatment supporters in 

particular suggested that the reason for this was that they feared that the disclosure of 

their status would lead to them losing their spouse or partner. For single PLHIV there was 

a fear that disclosing their HIV positive status would mean they would not get married. 

Interviewees thus suggested the fear of rejection within relationships, as a key barrier to 

treatment adherence. Women seem to face negative consequences as a result of their 

disclosure of their HIV status. Kumarasamy et al. (2005) have also indicted the 

complexities of disclosure and its consequences especially for women.  
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In addition, it was suggested by treatment supporters’ that husbands were known to 

discourage their wives from taking ARV because it was believed, among men, that 

women on ARVs could not get pregnant. As mentioned previously there is need to 

correct incorrect beliefs amongst both PLHIV and their support network including 

spouses, family members and the wider community to maximize adherence support.  

 

In looking at gender dimensions to accessing treatment in rural areas, community 

consultations conducted in Zambia by International HIV and AIDS Alliance (2004) on 

experiences of HIV and AIDS related treatment in urban and rural settings found that 

women in general needed much more information and education on HIV and AIDS and 

treatment as they were particularly vulnerable.   

 

5.4. Embarrassment, stigma and discrimination as a barrier to 

adherence 

This study found that embarrassment, stigma and discrimination acted as barriers to 

adherence among PHLIV. It was noted during the FGDs discussions with support groups 

of PLHIV that HIV-related stigma and discrimination was a barrier to adherence among 

PLHIV.  The participants in these FGDs highlighted that they were aware of ART users 

that felt embarrassed and shy about taking medicine in public or to be seen with side 

effects. This contributed to their inability to take their drugs in the presence of other 

people and contributed to their inability to adhere to their treatment  

 

This finding is similar to findings a Zambian urban and rural research study conducted in 

Lusaka, Ndola and four villages in Southern province by the International HIV/AIDS 
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Alliance (2004). The study identified stigma and discrimination as one of the main 

barriers for PLHIV to access treatment or care for fear that their HIV, status is known. 

International HIV/AIDS Alliance (2004) in their study citied “fear and stigma” to be 

“particularly powerful” in the rural areas of southern province in Zambia as these were 

for example, seen to “discourage people from using voluntary counseling and testing 

(VCT) services and made it difficult for people with HIV to be open about their status” 

(International HIV and AIDS Alliance, 2004: 15).  Other studies in developed countries 

have confirmed the finding that stigma and discrimination contributes to non-adherence 

to treatment (Dahab et al. 2008; Kumarasamy et al. 2005; Weiser et al. 2003).  

 

5.5. Religious beliefs and their role in adherence to ART 

An interesting finding in the research was the possible link between faith, healing and 

non-adherence. Treatment supporters, support groups members and health workers all 

noted that some religious groups (such as the Pentecostal churches) served as a major 

barrier to adherence. For example, some pastors were citied as urging PLHIV to stop 

treatment because they had been “healed” by faith and prayers. PLHIV from a support 

group in Rufunsa village cited cases of PLHIV who had died as a result of stopping their 

medication. In addition, one interviewee (# 6 in Table 1) was cited by treatment 

supporters as one of the PLHIV on ARVs that had stopped taking their medication as 

result of a pastor telling her to stop her medication. This finding is consistent with the 

findings in a prospective observational study, conducted in Uganda which found that 

1.2% of patients discontinued ART because of a belief in spiritual healing (Wanyama et 

al. 2005).   
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It is also worth noting that there is a belief on healing of HIV as a result of prayer even 

among people who do not know their status. In an exploratory study conducted in 

Tanzania by Zou et al. (2009) on associations between religious beliefs and HIV stigma, 

disclosure and attitudes towards ARV, the majority of respondents from Catholic, 

Lutheran and Pentecostal churches believed that prayer would cure HIV. However, 

almost all of them indicated that they would begin ARV treatment if they became 

infected (Zou et al. 2009).    

 

As one of the health workers pointed out faith can nonetheless also contribute to helping 

one continue with medication. Churches have traditionally played a key role in 

prevention, treatment care and support programmes in this community in Zambia. For 

example the current ART facility at St Luke Mission hospital is being implemented by 

Catholics nuns.  In addressing adherence, there are opportunities for greater collaboration 

between the ART facility at St Luke Mission Hospitals and religious leaders. In addition, 

through using treatment supporters who are living with HIV, the ART facility can 

advocate for more positive involvement and education amongst religious leaders. 

Wanyama et al. (2005) argue and suggest that spiritual beliefs should be an important 

part of ART adherence counseling in resource-limited settings, requiring close 

collaboration between HIV care programmes and religious leaders to identify common 

goals and ensure successful treatment. 
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5.6. The role of treatment supporters as facilitators to adherence 

The value of using ART treatment supporters has been citied by Nachega et al. (2006) as 

one of key strategies to support adherence of ARVs in communities. Treatment 

supporters and their support to PLHIV on ART is a key facilitator to adherence (Nachega 

et al. (2006).  Findings of this study revealed that treatment supporters were responsible 

for providing adherence counseling, following up clients in their homes, checking clients’ 

pills, making referrals and accompanying clients on their first day of receiving treatment. 

Treatment supporters were also the link between the ART facility and the communities.  

 

However, during the research several challenges were suggested by treatment supporters 

in relation to their service provision and incentives: the need to have access to livelihood 

opportunities as the K100,000 allowance and food parcels treatment supporters receive 

was not adequate and sustainable. There was also the need for supporters to to have 

bicycles to access clients in remote areas and appropriate protective clothing such as 

raincoats and gum boots for the rainy season. It is very likely that responding to these 

basic needs will contribute to making the work of treatment supporters easier and ensure 

that they are adequately motivated.  

 

5.7. The role of ART mobile clinics in facilitating adherence 

Distances to a health facility and costs associated with accessing health facilities have 

been known to impact on adherence to ARVs (Weiser et al. 2003; Kumarasamy et al. 

2005). In this study the issue of costs associated with accessing health facilities was not 

highlighted as a barrier to being adherent. This could be attributed to the fact that the 

ART facility had developed an ART outreach programme to reach communities by using 
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mobile ART clinics. In addition, most of the services provided at the ART facility were 

free. Each village was visited once a month by a team from the St Luke’s Mission 

Hospital’s ART facility. However, it is possible that there are still areas that the outreach 

programme is unable to access as suggested by some key informants, who indicated the 

challenges they faced with transportation and accessing hard to reach areas. 

 

5.8. Addressing health systems challenges to facilitate adherence in 

rural communities 

Strengthened health care systems are important in supporting adherence to medication 

among PLHIV in urban and rural settings in Zambia. However, special focus needs to be 

placed on rural settings as “overall, lack of human resources and infrastructure for HIV 

testing, counseling and treatment are widespread in rural areas” (International HIV and 

AIDS Alliance, 2004:15).  The findings from this study indicated that staff at the health 

facility has several challenges that they believe influence their ability to deliver better 

services to clients. The challenges they specifically cited included inadequate training in 

adherence counseling and support, inadequate transport to access the more distant 

villages, and too few staff available to counsel or attend to patients.  

 

The Health workers in the study acknowledged the need for further training in ART and 

adherence although they felt there were not enough opportunities for access to training. 

The ART Protocols (MOH, 2007) state that one of the requirements for health providers 

is that they participate in continuous medical education in the use and monitoring of 

ART. In addition, the national guidelines on management and care of HIV and AIDS 

(2004:4) emphasize that “to achieve the goals of the health reform programme, health 
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care workers both at institutional and the community level in both public and private 

health sector must be trained in HIV and AIDS management and care”. 

 

Harries et al. (2001) in their paper on provision of ART in Sub Sahara Africa and 

suggestion on a framework for delivering ART in Sub Sahara Africa cite government 

commitment as one of the key elements in provision of nationwide coverage of ART in a 

country. Although policy is in place to support the provision of ART the reality is that 

adequate resources have not been allocated in all countries to support ART roll out. 

Overall the health care system has been over stretched and strained, resulting in poor 

service delivery. It is acknowledged in Zambia that the high prevalence of HIV and AIDS 

related illness has seriously overburdened the health systems in Zambia (NAC, 2004). 

 

5.9. Implications for policy research and practice in rural areas 

This qualitative study was conducted among PLHIV taking ART and living in the rural 

areas of Chongwe district in Zambia. The findings indicated that there were several key 

factors that contribute to the level of adherence among PLHIV in rural areas. Findings 

from this study, highlight the challenges that exist when health facilities are located far 

from the communities they service and the ART facility do not have adequate transport to 

reach hard remote areas. Although St Luke Mission Hospital had outreach centres linked 

to the ART facility, bringing health services closer to communities remains a challenge. 

Distances to health services can therefore be a barrier to adherence. This implies that 

people will often prefer seeking alternative medicines such as traditional healers first, 

because they are closer; and resort to health services last. Although, further research is 
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needed to ascertain if this is the case in Zambia, it was noted that traditional healers are 

more commonly used in rural areas than in urban settings (International HIV and AIDS 

Alliance, 2004).    

 

Evidence from the study suggests that treatment supporters are key facilitators to 

treatment adherence among PLHIV in rural areas.  Treatment supporters are the 

backbone for care and support services in communities and in supporting adherence 

(NAC, 2004). Treatment supporters need be valued and recognized and their work 

adequately resourced by government to support the provision of incentives and 

equipment. Cortez et al. (2004) in the their research in providing ART in poor resource 

settings in South Africa cited and recommend that to attain high levels of adherence, 

community based ART initiatives need to have a strong-patient centered approach, 

comprehensive counseling which includes well trained lay counselors that provide one-

on-one counseling for people taking ART. 

 

Faith plays a key role in shaping of values, beliefs, behaviors and attitudes of people in 

Zambia and the faith community has also played a significant role in the provision of care 

and support for PLHIV in Zambia.  As the findings seem to suggest some PLHIV in the 

rural community are stopping treatment as a result of belief in being healed by faith.  It 

will be important to explore this further to understand this and determine how best to 

work with churches to effectively support and sustain adherence of ART among PLHIV 

in rural communities.   
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As has been suggested elsewhere (Chesney, 2000; Power et al. 2003; Methta et al. 1997; 

Dahab et al. 2008) and in this study, the abuse of alcohol was highlighted as a key barrier 

to adherence especially among men in the community. The link between alcohol and 

ARVs needs to be understood in order to design sustainable approaches to provide 

support to PLHIV and families dealing with alcohol abuse.  

 

Finally, the evidence from the study highlights the need to further address perceptions 

about ARVs at both individual and community level.  The findings underscore the need 

to ensure that programmes at community level are relevant to emerging issues in the 

community and the need to have updated training for treatment supporters, as these are 

key in providing information to individuals and communities.  

 

5.10. Conclusion 

Adherence to ART is complex. The study showed that adherence depended on many 

factors.  For example, at an individual level a belief in the efficacy of treatment and the 

acceptance of one’s HIV positive status acted as facilitators to adherence. At the same 

time believing that one could be healed (from HIV) after receiving prayers acted as a 

barrier to treatment. In addition, the abuse of alcohol, stigma and discrimination, the fear 

of rejection and the perceptions about how ARVs impacting on ones’ ability to give birth 

also acted as key barriers to adherence.   

 

The study illustrated that social support through support groups and family members, the 

provision of food and nutritional support, the use of treatment supporters and mobile 
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ART services acted as facilitators to adherence. As PLHIV live in communities, 

perceptions of community members can act as barrier or facilitator to adherence.   As 

seen from the study, there are some factors that are similar in both urban and rural 

settings. The International HIV/AIDS Alliance cite these as being food insecurity, use of 

traditional healers and stigma Community consultations conducted in both urban and 

rural settings in Zambia by International HIV and AIDS alliance (2004), revealed that 

some factors were particularly significant for rural communities. These included factors 

such as “access to food and medical care, which are in chronically short supply; poverty; 

language problems being complex; traditional healers were commonly used; people often 

lacked even basic information about HIV and AIDS and the fear and stigma are 

particularly powerful in rural communities, Overall, lack of human resources and 

infrastructure for HIV testing, counseling and treatment are widespread in rural areas” 

(International HIV and AIDS Alliance, 2004: 15).  
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CHAPTER SIX 

CONCLUSION 
 

6. Introduction 

This study aimed to determine the knowledge, perception and opinions about the 

importance of ART treatment from the perspectives of PLHIV. The study also aimed to 

explore the barriers and facilitators that PLHIV have either experienced or anticipate will 

affect their level of ART adherence. 

 

Through a series of in-depth interviews and focus group discussions with PLHIV and a 

FGD with treatment supporters the study identified several barriers and facilitators to 

ART adherence in PLHIV in rural areas. Reported barriers to adherence among PLHIV in 

rural areas included such things as experiencing side effects as a result of taking ART, 

feeling an improvement in health and thus stopping to take their medication, a lack of 

understanding of the importance of adherence, and the abuse of alcohol which resulted in 

PLHIV forgetting to take their medication. Other barriers included stigma and 

discrimination that impacted on the ability of PLHIV to adhere to treatment, inadequate 

food to support ART uptake, non disclosure of one’s status for fear of being rejected 

especially for women who feared rejection in relationships and negative perceptions 

about the ARVS. Another key barrier to adherence was the religious belief reportedly 

held by some PLHIV that one would get healed after being prayed for and therefore 

treatment was discontinued. 
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Key facilitators to adherence identified in the study included getting into a regular routine 

of taking ARVs, knowledge and belief in the efficacy of ART, disclosure of HIV status 

and access to social support which enabled PLHIV to get support and adhere to 

medication and nutritional support that enabled PLHIV to have access to adequate food 

to support uptake of ART. Other facilitators identified were use of treatment supporters 

who provided support to PLHIV by providing them with on-going adherence counseling, 

and making referrals to the ART facility for further support, mobile ART clinics that 

have brought ART services closer to the rural communities and the adaptation of 

strategies such as clocks and use of alarms by PLHIV to remind them to take their 

medication. Although better health resulting from taking ARVs was citied as a barrier to 

adherence, it also acted as facilitator to adherence as better health motivated PLHIV to 

continue taking their medication. 

 

6.1. Limitations of the study 

The study had several limitations. Firstly, the selected sample of PLHIV interviewees 

from St Luke’s Mission hospital did not include all types of PLHIV groups that might 

have provided a different perspective on barriers and facilitators to adherence. For 

example:  

a) The researcher recruited interviewees from the ‘active’ patient list of the 

hospital. The researcher therefore did not try and recruit those that had completely 

defaulted or stopped taking their medication. 
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b) From the ‘active’ patient list, the researcher was limited in terms of the ability 

to reach everyone on the list because of the season in the year, when the study 

was conducted. As a result, the researcher only interviewed those that were living 

within a distance of 45 minutes to one hour of driving from the ART facility at St. 

Luke Mission hospital. It is worth noting that the mode of transportation in many 

of the villages surrounding the heath facility is either use of bicycles or walking as 

there is no public transportation available. As it was the rainy season, some 

PLHIV could not be accessed as a result of long distances from their homes to the 

health facility and inaccessible roads (e.g. most “hard to reach places” were 

inaccessible due to impassable roads, and therefore no vehicle was able to get to 

the villages). Other villages were not accessible due to the limited time that the 

researcher had, as it would take more that an hour and a half minutes’ drive as 

opposed to the 45 minutes and an hour, respectively the researcher took to drive 

on visits to the two sampled villages. It was not therefore possible to get PLHIV 

that were living further than 45/1hr away from the hospital. 

 

Secondly PLHIV during the in-depth interviews and FGDs may have provided responses 

that were aimed at pleasing or impressing the researcher and of wanting to be perceived 

as a ‘good patient’ and thus only reporting behavior that was perceived to have positive 

consequences. This is considered a possibility given that the researcher was introduced to 

the PLHIVs by one of the health workers from the ART facility at the St Luke Mission 

hospital. In addition, support group members in one of the FGDs tended to refer to 

‘other’ PLHIV (i.e. those who were not part of the support group) and were – it was 
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suggested - more likely to experience barriers to adherence than themselves. By referring 

to others, PLHIV did not then necessarily reflect on and talk about their own direct 

experiences – and the researcher was thus provided at times with information, which 

appeared to be largely hearsay.  

 

6.2. Recommendations 

St Luke Mission Hospital has been providing care and support to PLHIV in the 

community for many years and in 2004, with the establishment of the ART clinic, the 

hospital started to provide ART as part of its range of services. The study looked at 

barriers and facilitators to adherence among PLHIV. Based on the findings of this study, 

it is recommended that it’s ART facility consider in terms of future planning in relation to 

ART adherence among PLHIV: 

 

6.2.1. Addressing alcohol abuse among PLHIV on treatment 

The abuse of alcohol among PLHIV, and especially men, on medication was identified as 

an emerging problem within these rural communities. To support adherence, the new 

ART protocols on Antiretroviral Therapy for Chronic HIV infection in Adults and 

Adolescents developed by MOH in Zambia (MOH, 2007:15) importantly emphasizes the 

need to “counsel patients to avoid drug abuse and support patients to refrain from 

excessive alcohol use”. It also emphasizes the need to “identify ways to assist patients 

overcome obstacles” in relation to treatment and “linking patients to adherence support 

groups” (MOH, 2007:15).  
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As there was no counseling programme that was addressing the issues of alcohol and 

HIV in the community, it will be beneficial for the ART programme to consider 

developing a programme that can address the specific issues related to the use (and 

abuse) of alcohol in the community. In addition, the establishment of a support group 

specifically for those that are on ART and are struggling with the abuse of alcohol would 

be useful to establish in terms of providing additional support to PLHIV that are likely to 

also be struggling with issues related to adherence. Possible collaboration between the 

ART facility at St Luke Mission Hospital and with other agencies and programmes that 

focus on drug and substance abuse (for example, The Anti-Corruption and Drug 

Commission in Zambia should be explored so as take advantage of their experience and 

skill in this area.  

 

6.2.2. Addressing perceptions of ARVs in the community 

A number of incorrect perceptions about ARVS and taking ARVS exist within the rural 

communities where the study was conducted. These perceptions might be acting as 

barriers to adherence. It is thus recommended that the ART facility regularly update both 

the content of their community awareness programmes and their training programmes for 

treatment supporters in order to ensure that some of the negative perceptions held by the 

community about ART be clarified. Community sensitization should specifically 

continue to address issues of disclosure, stigma and discrimination to ensure that PLHIV 

are supported to take their treatment without feeling shy or embarrassed.  
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6.2.3. Review of the counseling programme 

On a number of occasions in the interviews it was noted that women are more likely to 

face negative consequences in disclosing their HIV positive status and thus require 

additional support in relation to disclosure.  It is thus recommended that the ART facility 

at St Luke Mission Hospital consider how best it could offer additional psychosocial 

support to their female clients as they face the significant challenges associated with 

disclosing their status to their male partners, families and friends.   

 

6.2.4. Strengthening of food security and livelihood opportunities for PLHIV 

and their families 

The Zambia National HIV and AIDS Strategic framework (NAC, 2006: 31) identifies the 

“promoting of food security, livelihoods and income generation for PLHIV and their 

caregivers and families” as a key response to support treatment in communities.  The role 

of food in relation to supporting the uptake of ARVs cannot be over emphasized. 

Increasingly programmes need to ensure that PLHIV are not dependent on hand outs and 

food parcels for their living. Emphasis by the ART facility at St Lukes Mission Hospital 

should therefore be placed on making linkages and creating opportunities for PLHIV and 

their families to have access to sustainable food security and livelihood programmes.  For 

example, more formal linkages with the Ministry of Agriculture and NGOs such as 

Programme Against Malnutrition (PAM) could be explored.  

 

6.2.5. Caring for treatment supporters 

Treatment supporters are the back borne of providing care and support at household and 

community level.  It is therefore important for the ART facility at St Lukes Mission 
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Hospital to continuously invest in their treatment supporters. In addressing the challenges 

faced by treatment supporters, the ART facility should explore how it can provide 

treatment supporters with adequate updated training and the tools for their work (such as 

providing them with bicycles and HBC kits).  Treatment supporters should also have 

access to sustainable livelihoods opportunities so that they are less dependent on food 

rations, which are currently being provided as incentives by the ART facility.   

 

6.2.6. Increasing collaborating with churches and traditional leaders 

In order to address the specific challenges of Pentecostal churches discouraging PLHIV 

from taking treatment, the ART facility St Luke Mission Hospital should explore 

opportunities for using the existing NAC structure known as the District AIDS Task 

Force, which is responsible for coordinating HIV and AIDS activities within the district.  

Using this structure, a stakeholders meeting could be held to bring together leaders from 

all faith based organizations and traditional leaders in the community. This meeting could 

look at issues of faith, use of traditional medicines and ART, and possibly identify 

research questions that can be explored further to provide further insights.  

 

It will be important for the ART facility to create a platform where the ART facility, faith 

leaders and traditional leaders can work together to design appropriate strategies to 

respond to existing challenges in the community. This will be in line with the National 

HIV and AIDS strategic framework (May, 2006) that calls for a multi-sectoral response 

to HIV and AIDS as it recognizes that there are various key players in the HIV and AIDS 
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response and therefore the need to work in a more coordinated way to address HIV and 

AIDS in communities. 
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APPENDIX A: Problem Analysis 

 
 

Lack of adherence 

Client/patient factors:  
Patient’s knowledge and 
beliefs about HIV and 
ARVs,  
Negative belief about the 
treatment, 
Psychosocial issues such as 
life stress and depression, 
Substance abuse, 
Forgetfulness 

Socio-economic factors  
such lower income and 
educational levels, costs 
involved in accessing 
treatment, distance to services 
providing the service, Stigma 
and discrimination and lack of 
family support 

Service provider factors 

Inadequate trained Human 
capacity responsible for 
testing, care and treatment 
related care, inadequate 
budgets to procure drugs and 
other related support services 
for ART 
Distance to the ART facility 
 

Service 

provider/patient 

relationship:  
Lack of clear instructions 
from health worker or 
community 
volunteers/treatment 
supporters 
Patient’s overall 
satisfaction and trust in 
the service providers

Therapy –related 

factors: complex 
treatment regimes, Side 
effects as a result of the 
treatment, 
Lack of clear instructions 
about how to take the 
drugs 

Lack of Community 
support through 
stigmatising and 
discriminating those that 
are HIV positive or 
perceived to be HIV 
positive. 

Lack of or 
misinformation 
about HIV, 
treatment and 
adherence 
information  

Figure 1: Problem Analysis 
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APPENDIX B: Work Plan 
Table 2: Work Plan 

Research activities Months 

Year 2008 

May Jun July Aug Sept Oct 

Review of research with ethics committee       

Obtain clearance from the St Luke’s Mission 
hospital 

      

Piloting and finalizing the research instrument       

Data collection       

Data analysis and report writing       

Submission of thesis for comments and reworking       

Submission of draft to St Luke Mission 
Management staff 

      

Finalizing the report and submission to SOPH for 
submission. 
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APPENDIX C: Budget 
 

Table 3: Budget 

Description Unit price 

(Kwacha) 

Number 

of Days 

Number 

of 

Persons/ 

quantity 

Total cost 

(Kwacha) 

1. Stationary 

• Tape recorder and    
tapes 

• Microphones 

• Note books & pens 

 
100,000 

 
50,000 
5,000 

  
1 
 

1 
5 

 
150,000 

 
50,000 
25,000 

2. Pilot study 20,000 2 5 100,000 

3. Allowance for 
participants and snacks 

K30, 000 10 20 600,000 

4. Transcribing K100, 000 5 2 1,000,000 

5. Photocopying of consent 
forms 

500  20 10,000 

6. Data collection 

• Fuel costs 

• Lunch allowance 

 
 

  1,000,000 

7. Photocopying reports 10,000  30 300,000 

8. Dissemination meeting K20, 000 1 30 600,000 

Sub total    3,835,000 

5 % contingency    191,750 

Grand total    K4, 

026,750 

Grand total in $    $1,060 

Budget notes 

• Participating clients in depth interviews (3) will be provided with an allowance to provide 

transport reimbursements 

• Two typists (4) will be hired to assist with transcribing from the record tapes. 

• Dissemination meeting (8) will be used to present findings to staff of St Luke Mission 

Hospital and other stakeholders 

• Due to do unforeseen circumstances, a 5% contingency has been added to the cost to cushion 

any unforeseen circumstances  

• Current exchange rate is approximately K3, 800 to a dollar. 
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APPENDIX D: In - depth Interview Guide with PLHIV on ART
11 

 
Greetings (Good morning or afternoon), my name is Charity Sisya and I am a student of 

Public Health with the University of Western Cape, in South Africa. Thanks for giving 

me this opportunity to meet with you. I am interested in asking you a few questions that 

will assist me to identify the possible barriers and facilitators that might affect the level of 

ART adherence among people living with HIV/AIDS in rural communities. The 

information I obtain in this interview and other interviews like this will hopefully be used 

to support the further development of strategies to support ART adherence in rural areas.  

 

Here is an information sheet about the research I am conducting. We can read it together 

- and I can answer any questions that you might have. 

Note: Refer to the participant information sheet, read it in the local language for 

those that cannot read. Give an opportunity for questions.  

I just want to re-emphasize that if you would prefer NOT to take part in this research 

study it will not affect you in anyway – and particularly not in terms of the quality of 

support that you receive from the ART clinic. 

Note: Once it established that the person has no further questions, then ask the 

following: 

I would like to know if you are willing to participate in this interview?  

If the potential participant says NO:  

Thank you very much for taking the time to listen to me, I wish you the best.  

 

                                                 
11 The questionnaire was adapted from the International HIV/AIDS Alliance study of the experiences of 
treatment users and health care workers, 2004 and WHO research From access to adherence: the 

challenges of antiretroviral treatment, studies from Bostwana, Tanzania and Uganda, July 2006. 
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If the potential participant has agreed to be interviewed, then proceed 

with the following: 

Thank you again for accepting to be interviewed.  This interview will take only about 1 to 

2 hours. But before we start the interview, I would like us to go through the informed 

consent form (the consent form to be read in the preferred language of the participant),  

Note: emphasize the following   

• The interview process (i.e. what it will involve) 

• The participate can with draw at any stage or chose not to answer any questions 

that makes them uncomfortable 

• Issues of confidentiality 

• Explain why I want to use a tape recorder – and request permission to do so. 

Ensure that the consent form is signed by both participant, or consent is given on tape and 

the person conducting the research. 

 
Thank you again, I just want to assure you that everything discussed here will be used 

solely for the purpose of my studies and the overall findings (from all the interviews I 

conduct) will be reported back to St Luke Mission Hospital. Your name will not however 

ever be included in the research report or referred to during the report back process. 

 
First I would like to find out some background information about you: 
 
1. Demographic information 

1.1 Sex (to be noted by the interviewer)  

1.2 What is your marital status (Probe if married, single, divorced, widow, widower 

and cohabiting)?  

1.3 How old are you? 
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1.4 What level of education have you attained? (None, primary, secondary) 

1.5 What do you do for a living? 

1.6 Do you belong to a support group for people living with HIV? 

1.7 How do you travel to the ART clinic? Probe (taxi, bus, walk)?  How long does it 

generally take you to get to the clinic?   

2. Knowledge and perceptions about ARV treatment 

2.1 I would like to understand what you know about ARVs.  Can you explain to me 

what the purpose  of taking ARVs is?  

(Probes: what are they meant to do in relation to your health? What is their 

expected benefit?) 

2.2 What particular ARVs are you taking  at the moment?   

(Probes: do you know the names of the ARVs you are taking – or if not, what do 

they look like) 

2.3    What do you understand that you have to do in terms of taking  the medication 

for it to be effective?  

(Probes: How long do you have to take them for?  How often do you have to take 

them? In what combination?) 

2.4      Before starting on ARVs where did you get information about ARVs?  

(Probe: Reading materials such as posters, books; friends; the HIV support group, 

HBC, through the counselor at the health facility, church, medical personnel, 

other sources – and if so, ask them to specify) 

3. ARVs and adherence to treatment  

3.1 How long have you have been on ARV treatment? 

 

 

 

 



 107 

3.2 Besides ARVs are there other medications you are taking?  For what? When did 

you start taking this medication? When do you have to take this medication 

(Probe: daily basis or not? Forever or not?)  

3.3 People have various experiences with ART – some of them good and others not 

so good. Can you explain to me your experience of being on ART.  Lets first 

focus on the positive experiences  you have had.  Can you tell me what some 

of your positive experiences have been in starting ART (in other words the 

positive changes that you have experienced)? 

(Probe: difference made to their physical health, and mental health/sense of general 

well being, difference in terms of primary relationship (e.g. partner)) 

3.4 Now lest focus on the negative or difficult experiences  – what have you 

found to be difficult or a challenge about starting and now being on ART? 

(Probe: experiences of stigma associated with taking ART, experience of side effects, 
difficulties in accessing the drugs, difficulties in having to take them, their lack of 
knowledge about things that come up and they don’t know what to do, lack of food to 
support ART up take, lack of money, distances to the clinic,)? 

I am particularly interested in looking at some of the ways ART 

patients are dealing with having to take medication each day.  As I 

had said earlier at the beginning of our discussion, what ever you say 

to me is anonymous, your name is not being recorded – so I hope that 

you feel comfortable enough to share with me some of your real 

experiences – The information you are sharing with me will be used 

to help gather information that can help others on ART adhere to 

their treatment particularly in rural areas.    

3.5 Have you perhaps missed a dose in the last day, 4 days, one-week or month?  
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This is a very important question. I appreciate how difficult it is to take medicines 

daily. If you do miss a dose, please can tell me the reasons for missing the doses? 

Please give me an example or two 

Probes: simply forgot, lack of food, use of alcohol, feeling better or well, busy 

doing other things, being away from the place of residence, distance to the health 

facility, fear of stigma and discrimination, depressed, experiencing side effects, 

waiting times at the clinic, drugs have finished or any other reasons, 

3.6 What do you think happens in your body if you skip or forget to take your ARVs  

3.7 Lets now talk about the things that help you take your pills  regularly and on 

time? 

Probes:  (e.g. buddy, relatives, clock, cell phone, children, acceptance of the HIV 

status, disclosure, beliefs about the value of treatment, feeling better and others)?  

3.8 Have you disclosed your HIV + status to someone close to you (like your 

partner, someone in your family, your close friend)?  

(Probes:  

DISCLOSED: Who have you disclosed to? Do they know that you are on ARVs?  

And if so, do they help you to take your pills?  Does this help you or make things 

more difficult in terms of taking your pills? 

NOT DISCLOSED: How does this affect you taking your pills? 

4. Discussing ARVs and adherence with the clinic staff  

4.1       What would you do if you were feeling sick after taking your medications?  

(Probe: would you tell your doctor or nurse? When would you tell them (at next 

clinic visit, go especially to the clinic) 
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4.2      What would you do if you have forgotten to take your medication over the last 

period   from one clinic visit to the next?  

(Probe: would you tell your doctor or nurse? why is this so?) 

4.3 With your experience of taking ARVs, what would you tell someone as the most 

important things they need to know to help them take their pills every day? 

4.4 If the clinic asked you how you think they and their staff could offer 100% support 

and information to keep ART patients adherent - what would you tell them? 

4.5 What type of support do you think the support groups of PLHIV need for them to 

be most helpful for people taking ARVs to help them stick to their treatment?  

5.  Cost Considerations 

5.1       How much do you have to pay to cover your travel expenses every time you visit    

the clinic?  

5.2        Do you incur any other costs as a result of taking ARVs? (Probes: increasing 

food costs, costs associated with tests at the facility, reduced income due to side 

effects)  

5.3        Do you lose income as a result of your coming to the clinic for reviews or 

refills? 

I would like to thank you for taking time to answer to my questions. As I 

had mentioned at the beginning of the interview, I would like to re-assure 

you again that whatever we have discussed here will be solely for the 

purpose of fulfilling my studies and help develop strategies that can 

support ART adherence in the rural areas. The information provided will 
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be treated with strict confidence and your name will be not included in 

the report or other interviews. 

 

Do you have any questions that you would like to ask me - or would you like to tell me 

anything else?  

I would like to thank you again for your time and the information that you 

have shared with me and I wish you the best.  

Note: if issues of further referral have been identified during the interview then refer 
participant to the relevant support structures within the health facility 

 

END OF INTERVIEW 
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APPENDIX E: Interview Guide for Health Workers at the ART facility 

 

Greetings (Good morning or afternoon), My name is Charity Sisya and I am a student of 

Public Health with the University of Western Cape, in South Africa. Thanks for giving 

me this opportunity to meet with you. I am interested in asking you a few questions, that 

will assist me to identify the possible barriers and facilitators that might affect the level of 

ART adherence among people living with HIV/AIDS in rural communities. The 

information obtained in this interview and other interviews like this will be used to 

support the further development of strategies to support ART adherence in rural areas.  

 

Here is an information sheet about the research I am conducting. We can read it together 

and I can answer any questions that you might have. 

 

Note: Refer to the participant information sheet. Give an opportunity for questions. 

Once it established that the person has no further questions, then ask the following 

 

I would like to know if you are willing to participate in this interview?  

 

If the potential participant says NO: Thank you very much for taking the time to 

listen to me, I wish you the best.  

If the potential participant has agreed to be interviewed, then proceed with the following: 
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Thank you again for accepting to be interviewed.  This interview will take only about 30 

minutes to 1 hour. But before we start the interview, I would like us to go through the 

informed consent form, (Give the participant the consent form and read it with them) 

emphasizing the following  

• the interview process (i.e. what it will involve), 

• The participate can with draw at any stage or chose not to answer any questions 

that makes them uncomfortable 

• Issues of confidentiality,  

• Explain why I want to use a tape recorder and request permission to do.  

Ensure that the consent form is signed by each participant, or consent is given on tape 

and the person conducting the research. 

 
Thank you again, I just want to assure you that everything discussed here will be used 

solely for the purpose of my studies and overall the findings from all the interviews I 

conduct will be reported back to the St Luke Mission Hospital. Your name will not 

however be included in the research report or referred to during the reportback process. 

 
First I would like to get some back ground information from you 

 

1. Background information 

1.1 What is your role in the ARV programme at St Luke Mission Hospital? 

1.2 What is your Profession? 

1.3 How long have you been involved or working in the area of HIV/ART 

related health care delivery , 

 

 

 

 



 113

1.4 How long have you been working  in particular this facility?  

2. Training 

2.1 What specific training have you received for this job in relation to the ARV 

programme: can you tell me about the focus or content of the training (eg. 

counselling, clinical care, HBC etc), and how long the training was for? 

Probe: Counseling skills, any training related to ART delivery, or did you get 

readings about it. 

2.2 How long was each of these training courses? 

2.3 How much discussion or input was given on adherence specifically? 

(Probe: how many training sessions/days focused on this issue; what key issues 

related to adherence did they focus on; or if not received – how did they access 

information on adherence?) 

3. ART and adherence to treatment 

3.1 What is the proportion of patients that are considered to be adherent to ART at 

this facility?   

3.2 What do you use to determine adherence in this facility? (Probe: appointments, 

irregular attendance at the hospital, refills?  

3.3 In your opinion and based on your experience what assists someone to be 

adherent? What are the characteristics of a patient or the characteristics of their 

circumstances that helps them be adherent?    

Probes: the support they have around them, whether they have disclosed or not, 

education, Knowledge of ART and the belief system in the value of the ARVs? 
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3.4 Similarly, what do you believe prevents patients from taking ART regularly?  Are 

there characteristics in a patient – or associated with their context - that leads to 

them to be non-adherent? 

Probes: costs to patients, lack of food, distance to the health facility, side effects, 

not having a treatment supporter, use of alcohol, fear of stigma and 

discrimination, feeling well? 

3.5 Currently what type of strategies or support are you offering ARV patients to 

keep them adherent to their drugs?  

Probes: Adherence counseling, ART outreach, community involvement etc 

3.6  From your experience what do you think are the particular challenges working in 

a rural area for keeping people on adherent on ART the particular challenges were 

working in a rural area for keeping folk adherent to ARTs? 

3.7 What do you think you need to do more of so as to support adherence to ARTs in 

this facility.  In other words, what do you think you need to do more of so as to 

increase the level of adherence - and the number of patients that are adherent? 

3.8 What specifically do you think you need to do or put in place to support non-   

adherent patients? 

3.9 What support would you need as a health worker to provide the additional type of 

adherence-related support or interventions for patients that you have just shared 

with me? 

 

I would like to thank you for taking time to answer to my questions. As I had mentioned 

at the beginning of the interview, I would like to re-assure you again that whatever we 
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have discussed here will be solely for the purpose of fulfilling my studies and help 

develop strategies that can support adherence in the rural areas. The information provided 

will be treated with strict confidence and your name will be not included in the report or 

other interviews. 

 

Is there anything else you would like to tell me or ask me? If not, thank you again for 

participating in this interview and wishing you the best. 

 

End of the interview 

 

 

 

 



 116 

APPENDIX F: Guide to conducting focus group discussion with PLHIV 

support group members 

 

Introduction 

Greetings (Good morning or afternoon), My name is Charity Sisya and I am a student of 

Public Health with the University of Western Cape, In South Africa. Thanks for giving 

me this opportunity to meet with you all. I am interested in asking you a few questions, 

which are part of my student research, but will also assist me to identify the possible 

barriers and facilitators that could affect the level of ART adherence among people living 

with HIV/AIDS in rural communities. This hopefully will be used to support 

development of strategies that can support ART adherence in rural areas. To help me 

explain in detail, please here is the information sheet that we can read together and I can 

answer any questions that you might have. 

Note: Refer to the participant information sheet, read it in the local language for 

those that cannot read. Give an opportunity for questions.  

I just want to re-emphasize that refusal or with withdrawal from this process will not 

affect you in anyway – and particularly not in terms of the quality of the care or the 

support that you receive from the ART clinic.  

Once it established that each person in the group has no further questions, then ask 

the following 

I would like to know if you are willing to participate in this focus group discussion 

(FGD)?  

If the potential participant says NO: Thank you very much for taking the time to 

listen to me, I wish you the best.  
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If the potential participant has agreed to be part of the FGD, then proceed with the 

following: 

Thank you again for accepting to be part of the FGD.  This FGD will take only about 1 

hour to 2 hours. But before we start the FGD, I would like us to go through the informed 

consent form (refer to the consent form and use appropriate language),  

Note: emphasize the following  

• the interview process, 

• The participate can with draw at any stage or chose not to answer any questions 

that makes them uncomfortable 

• Issues of confidentiality,  

• why a tape recorder will be used during the process.  

Ensure that each participant signs the consent form, or consent is given on tape 

Before we begin the FGD, can we reach a consensus on the group rules for the FGD. As a 

group what would you like us to have as ground rules? 

As a group we also need to ensure that what is discussed here remains here.  

Thank you again, I just want to assure you all that everything discussed here will be used 

solely for the purpose of my studies and the findings will be reported back to the St Luke 

Mission Hospital. Your names will neither be included in the research report nor referred 

to during the interview process. 

 
1.  Knowledge and perceptions about ART 

1.1       What do you know about ARVs? 

1.2       How should the ARVs be taken, for example how often should the medicines be    

taken and for how long? 

 

 

 

 



 118 

2 ART and adherence 

2.1     When people start ARV treatment, what stops them from continuing it or taking 

doses as prescribed?  

Probe: too expensive, time consuming, stigma and discrimination, denial of their 

status, lack of food, lack of employment, use of traditional medicines, being away 

from home, use of alcohol, distance from the facility, side effects, clinic waiting 

times being too long and others. 

2.2     From your experience, what do you think can help or helps people on ART remain 

adherent?  

Probes: knowledge of the ARVs medicines, disclosure, having social support, 

belief in the treatment, feeling well or better and others 

2.3    What support is given by the health workers to help people on ART to better adhere 

to their medication? 

2.4    What can be done by the PLHIV, support groups, family members, health workers 

and the community to support people on ART to remain adherent? 

2.5      What type of support do you think support groups or caregivers need for them to 

be most helpful for people taking ARVs to help them stick to their treatment? 

I would like to thank you all for taking time to answer to my questions. As I had 

mentioned at the beginning of the interview, I would like to re-assure you again that 

whatever we have discussed here will be solely for the purpose of fulfilling my studies 

and help develop strategies that can support ART adherence in the rural areas. The 

information provided will be treated with strict confidence and your name will be not 

included in the report or other interviews. 
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Is there anything else you would like to tell me or ask me? If not thank you to all you all 

for participating in the FGDs 

Note: if issues of further referral have been identified during the FGD then refer 

participant to the relevant support structures within the health facility. 

End of Focus Group Discussion
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APPENDIX G: Guide to conducting focus group discussion with 

caregivers (ART treatment
12

 supporters) 

 

Introduction 

Greetings (Good morning or afternoon), My name is Charity Sisya and I am a student of 

Public Health with the University of Western Cape, In South Africa. Thanks for giving 

me this opportunity to meet with you. I am interested in asking you a few questions, 

which are part of my student research, but will also assist me to identify the possible 

barriers and facilitators that could affect the level of ART adherence among people living 

with HIV/AIDS in rural communities. This hopefully will be used to support 

development of strategies that can support ART adherence in rural areas. To help me 

explain in detail, please here is the information sheet that we can read together and I can 

answer any questions that you might have. 

 

Note: Refer to the participant information sheet, read it in the local language for 

those that cannot read. Give an opportunity for questions.  

I just want to re-emphasize that refusal or with withdrawal from this process will not 

affect you in anyway – and particularly not in terms of the support that you receive from 

the ART clinic.  

Once it established that the person has no further questions, then ask the following 

Having read, I would like to know if you are willing to participate in this Focus group 

discussion (FGD)?  

 

                                                 
12 The questionnaire was adapted from the International HIV/AIDS Alliance study of the experiences of 
treatment users and health care workers, 2004 and WHO research From access to adherence: the 

challenges of antiretroviral treatment, studies from Bostwana, Tanzania and Uganda, July 2006. 
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If the potential participant says NO: Thank you very much for taking the time to 

listen to me, I wish you the best.  

If the potential participant has agreed to be part of the FGD, then proceed with the 

following: 

 

Thank you again for accepting to be part of the FGD.  This FGD will take only about 1 

hour to 2 hours. But before we start the interview, I would like us to go through the 

informed consent form (refer to the consent form and read in appropriate language),  

Note: Emphasize the following   

• the interview process, 

• The participate can with draw at any stage or chose not to answer any questions 

that makes them uncomfortable 

• Issues of confidentiality,  

• why a tape recorder will be used during the process.  

Ensure that each participant signs the consent form, or consent is given on tape  

Thank you again, I just want to assure you all that everything discussed here will be used 

solely for the purpose of my studies and the findings will be reported back to the St Luke 

Mission Hospital. Your names will neither be included in the research report nor referred 

to during the interview process. 

1.  Back ground information 

1.1. What is your role as caregivers or treatment supporters? 

1.2  How many PLWHIV do you support as a care provider? 

2.  Training 
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2.1. Have you undergone training to support you in being a caregiver or treatment 

supporter? Probes: Type of training such as Home Based Care skills, Treatment 

supporter, Counseling skills and others 

2.2. How long was the training?  

3.  ART adherence issues 

3.1.  From your experience as a caregiver or treatment support what keeps 

patients from taking ART regularly? 

Probes: age socioeconomic status, lack of Information (knowledge), beliefs, 

depression, distance to the facility, disruption of daily activities stigma and 

discrimination. 

3.2.     In your view, what do you think helps patients take their medicines as 

instructed? 

3.3.    What is currently in place at the facility and in the community to help people 

on     ART to adhere to their medication? 

Probes: Family, HBC support, support groups 

3.4. What do you think should be done or put in place at the facility to support 

PLHIV to adhere to ARVs? 

 
I would like to thank you all for taking time to answer to my questions. As I had 

mentioned at the beginning of the interview, I would like to re-assure you again that 

whatever we have discussed here will be solely for the purpose of fulfilling my studies 

and help develop strategies that can support ART adherence in the rural areas. The 

information provided will be treated with strict confidence and your names will be not 

included in the report or other interviews. 
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Is there anything else you would like to tell me or ask me? If not, then thank you again 

and wishing the best in your work 

End of the FGD 
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APPENDIX H: Participant Information Sheet for Individual Interviews 

 
 
 
 
 

 
 

 

 

               UNIVERSITY OF THE WESTERN CAPE 

SCHOOL OF PUBLIC HEALTH 

Private Bag X17  BELLVILLE  7535  South Africa 
               Tel: 021- 959 2809, Fax: 021- 959 2872 

 
 
October 2008 
 
Dear Participant 
 
Introduction 

 
Thank you very much for providing me with an opportunity to explain to you in detail 
about the research. I am Charity Sisya, a student at the SOPH, University of the Western 
Cape. As part of my Masters in Public Health I will be conducting a research to enable 
me complete my Masters degree.  
 
Purpose of the Research 

The purpose of the research is to identify possible barriers and facilitators that could 
affect the level of ART adherence among people living with HIV/AIDS (PLHIV). The 
findings of this research will contribute to understanding barriers and facilitators among 
PLHIV in rural areas and therefore assist the health facilities to develop strategies that 
can support ART adherence  
 
Interview process 

As part of the data collection process I would like to request that you participate in an 
individual interview. The individual interview will take about 1 to 2 hours.  A tape 
recorder will be used during this exercise. You are free to withdraw at any stage of the 
interview or discussion. You are free not to answer any questions that you are 
uncomfortable with you. Please note that refusal or with withdrawal from this process 
will not affect you in anyway. 
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Confidentiality 

The information you provide during this process will be kept confidential. You will be 
referred to with codes such as a number or letters and your name will not be disclosed. 
Issues around confidentiality will be discussed before you sign the consent form or give 
verbal consent.  Information collected both on tape and written down will be locked away 
at all times. All information collected will be destroyed as soon as the final research 
report is written up. 
 
Benefits and Costs

13
 

You will not receive any direct benefit from participating in this study, but you will 
receive a transport reimbursement of K10, 000. Your participation in this research will 
benefit others in providing understanding of the barriers and facilitators to adherence and 
therefore contribute to improving support for people on treatment in rural areas.  
 

Informed Consent 

Your verbal consent or signed consent is required before you take part in the interview. I 
will read the consent form with you and answer any of the questions you have. 
 
Questions 

For any questions, or if you need additional information, you can contact me on: 
 
Charity Sisya 
Cell phone: 097 7 474739 
Email address: charity.sisya@vsoint.org 
Telephone at work 260-1- 224469 
 
I am accountable to Ms. Nikki Schaay, my supervisor at UWC. Her contact details are as 
follows: 
Phone (South Africa) 084 211 5544/021-788 4186 
 
Email at schaay@mweb.co.za 
 
 
 

                                                 
13 This section of the information sheet will be adapted for health workers – who will not 
be paid any reimbursement for their participation in the study.  
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APPENDIX I: Participant Information Sheet for Focus Group 

Discussions 

 
 
 

 
 
 
 

 

 

               UNIVERSITY OF THE WESTERN CAPE 

SCHOOL OF PUBLIC HEALTH 

Private Bag X17  BELLVILLE  7535  South Africa 
               Tel: 021- 959 2809, Fax: 021- 959 2872 

 
 
October 2008 
 
Dear Participant 
 
Introduction 

 
Thank you very much for providing me with an opportunity to explain to you in detail 
about the research. I am Charity Sisya, a student at the SOPH, University of the Western 
Cape. As part of my Masters in Public Health I will be conducting a research to enable 
me complete my Masters degree.  
 
Purpose of the Research 

The purpose of the research is to identify possible barriers and facilitators that could 
affect the level of ART adherence among people living with HIV/AIDS (PLHIV). The 
findings of this research will contribute to understanding barriers and facilitators among 
PLHIV in rural areas and therefore assist the health facilities to develop strategies that 
can support ART adherence  
 
Interview process 

As part of the data collection process I would like to request that you participate in a 
focus group discussion (FGD). The FGD will take about 1 to 2 hours.  A tape recorder 
will be used during this exercise. You are free to withdraw at any stage of the interview 
or discussion. You are free not to answer any questions that you are uncomfortable with 
you. Please note that refusal or with withdrawal from this process will not affect you in 
anyway. 
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Confidentiality 

The information you provide during this process will be kept confidential. You will be 
referred to with codes such as a number or a letters and your name will not be disclosed. 
Issues around confidentiality will be discussed before you sign the consent form or give 
verbal consent.  Information collected both on tape and written down will be locked away 
at all times. All information collected will be destroyed as soon as the final research 
report is written up. 
 
Benefits and Costs 

You will not receive any direct benefit from participating in this study, but you will 
receive a transport reimbursement of K10, 000 and some snacks during the research 
process. Your participation in this research will benefit others in providing understanding 
of the barriers and facilitators to adherence and therefore contribute to improving support 
for people on treatment in rural areas.   
 
Informed Consent 

Your verbal consent or signed consent is required before you take part in the interview. I 
will read the consent form with you and answer any of the questions you have. 
 
Questions 

For any questions, or if you need additional information, you can contact me on: 
 
Charity Sisya 
Cell phone : 097 7 474739 
Emial address: charity.sisya@vsoint.org 
Telephone at work 260-1- 224469 
 
I am accountable to Ms. Nikki Schaay, my supervisor at UWC. Her contact details are as 
follows: 
Phone (South Africa) 084 211 5544/021-788 4186 
 
Email at schaay@mweb.co.za 
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APPENDIX J: Informed Consent 
 
 
 

 
 

 

 

 

 

UNIVERSITY OF THE WESTERN CAPE 

               School of Public Health 
 

Private Bag X17  BELLVILLE  7535  South Africa 
               Tel: 021- 959 2809, Fax: 021- 959 2872 

 
 
Thank you for agreeing to allow me to interview you. What follows is an explanation of 
the purpose and process of this interview. You are asked to give your consent to me on 
tape or in written form when we meet to conduct the interview. 
 

Information about the Interviewer 

I am Charity Sisya a student at the SOPH, University of the Western Cape. As apart of 
my Masters in Public Health, I am required to conduct a research. I will be focusing on 
adherence issues among ART users. I am accountable to Ms Nikki Schaay who can be 
contacted on schaay@mweb.co.za, or by calling (South Africa) 084 211 5544/021-788 
4186 
 
Purpose of interview 

To learn about some of the experiences people living with HIV/AIDS have in being 
adherent to ART. 
 
Interview process 

As part of the data collection exercise you are being requested to be a participant in a 
focus group discussion or an individual interview. The interview process will take 
between 1 to 2 hours.  A tape recorder will be used during this exercise. You are free to 
withdraw at any stage of the interview or discussion and you may chose not to answer 
any questions that make you uncomfortable. Please note that refusal or with withdrawal 
from this process will not affect you in anyway – and particularly not in terms of the 
quality of the care or the support that you receive from the ART clinic. 
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Confidentiality 

The information that you discuss with me during this process will be kept confidential. 
You will be referred to with codes such as numbers and letters when I write up my report. 
All information collected from these interviews will be destroyed after the research is 
completed. 
 

AGREEMENT 

I have read /or the information about this research has been read and explained to me.  
 
I have understood the purpose and I have had an opportunity to ask the questions and my 
questions have been answered.  
 
I voluntarily chose to participate in this research and I consent to be interviewed. 
 
 
Interviewee 

code………………………………………………………………………… 

 
 

Participant Name 

(printed)……………………………………………………………… 

 

  

Participant Signature & Date 

…………………………………………………………… 

 

 
Name of Researcher conducting the interview & obtaining informed 

consent……… 

………………………………………………………………………………………

…….. 

 
 

Researcher signature……………………………………………………………. 

(To accommodate those participants that might not be able to write, this signature will 
also certify that verbally consent has been given by the interviewee)   
 
Date 
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APPENDIX K: Ethics Committee approval letters 
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Figure 2: Ethics Committee approval letter, Department of Research Development—University of 

the Western Cape 
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Figure 3: Ethics Committee  letter, Biomedical Research Ethics Committee—University of 

Zambia 
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