
nation between hospitals, clinics, and community-
based education and support services.

This summary presents findings from an operations 
research study to assess the outcomes of the Antiret-
roviral Community Education and Referral (ACER) 
Project in two urban areas in Zambia—Lusaka 
and Ndola. The ACER project was implemented 
by the International HIV/AIDS Alliance, based 
in England, and the Alliance’s Zambia office, in 
conjunction with local Zambian partners. Launched 
in mid-2004, the two-year project built on previous 
formative research with urban and rural communi-
ties that examined knowledge and attitudes about 
prevention and treatment (International HIV/AIDS 
Alliance 2003).
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Engaging Communities in Supporting  
HIV Prevention and Adherence to  
Antiretroviral Therapy in Zambia

To read more about this study, go to 
www.popcouncil.org/horizons/projects/Zambia_ARVPrev.htm

In Zambia, the prevalence of 
HIV has been estimated to be 
16 percent among 15–49 year 

olds. In 2005, more than a million 
adults and children in the country 
were living with HIV, and nearly 
10 percent of this group were dying 
from the disease (WHO 2006).  

Recognizing the urgent need for 
antiretroviral therapy (ART), the 
Government of the Republic of Zambia (GOZ) 
has taken important steps to increase access to 
ART around the country, including making ART 
and associated laboratory tests free of charge at 
public health facilities (GOZ 2005). As a result, the 
number of people receiving ART has increased from 
8,500 in June 2004 to a total of 115,000 by July 
2007.

Because of the increased demands resulting from 
the scaling up of ART, it is clear that the formal 
health system alone cannot carry out all the steps 
necessary to get large numbers of people to initiate 
and maintain treatment successfully, and to prevent 
further transmission of HIV. Therefore, innovative 
approaches are necessary to ensure effective coordi-

IN
TE

R
N

AT
IO

N
A

L 
H

IV
/A

ID
S

 A
LL

IA
N

C
E

Treatment support worker talks to community members in Lusaka
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ACER was the Alliance’s first attempt to 
put into practice a community engage-
ment strategy to foster HIV prevention, 
treatment, care, and support for people 
living with and affected by HIV/AIDS. 
Community engagement involves bring-
ing together people with HIV, commu-
nity stakeholders, and health providers 
to develop partnerships, address service 
gaps and difficulties, and support fami-
lies and individuals, with the following 
aims:

Increase community awareness of available HIV-•	
related services. 
Increase access to and use of those services through •	
referral systems. 
Increase community understanding of the connec-•	
tions between HIV prevention, care, and treatment.
Support individuals to successfully adhere to treat-•	
ment and practice preventive behaviors.
Support health care workers to deliver services and •	
to help meet their own health needs.

The research was conducted by the Institute of Eco-
nomic and Social Research (INESOR) in Zambia and 
the Horizons Program. This summary addresses the 
following key research questions of the study: 

Among people on ART and community members, •	
what are their levels of knowledge about HIV and 
ART, uptake of HIV testing, serostatus disclosure, 
adherence to ART, sexual risk-reduction behavior, 
and stigma, and how have these levels changed over 
time?
What has been the effect of the ACER Project on •	
the above outcomes among individuals on ART and 
community members?  

Intervention Partners and Activities

In order to implement ACER, the Alliance worked 
with several partners in Zambia. These were the  
Network for Zambian People Living with HIV and 
AIDS (NZP+); Traditional Health Practitioners Asso-
ciation of Zambia (THPAZ); home-based care (HBC) 
programs affiliated with the Archdiocese of Lusaka and 
the Catholic diocese of Ndola; Africa Directions in  
Lusaka (a youth-led NGO); the Central Board of 
Health; and public clinics offering ART in Lusaka and 
Ndola. 

The Alliance hired a full-time coordi-
nator to run the project in the inter-
vention sites, liaise with the partners, 
and provide technical support and 
guidance. Additionally, in each of the 
two intervention communities, the 
Alliance hired two full-time treatment 
support workers (TSWs) who were 
based in the ART clinics and one full-
time treatment mobilizer (TM). The 
TMs coordinated partner activities in 
the intervention sites and acted as the 

link between community partners and the TSWs in the 
ART clinics.

There were five main types of ACER activities, all of 
which were inter-related and built on each other.

Capacity building for partners

The capacity building program was conducted by the 
Alliance’s Zambia office as well as the Alliance Secre-
tariat, with support from international consultants. 
The training aimed to ensure that partners got to know 
each other and were familiar with the basics of HIV, 
prevention, and ART. In 2006, for instance, the project 
trained 164 people from the different partner orga-
nizations (106 women and 58 men). Topics covered 
included information about antiretrovirals (ARVs), 
including how they work, what types are available in 
Zambia, their side effects, and guidance on how to sup-
port adherence among people on ART.  

Community activities

Once the partners were trained, they carried out four 
broad types of activities in the intervention sites in 
Lusaka and Ndola. These were: conducting sensitiza-
tion and educational activities, setting up support 
groups for people on ART, providing home-based care, 
and making referrals to health and community services. 
Each partner carried out activities based on their areas 
of expertise and comparative advantage; overlapping 
and complementarity of activities was widespread. 
The following illustrates the types of activities that the 
partners undertook in the communities, and identifies, 
where available, some figures showing the numbers of 
people reached, supported, or sensitized. 

Horizons conducts global operations 
research to improve HIV/AIDS 
prevention, care, and support 
programs. Horizons is implemented by 
the Population Council in partnership 
with the International Center for 
Research on Women (ICRW), PATH, 
the International HIV/AIDS Alliance, 
Tulane University, Family Health 
International, and Johns Hopkins 
University. 
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As of December 2006, the HBC programs had 45 •	
volunteer caregivers supporting 400 people living 
with HIV, of which 370 (240 female and 130 male) 
were on ART; prior to ACER, only 20 people living 
with HIV were on ART. 

Africa Directions (Lusaka only):
Ran a youth drop-in center that provided education •	
on HIV, sexual and reproductive health, and ART. 
Carried out awareness-raising activities on HIV,   •	
VCT, ART, and stigma through drama and tradi-
tional dance competitions.
Trained youth peer educators on VCT, ART, stigma •	
and discrimination.
Promoted and referred youth for VCT.•	
Between January and December 2006, reported •	
reaching 1,888 young people (1,103 women and 
785 men). 

Clinic activities

At each ART clinic serving the Lusaka and Ndola 
intervention sites, there was a male and a female TSW 
openly living with HIV, working alongside the health 
care workers, and acting as referral contacts for people 
attending the clinics. Their main activities were to 
provide adherence counseling, information, referrals 
to community support organizations, and support for 
prevention practices and stigma reduction. In 2006, the 
TSWs provided adherence counseling to 1,944 people 
(846 males and 1,098 females). The TSWs also coun-

NZP+:
Formed support groups for people on ART and their •	
“buddies.” 
Educated support group leaders about HIV, ART, •	
and HIV prevention, and provided condoms.
Referred support group members and leaders to •	
ART and other health services.
Participated in community radio programs on HIV, •	
ART, stigma, and discrimination. 
As of December 2006, formed 6 support groups of •	
people living with HIV, each with approximately 25 
members. Members met regularly and shared infor-
mation on treatment, and received nutritional sup-
port and condoms.  

THPAZ:
Educated traditional healers and traditional birth •	
attendants about HIV prevention, HIV counseling 
and testing, ART, and prevention of mother-to-child 
transmission (PMTCT).
Referred healers and birth attendants to HIV-related •	
services.
Used traditional ceremonies to educate and sensitize •	
people about HIV and ART.
Discussed ways to reduce the risk of HIV transmis-•	
sion during traditional practices such as cutting 
and circumcision, and distributed gloves and clean 
razors.
Distributed condoms and information on HIV pre-•	
vention and ART at market stalls.
From January to December 2006, THPAZ in Lu-•	
saka reported reaching 3,471 people (1,899 women; 
1,572 men); in Ndola they reported reach-
ing 10,059 people (6,754 women, 3,305 
men).

Home-based care programs:
Referred people for voluntary HIV counsel-•	
ing and testing (VCT), ART, and PMTCT.
Monitored and supported people on ART •	
and TB treatment and followed up through 
home visits.
Trained volunteers and primary caregivers •	
on issues related to ART.
Provided treatment support for people on •	
ART, including adherence counseling, and 
food and transport assistance. 
Formed support groups for people on ART.•	
Initiated and participated in HIV and ART •	
education activities in the community. Launch of the ACER project in Ndola
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seled health care workers, provided adherence support 
to children on treatment, and distributed condoms. 

Referrals 

The development of a two-way community referral sys-
tem was a key feature of the ACER project, and was a 
means of linking activities in the community and in the 
clinic (see above). It was a paper-based referral system, 
using two-part duplicate forms—each entry was num-
bered to support tracking of clients within the system. 
A person in need of care was given a referral form by a 
partner organization working in the community and 
took it to the place they were referred to—usually the 
local clinic or the government ART clinic. After clinic 
staff (often the TSW) had seen the client, they handed 
the tear-off portion of the form to the client to take 
back to the organization that made the referral, for 
ongoing support and follow-up. Depending on circum-
stances, the TSWs and/or the TM might accompany 
the person back to the community organization to 
ensure that they were aware of what had happened. 

Community and health system partners held regular 
referral coordination meetings to track the perfor-
mance of the system and to discuss issues and needs for 
individual clients. This was to ensure that the system 
ran smoothly and that all partners felt ownership of 
the system, which they helped to develop through a 
participatory process. 

Development of materials

A final important aspect of the project was the develop-
ment of educational materials on issues that ACER 
addressed. These materials were used during the imple-
mentation of ACER and now are more widely used for 
other projects. Materials included a set of fact sheets on 
HIV and ART, leaflets, and a manual entitled, Commu-
nity Engagement for Antiretroviral Treatment. 

Methodology

The study used a quasi-experimental, comparative pre- 
and post-test design to measure the effects of the inter-
vention. The study was carried out in two cities, Lusaka 
and Ndola, because of high levels of HIV among resi-

dents there and because the government initiated the 
pilot phase of its ART program in 2004 in these cities. 
Study sites included one intervention and one compari-
son site in Lusaka (Ng’ombe and Bauleni, respectively) 
and in Ndola (Nkwazi and Kaloko, respectively). The 
study sites were high-density, low income communities 
that were easy to delineate from the surrounding areas, 
and were similar in terms of size, infrastructure, and 
other HIV program/projects operating in the site at the 
time the study was initiated. 
 
Cross-sectional qualitative and quantitative data were 
collected at two points in time: baseline data between 
November 2004 and March 2005 and endline data 
collected post-intervention, between July and De-
cember 2006. Quantitative data were collected via a 
community survey and a survey of people on ART.  
The qualitative data were collected via in-depth inter-
views and focus groups with people on ART and their 
treatment supporters, and intervention partners and 
their clients. The quantitative data were analyzed using 
SPSS; the qualitative data were translated, transcribed, 
and analyzed using Atlas.ti©. 

The study received ethical approval from the University 
of Zambia and the Population Council.

Description of samples 

Survey of people on ART

In Lusaka, people on ART were recruited at the 
University of Zambia (UNZA) clinic, a large public 
sector clinic, which serves residents from Ng’ombe, 
the intervention site. They were also recruited from 
Bauleni clinic, a similarly large, public sector facility in 
Bauleni, the comparison site. In Ndola, people on ART 
from Nkwazi, the intervention site, were recruited from 
the ART clinic at the government-run Ndola Central 
Hospital. Due to the non-availability at baseline of 
persons on ART from Kaloko, no interviews were un-
dertaken with individuals from the Ndola comparison 
site at baseline or endline. All consenting individuals 
over 18 years of age were recruited sequentially as they 
came in for ART and care services at the selected health 
facilities. 

As shown in Table 1, in all sites and both at baseline 
and endline, more woman were interviewed than men 
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in the community survey at both baseline and endline 
was younger, i.e., for women it was around 30 and for 
men around 31, and this was true for both the inter-
vention and comparison sites (see Table 2). In terms of 
monthly household income and ownership of assets, 
people on ART were poorer than the general com-
munity; this was particularly the case in Ndola where 
the majority of respondents were found in the lowest 
economic status category based on asset ownership. 

In-depth interviews and focus groups

People on ART were recruited for in-depth interviews 
(IDIs) through HBC programs in the three study sites 
where ART programs were operating: Ng’ombe and 
Bauleni (Lusaka), and Nkwazi (Ndola). At baseline a 
total of 12 people on ART per site were interviewed; at 
endline this was reduced to 8 since the team felt that a 
saturation point had been reached such that the same 
information was being provided by respondents. 

The age range of the 15 women and 9 men who par-
ticipated in IDIs at endline was 17 to 56 years (mean 
age for women 41; mean for men 45). The majority of 

(60–70 percent). The mean age (around 40) was similar 
across sites and for baseline and endline. About half of 
those interviewed were married, and significant propor-
tions were separated, divorced, or widowed (39–53 
percent). In most study sites, the majority had com-
pleted primary school. 

Community survey 

The households in the study sites were mapped to 
develop a sampling frame for a community survey, 
and stratified random sampling was employed to select 
respondents between 18 and 55 years of age. The 
sample was stratified by age (18–30 years, 31–55 years) 
and sex. The sample size was calculated to detect a 
significant difference in uptake of VCT in intervention 
sites after the duration of the intervention. The final 
sample size was approximately 300 in each community 
at baseline and endline.      

In the community survey, about half the sample were 
women at baseline and endline, except for Nkwazi, 
where the endline sample was more than two-thirds 
women (67 percent). In comparison to the survey with 
people on ART, the mean age of both men and women 

Table 1  Sociodemographic characteristics of respondents on ART
Lusaka Ndola

Ng’ombe Bauleni Nkwazi
Baseline
(n = 120)

Endline
(n = 188)

Baseline
(n = 125)

Endline
(n = 187)

Baseline
(n = 77)

Endline
(n = 126)

Sex
    Male (%) 33 30 32 35 39 40
    Female (%) 67 70 68 65 61 60
Age
    Male (mean) 40 40 40 41 38 40
    Female (mean) 36 36 36 37 37 37
Marital status
    Married (%) 40 55 52 52 47 49

    Never married (%)   8   6   6   9   0   2
    Separated/Divorced/Widowed (%) 53 39 42 39 53 49
Highest education level
    None (%)   8 12   8 11 27 10
    Primary completed (%) 52 52 52 47 43 64
    Secondary completed (%) 40 36 40 42 30 27
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respondents had a primary education. Twelve respon-
dents were married and ten were widowed. 

The team also conducted IDIs with individuals who 
support people on ART to understand their perspec-
tives and experiences (21 supporters at baseline and 
20 at endline across the three sites: Ng’ombe, Bau-
leni, and Nkwazi). A total of 15 clients of traditional 
healers, members of NZP+, and HBC workers were 
interviewed at baseline and 21 at endline from the two 
intervention sites: Ng’ombe and Nkwazi. Additionally, 
seven focus groups were held at baseline and eight at 
endline with intervention partners.  

Key Findings

There was a significant increase among people 
on ART in Lusaka who cited peer groups as a 
source of information. 

The study found that over time there was a significant 
increase, especially in Lusaka, of people on ART report-
ing that peer groups for people living with HIV were 

an important source of information. At baseline, only 
1 percent of people in Lusaka reported peer groups as 
a source of information; this rose significantly to 30 
percent in Ng'ombe and to 47 percent in Bauleni. 

Despite this increase, the radio remained the main 
source of information on HIV/AIDS for all survey 
participants at all sites. Friends and family were also an 
important source of information for people on ART in 
all sites, especially at endline. Overall, more men than 
women (47 percent vs. 37 percent) received informa-
tion through the radio while more women (27 percent) 
received information from health workers than men 
(10 percent). 

The IDIs with people on ART suggested that while 
TV, radio, and friends were the principal sources, now, 
especially in the intervention sites, information is often 
obtained from support groups, the HBC teams, work-
shops, and from sensitization activities at the clinic. 
In Bauleni, the clinic was mentioned more often as a 
source of information about ART than in the interven-
tion sites. However, misinformation and misconcep-
tions also seemed to be more frequent among the 
Bauleni sample. According to one informant:

Table 2  Sociodemographic characteristics of community survey respondents
Lusaka Ndola

Ng’ombe Bauleni Nkwazi Kaloko
Baseline
n = 300

Endline
n = 294

Baseline
n = 303

Endline
n = 297

Baseline
n = 300

Endline
n = 300

Baseline
n = 300

Endline
n = 300

Sex

    Male (%) 47 50 45 39 45 33 45 42
    Female (%) 53 50 55 61 55 67 55 58
Age
    Male (mean) 30 32 31 32 32 32 31 34
    Female (mean) 29 30 29 30 32 31 30 33
Marital status
    Married (%) 65 68 70 66 67 61 76 73
    Never married (%) 28 25 25 23 16 25 14 16
    Separated/Divorced/ 
    Widowed (%)

  8   7   5 10 17 15 11 11

Highest education level 
    None (%)   8   4   6   7   8   8   3   8
    Primary completed (%) 43 38 41 42 59 60 62 57
    Secondary completed (%) 49 58 54 51 33 32 34 35



    7

37 percent at endline. In Ndola 25 percent of respon-
dents at baseline in Nkwazi (the intervention site) 
reported having had an HIV test, increasing signifi-
cantly to 35 percent (p = 0.005) at endline; in Kaloko 
the figures rose slightly from 24 percent at baseline to 
29 percent at endline. 

The data also showed that women tested significantly 
more often than men. Of the total number of respon-
dents from the community survey who reported having 
had an HIV test, 45 percent said they tested because 
they just wanted to know their status.

Partner disclosure among people on ART 
remained about the same in the study sites. 

Among people on ART in Lusaka who reported in the 
survey that they had disclosed to someone, disclosure 
to partners in Ng'ombe went from 41 percent at 
baseline to 52 percent at endline, and in Bauleni from 
47 percent to 56 percent. However, these increases were 
not statistically significant. In Nkwazi, the Ndola site, 
it remained the same, i.e., 48 percent of people had 
disclosed to their spouses at baseline and endline. 

The IDIs with people on ART revealed no differences 
between the intervention and comparison sites regard-
ing HIV testing and disclosure. The main reason for 
testing was that people were symptomatic. 

It was because my husband became ill and died. 
I also felt ill and I had herpes zoster so I wanted 

I heard about them [ART] from people who 
came in our compound to sensitize people but we 
did not pay much attention to what they were 
telling us. Because there was another rumor that 
some Satanists were in the compound asking for 
blood. 

Female, Bauleni

In terms of the kind of information given, all respond-
ents were told about the importance of adhering to 
ART, how the virus works in the body, and the impor-
tance of taking drugs at the same time each day. They 
were also counseled about CD4 counts, the importance 
of taking food with the drugs, and managing side 
effects. Some respondents reported, though less so in 
Bauleni, that they received information about sexual 
and reproductive behavior. 

HIV knowledge increased over time but there 
was little difference between the intervention 
and comparison sites.

The community survey showed a small but significant 
increase in knowledge across all sites from baseline to 
endline, particularly regarding knowledge about HIV 
transmission, but the increase was not significantly 
different between intervention and comparison sites. 
Overall, respondents in Lusaka had a greater under-
standing of ART compared with respondents in Ndola. 

Despite high levels of knowledge, there were still mis-
conceptions: substantial proportions still believed that 
HIV can be transmitted through mosquito bites, and 
some doubted the role condoms play in prevention. 
Additionally, many respondents did not yet see HIV as 
a chronic disease, and knowledge about how to manage 
the side effects of ART were not generally known by 
people in the community.

HIV testing significantly increased in the 
Ndola intervention site over the study period.   

Overall, a fourth to more than a third of community 
survey respondents had undergone HIV testing. In 
Ng'ombe, the Lusaka intervention site, figures were 
similar at baseline and endline, with approximately 39 
percent reported having had an HIV test. In Bauleni 
the percentage increased from 32 percent at baseline to 
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The Network for Zambian People Living with 
HIV and AIDS drop-in center in Nkwazi.
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to know my illness. I asked the HBC worker to 
take me for testing. 

Female, Nkwazi

Generally people reported no problems accessing 
testing, and reported positive counseling experiences. 
There was a sense that fear in disclosing one’s status 
has diminished in all sites. When reviewing patterns 
of disclosure, spouses tended to disclose to each other 
first, often going together for testing.

I didn’t experience any difficulties [in having a 
test] because transport was provided by the home-
based care. Myself and husband went for it. 

Female, Ng'ombe 

The availability of ART has played a key role in people 
being more willing to go for testing since they now 
know there is something they can do if they test 
positive. 

Mean 4-day self-reported adherence was very 
high in all sites, but decreased over longer 
periods of recall.

At baseline the majority of respondents in both Lusaka 
and Ndola reported being on ART for less than three 
months; by endline, the majority had been on treat-
ment for at least six months and nearly half for 12 
months or more. The majority of respondents in all 

sites were receiving first line ART regimens. In Ndola 
over 90 percent of people both at baseline and endline 
were receiving Triomune, a fixed dose combination 
medication in a single pill taken twice daily. In Lusaka, 
there was more variation. The majority of respondents 
in all study sites reported ease in taking medications.

Adherence was based on patient self report; a 4-day re-
call was used as the main measure of adherence. Mean 
4-day self-reported adherence was over 99 percent in 
all sites at both baseline and endline. But when asked 
about adherence in the past week, significantly fewer 
respondents reported no missed doses at endline com-
pared to baseline in Ng'ombe. There was no significant 
change over the study period in Bauleni and Nkwazi 
(see Table 3). 

Overall, self-reported adherence was better in Ndola 
than in Lusaka; this could be explained by the fact that 
the drug regimen was simpler there than in Lusaka 
where regimens other than Triomune were mentioned 
more frequently. 

There was no significant difference in adherence in 
the past week between male and female respondents. 
Additionally there was no relationship between marital 
status or disclosure and adherence measures.  

The majority of people in the IDIs had been on ART 
for less than a year. Knowledge about how and when 
to take ART was high in all three sites. Most people in 

Table 3  Changes in adherence among respondents on ART by site
Lusaka Ndola

 
Ng’ombe Bauleni Nkwazi

Baseline  
(n = 120)

Endline  
(n = 189)

Baseline  
(n = 125)

Endline  
(n = 187)

Baseline 
(n = 77)

Endline  
(n = 125)

Mean adherence: self-report (past 4 days) (%) 99.9 99.7 100.0 100.0 100.0 99.8

Not missed any pills/doses in past 7 days (%) 94.2   85.2*   95.2   90.9    98.7 97.6
When was the last time you missed any doses 
of your ARV medication?
    Never skip medications 79 69 80 99 99 93

    Less than 1 month ago 11   4   7   0   0   0

    More than 1 month ago 10 27   7 37   1   7

*p = .015
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all sites received the drugs once a month from 
the clinic but received fewer days supply at the 
beginning of treatment. All respondents in all 
three sites said that they were receiving ART free 
and none had witnessed any shortage of medi-
cines nor any other problems at the clinic. 

Four respondents at endline reported ever hav-
ing missed a dose; the rest (20) reported taking 
them consistently. Those who missed doses did 
so early on in their treatment and this was often 
a result of side effects and lack of food. The fact 
that there were not many medicines to take 
facilitated taking the drugs. 

If I were taking many pills it would be dif-
ficult but I take only one pill in the morn-
ing and one in the evening so I do not face 
problems.

Female, Ng'ombe

The majority of people had experienced side 
effects, usually early on in their experiences of 
taking ART; 10 respondents mentioned still 
having side effects. Most people had been counseled 
to seek help at the clinic when they experience side 
effects. Some spoke about changing drugs due to the 
side effects. 

Strategies used to support adherence ranged from using 
an alarm, clock, or radio; to spouses who are both on 
ART reminding each other; to children and other fam-
ily members, including spouses, reminding them; and 
to HBC workers reminding them. Generally there was 
a sense that it is one's duty to remember. 

In the past, I was being encouraged by other 
persons, but nowadays I have learnt to take the 
pill at the right time on my own. 

Female, Nkwazi

There were positive changes in knowledge of 
partner’s status among people on ART in the 
Lusaka intervention site. 

In the survey with people on ART, around half of the 
respondents were sexually active; self-reported sexual 
activity increased significantly over the period of the 
study among participants at all sites, especially in the 
intervention sites. The vast majority of sexually active 

respondents at all three sites reported sex with regular 
partners; there was no change over time. Knowledge 
of partner’s HIV status, which implies that the partner 
had been tested, increased significantly over time in 
Ng’ombe (62 percent vs. 79 percent; p = 0.022) com-
pared to Bauleni (59 percent vs 68 percent; p = 0.205). 
Condom use at last sex and consistent condom use 
with regular partners increased in both Ng’ombe and 
Bauleni, but there was no difference between groups at 
endline. 

A small proportion of respondents in all three sites 
reported sex with non-regular partners. The propor-
tion of respondents reporting non-regular partners in 
Ng’ombe declined significantly over the study period, 
while there was a small but not significant increase in 
the proportion reporting casual partners in Bauleni.  

From the IDIs, especially in the intervention sites, there 
was a sense that people were well informed about the 
relationship between ART and sex and the importance 
of using condoms. Most had been taught about safe 
sex, they knew about re-infection with different strains, 
and many reported using condoms with their spouses. 

Mod: Is there any change in the way you have 
sex with your husband as compared to before you 
started taking ARVs?  

ACER team members from Lusaka and Ndola
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Inf: Yes, there is a change because this time we 
use condoms. 

Female, Ng'ombe

In Bauleni, the data suggest that there was less infor-
mation and teaching being given on ART and sexual 
relations. Among the informants interviewed, there was 
a sense that people should not have sex anymore or that 
they are too old. In response to whether she was taught 
about sex and HIV prevention, one woman said:  

No, in fact I have remained single from the time 
my husband died and I did not even bother to 
ask about it.

Female, Bauleni

Similarly, in the intervention sites there was a sense that 
more teaching had been provided regarding repro-
ductive health options and possibilities compared to 
Bauleni. Most people in Ng'ombe and Nkwazi knew 
about PMTCT and many people mentioned Nevirap-
ine. But there was some distrust of Nevirapine—that 
if people had children while on it, the children would 
have health problems. 

There were significant reductions in internal-
ized stigma among people on ART in Lusaka.  

The research team used a 24-item adaptation of the 
HIV stigma scale (Berger, Ferrans, and Lashley 2001) 
to measure internalized stigma (Cronbach's alpha 
0.87: possible range of scores 24–96). As shown in 
Table 4, mean stigma scores significantly decreased in 

Ng'ombe and Bauleni. The reduction in stigma scores 
was observed across all four domains contributing 
to internalized stigma in Lusaka, but more so across 
public attitude-related stigma and negative self image. 
In addition, there was a significant increase in both 
Lusaka sites of respondents who were categorized as 
having minimal to low levels of stigma based on their 
stigma scores. There was no change in stigma measures 
in Nkwazi, the Ndola site.

The study also found gender differences in internal-
ized stigma. At baseline, women from all sites reported 
significantly more internalized stigma than men based 
on mean scores (69 vs. 65; p = 0.003). At endline, the 
figures were similar (63 vs. 62; NS). This suggests that 
women on ART across the three sites experienced a 
greater decline in internalized stigma than men.

Community stigma decreased over the study 
period in both the intervention and compari-
son sites; however, it remained a problem.

The community survey included 11 questions to assess 
the level of stigma among study respondents. Over-
all, levels of stigmatizing attitudes decreased among 
respondents both in the intervention and comparison 
sites. For example, at baseline in Ng'ombe, 74 percent 
of people agreed that an HIV-infected person can share 
his/her food with HIV-negative people, rising to 91 
percent at endline (p < 0.001). Similarly, at baseline in 
Nkwazi, 52 percent of people agreed that HIV/AIDS 
happens to immoral or promiscuous people; at endline 
this decreased to 34 percent (p < 0.001).  

Table 4  Changes in internalized stigma among people on ART by site 
Lusaka Ndola

Ng’ombe Bauleni Nkwazi
Baseline  
(n = 120)

Endline  
(n = 189)

Baseline
(n = 125)

Endline
(n = 187)

Baseline  
(n = 77)

Endline
(n = 125)

Total stigma score (mean) 71  64* 65  58* 67 66

Total score (categorized)
    Minimal to low (%) 27     40** 41     59** 19 20

    Moderate to high (%) 73 60 69 41 81 80
* p < 0.001; **p < 0.05
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In the IDIs with people on ART, in all three sites there 
was a sense that levels of stigma have gone down in 
the family, in the general community, among health 
care workers, and in the workplace. Various reasons 
were given by respondents, but, importantly, it was 
often linked to increased knowledge, information, and 
education about HIV. Respondents also reported that 
stigma is declining since people are becoming aware 
that being infected is not necessarily the fault of those 
infected and that it can happen to anyone. Similarly, it 
is also going down because almost everyone is somehow 
affected. 

But many respondents in all sites also said that stigma 
was still present, pointing out that it is often those who 
are less educated or ignorant who still stigmatize. Some 
mentioned still distrusting health workers, and others 
pointed to the need for further training and sensitiza-
tion of health workers. 

A reduction in stigma had also occurred, according 
to all respondents, because of the availability of ART. 
People were looking well again, and their self-esteem 
and confidence had increased; some even said that 
because they started ART early they never looked sick 
so they were never stigmatized. 

A difference noted between the comparison and inter-
vention sites was that in Bauleni, respondents generally 
spoke less about information, education, and work-
shops as having had an influence on stigma. Instead 
they credited sensitization at the clinic with contribut-
ing to stigma reduction rather than activities in the 
community. Additionally, respondents from Bauleni 
indicated that there was more hiding of one’s serostatus 
and less disclosure than in the intervention sites. These 
respondents noted that there was still guilt and shame 
about being HIV positive and a reluctance to be part of 
support groups.

Most referrals by community partners were for 
VCT followed by ART. 

Over the course of the intervention, a total of 1,852 
duplicate referral slips were reviewed from the com-
munity partners in the intervention sites. In 2005, 
58 percent of people were referred for VCT and 29 per-
cent for ART; in 2006, the proportion of VCT referrals 
increased to 72 percent and those for ART decreased to 

18 percent. Overall, in both sites slightly more women 
than men had been referred and the majority of people 
were in the 26–35 age category. 

Qualitative data collected from partner organizations 
and their clients highlight the value of the referral 
system and their support of it.

…when we are referred we are well received by 
the doctors at the hospital, we are attended to 
nicely and given medicine that makes our lives 
better, so referral projects are benefiting us. 

Female client of NZP+, Nkwazi

I am urging my colleagues [traditional healers] 
not to keep the HIV-positive people for a long 
time. When you see that a person is not improv-
ing despite trying different drugs, you should 
refer him to the hospital so that he can be tested 
because the most common illness is HIV. 

FGD with THPAZ members, Ng'ombe

Conclusions
 
The study documents many positive trends among 
people on ART and community members in the 
research sites. These include increased knowledge about 
HIV prevention and ART, greater uptake of HIV test-
ing, increased use of peer networks as an information 
source, and reduced stigma.  

Despite these improvements, there were few statisti-
cally significant differences between the intervention 
and comparison sites. There may be several reasons for 
this. First, roll-out of the government’s ART program 
and implementation of support activities in the study 
sites did not happen as anticipated. The intervention 
site in Lusaka (Ng’ombe) only received an ART clinic 
in early 2007, meaning that people from this area had 
to travel to two or three other ART sites outside the 
intervention area throughout the period of the study, 
thus making it difficult to maintain close ties between 
the one study clinic (UNZA) and the community. 

In addition, in the Lusaka comparison site, other 
groups began implementing HIV and ART education 
and support activities, although these were primarily 
clinic-based, as opposed to the ACER interventions 
which were both based in the community and the 
clinic. Because of these developments, the strength of 
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quantitative comparisons between the Lusaka sites was 
diluted. And in Ndola, the study lost a comparison site 
due to the inability to recruit sufficient people on ART 
at baseline. 

Although technical support and funds were provided 
at a high level during the first year of ACER, during 
the second year and subsequently, funding constraints 
meant that some community activities and the ongoing 
skills building program were interrupted. This meant 
that ACER’s efforts did not serve to saturate the sites as 
had originally been envisaged. 

Nonetheless, the study’s positive quantitative trends 
and positive qualitative data suggest that a community 
engagement approach, which was introduced in both 
sites with varying areas of emphasis, has had a benefi-
cial effect on the lives of some respondents. Addition-
ally, the ACER interventions introduced new ap-
proaches to community engagement, new roles differ-
ent community groups can play in addressing HIV, and 
new ways to link clinic and community activities. An 
important aspect of this was the referral system, which 
linked the community to the clinic through organiza-
tions based in the community. The fact that there was 
a point person in the clinic, in this case the TSW who 
acted as the interface between the community and the 
clinic and who was a person openly living with HIV, 
was a key aspect of this referral system.  

Based on these initial findings and experiences, a 
scaled-up version of this community engagement 
approach commenced in Uganda in February 2007 
and is already extended across seven districts, with 83 
openly-positive network support agents, who combine 
the functions of the ACER TSWs and TMs to work 
three days a week in ART clinics and the rest of the 
time in the community. Within Zambia plans are also 
developing for a similar extension of the approach to 
other urban and rural settings in 2008.
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