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REASONS FOR UNSATISFACTORY ACCEPTANCE OF ANTIRETROVIRAL

TREATMENT IN THE URBAN KIBERA SLUM, KENYA
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SUMMARY

The aim of this study was to explore why patients in the urban Kibera slum, Nairobi, Kenya,
offered free antiretroviral treatment (ART) at the Médecins Sans Frontiers (MSF) clinic,
choose not to be treated despite signs of AIDS. Qualitative semi-structured interviews were
conducted with 26 patients, 9 men and 17 women. Six main reasons emerged for not
accepting ART; a) fear of taking medication on an empty stomach due to lack of food; b) fear
that side-effects associated with ART would make one more ill; ¢) fear of disclosure and its
possible negative repercussions; d) concern for continuity of treatment and care; e) conflicting
information from religious leaders and community, and seeking alternative care (e.g.

traditional medicine); f) illiteracy making patients unable to understand the information given
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INTRODUCTION Deleted: In Kenya about 1.2 of its 32.4

,”| million inhabitants are infected with HIV

. . . . . . . . L, (adult prevalence of 6.7%) (WHO, 2004).
JJThe Kibera slum area in Nairobi, Kenya, constitutes a high-risk environment for HIV due to -~ | Urban settings are worse affected than
rural, 14.3% and 6.3% respectively
. . . . (WHO, 2004). Despite the fact that over
poverty, unemployment, substance abuse and a high frequency of women being involved in 233,000 Kenyans were considered to be
in immediate need of antiretroviral
. . . . treatment (ART) only 38,000 (16%)
commercial sex, (Gulis, 2004). Accurate data on the prevalence of HIV/AIDS in Kibera are received treatment (June 2005), far from
”””””””””””””””””””””””””””” A the World Health Organization (WHO) "3
. L. ) 3 b by 5" target for Kenya (WHO, 2005).
lacking but it is estimated fo be higher than the 9.1% prevalence reported from other areas of | | Nairobi has an estimated HIV prevalence
I of 9.1%. Many of the 3.5 million
. A L. A A | \\\ inhabitants live in slum settings (Calleja
urban Nairobi (Central Bureau of Statistics Nairobi, 2003). p et al., 2005 Central Bureau of Statistic
\ Nairobi, 2003) such as Kibera, the largest
' | unplanned human settlement in Africa

Since 2003, Médecins Sans Frontieres (MSF) has offered ART free-of-charge to ' | with an estimated population of 700 000
° people (Chakaya et al., 2005).
all eligible HIV-positive individuals through three primary health care facilities in Kibera in { Deleted: .

\\ \\\\‘\ (Deleted: work

\
[N \“\ Deleted: assumed
T

that a considerable proportion of _eligible HIV positive individuals in need and offered ART '\ ' ' Deleted: Nairobi

Deleted: (Ref!)
Deleted:

\\
. . . . . . ‘' | Deleted: Duri
We conducted a qualitative study. using in-depth interviews. in the urban slum - \{ oleed Durng r
\ ‘\{ Deleted: data
N

free of charge were not taking up the offer.

\
setting of Kibera to explore the reasons why HIV-positive individuals in need of ART choose iéx\:\\\\\ \\{ Deleted: we realised
"\:\\\\:\\ {Deleted: are
%}\\\ W

not to take up the offer,

\\\{ Deleted: . the
\

\ \\{ Deleted: .

\ “\\ \

! \‘\\\\\\\\ { Deleted: In the study cohort 801

(IR ST .. . .
\ \:\\\\\‘\‘\ patients were eligible for ART in {11

\[ Deleted: R

METHODS L

RN
(I

)
! \\\\\\( Deleted: reasons for
[
AN

(
(

Deleted: which

—
L
A o 0 A 0 U U L

Deleted: this

—
1
[

,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,, .
Vi
stage 4 irrespective of CD4 counts, WHO stage 3 with a CD4 count <350 cells/ul or stage 2 )

\\\ Deleted: were not well characte:
W\
\ W
\ N
n
W\
\

Deleted: cligible individuals ch

\

—

\

\

—
gi

]
_J

W\

[ Deleted:
with a CD4 count <200 cells/ul. Individuals who were considered eligible for ART but did " EDe'eted’ (non-uptake)

\
I

—
1
=

Deleted: Study setting and po

\

. .. .. . . W
not take up the offer were considered eligible to participate in this study. \‘\\\[ Deleted: | ]
\\\\( Deleted: ]
E - \[ Deleted: and initiation procedures ]
\\\? N ( Deleted: q ]
Interview procedures, data collection and analysis N {D eleted: accounted ]
AN

AY
\ \{ Deleted: defined as eligible for
\
{ Deleted: The first-line HAART

(=)}

The interviewees were purposively selected from a list of ART eligible individuals (who

- { Deleted: non-uptake patients

T { Deleted:

= =

~N

| =
)

‘[ Deleted: to represent

http://mc.manuscriptcentral.com/ac-phm-vcy



Health Sciences Page 4 of 26

and age groups. They had all earlier met a social worker and given their approval of a home
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and address these issues in a non-judgemental way. While many believe that traditional

others point to harmful customs that not only delay the seeking of evidence-base care, but that

The findings from this study have helped to guide a number of urgent policy
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In the study cohort 801 patients were eligible for ART in the MSF Kibera

programme and 455 (56%) of these had not been put on ART.
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eligible individuals choose not to take up an ART offer are at present not

well characterized

Page 3: [3] Deleted MSFUser 5/21/2007 3:00:00 PM
were not well characterized and important information for scaling-up access

to ART in high-risk contexts.
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Study setting and population

This study was conducted between March and August 2006 in the Kibera slum. Poverty
and unemployment is widespread, and most people work in the informal sector (petty
trade) (Gulis, 2004). Houses are constructed out of mud or wooden planks with
corrugated tin roofs. Eighty-six percent of families live in single rooms with an average
family size of four (Chakaya et al., 2005). Garbage piles up in the narrow lanes and
sewage canals are lacking. Pipe borne water is very limited and seriously contaminated
(Chemuliti, Gathura, Kyule, & Njeruh, 2002). There are high-risk arenas of lively bars
and large networks of commercial sex workers. Substance and alcohol abuse is common.
Access to heath care is generally dismal with the entire population depending on five
primary health facilities, three of which are run by MSF and several/informal other health

care providers.
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The MSF Programme

MSF started its first HIV/AIDS activities in Nairobi in 1997, and began providing ART
in May 2003 at two main locations, one inside the Kibera slum and one at the Mbagathi
hospital right outside Kibera. The community-based programme in the Kibera slum is
integrated with the health services provided by the MoH at three health-care centres;
Lindi, Kibera south health centre and Gatwekera. In Kibera patients have free access to
voluntary counselling and testing (VCT). If tested positive for HIV, patients are enrolled
in the MSF programme to eventually be put on ART. There are a number of support
groups holding regular meetings for the patients to participate in, both organized by MSF

and other NGOs.

Page 3: [6] Deleted MSFUser 5/21/2007 3:07:00 PM
defined as eligible for ART at the MSF clinic if they were ART-naive, had accepted a

home visit and classified in: WHO clinical stage 4 or stage 3 with a CD4 count <350
cells/ul or stage 2 with a CD4 count <200 cells/ul. Among these individuals, those who

refused to accept ART were considered eligible for this study
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The first-line HAART regimen is a fixed dose combination of Stavudine (d4T),

Lamivudine (3TC) and Nevirapine (NVP), (Triomune®). HIV-positive individuals are
provided information on ART, its side effects and are educated on the implications of
therapy and the need for life-long adherence. A patient information booklet is used to
facilitate this process. Blood is collected for a baseline CD4 count and the patient is
requested to return in one week at which time, if eligibility criteria are met, the patient

along with a guardian participates in a group counselling session (with peers) about ART,
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which is followed by an individual counselling session, conducted one week later. One
tablet of Triomune® in the morning plus one tablet of a combination of d4T/3TC (Coviro
LS®) at night is then prescribed for a period of 14 days. This is followed by one tablet of
the fixed dose combination (Triomune®) twice daily. The follow up schedule is then

monthly for 3 months, bimonthly until 6 months and by trimester thereafter. ART and

laboratory tests are offered free-of-charge by MSF.
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Three pilot interviews were performed in order to test the question guide, the technique

of the interviewer and the translation/transcription process so that improvements and
modifications could be made. The interviews took place either in the participant’s homes
(24) or at a nearby, neutral, location chosen by the participants (2). After the interview

participants were offered a lunch.

The question guide was developed to cover previously identified areas of interest with
relation to ART, uptake, adherence and perceptions about side effects and traditional
medicine. The question guide and the consent form, both translated to Swahili were
reviewed by three people from PLWHA support groups and by one of the clinical

officers.
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Well aware of the potential bias in patient response caused by the presence of a medical

doctor, the first author still chose to participate in order to better probe the questions.
Most interviews were conducted in Swabhili, and the responses were translated into

English for the first author in an ongoing fashion during the interview. Christian: I would
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put this under the Results section. There were a total of 69 Out of the f 75 people
considered eligible for interviews and who we tried to contact. 18 had gone to another
NGO and could not be traced, 9 had switched to a traditional doctor, 9 had reported
migrating up country, 3 had died and 4 did not want to be interviewed. the studythat
contacted, The 26 remaining patients all accepted to be interviewed. Thosee others who
declined had either already gone to another NGO (18), switched to were seeing a
traditional doctor (9), had migrated gone up country (9), had died (3), did not want to be
interviewed no other reasons given (4) or were already put on ART by MSF (6) (I agree
with AME that this should not have been in the denominator, thus the study eligible
individuals should total up to 69., said they did not want to be interviewed no other
reasons given (4) or had died (3). Two of the patients interviewed were actually not really
“defaulters” but were in the process of starting ART. The only major group not accepting
to participate was the Muslim community in Kibera, from which, for unclear reasons,
nobody wanted to be interviewed despite being approached twice and invited for

interview..
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The patients were initially briefed about the purpose of the study. Written informed

consent, or orally explained for those who were illiterate, was then obtained and each
patient was provided with a copy of the consent form. Nobody refused interviews at this
stage and onward. The interviews lasted between 30-60 minutes, were digitally recorded,
transcribed verbatim soon after the interviews and then translated from Swabhili to

English.

Page 4: [11] Deleted Christian Unge 5/24/2007 1:31:00 PM

http://mc.manuscriptcentral.com/ac-phm-vcy

Page 12 of 26



Page 13 of 26

Health Sciences

Data was analysed using latent content analysis (Graneheim & Lundman, 2004). The
transcribed interviews were first read a number of times to get a general idea of the
material and to discuss the essential characteristics of the text. Coding and categorization
were then performed inductively in several stages by the first author together with the
other co-authors to get better inter-rater reliability. Initially key words and selected
sentences were identified in the text and labelled with codes in the margins. The codes
were further compared and grouped together to sub-categories. Finally the sub-categories

were compared, regrouped and merged together into more analytical categories.
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Fear of taking medication on an empty stomach due to lack of food

The combination of poverty, lack of food and fear of side effects from medicines was the
main obstacle for most patients to start taking ART. Many patients reported having no
job, which hindered them from getting money and thus food for themselves and the

family. This 33-year-old woman told us about her lack of means to handle a treatment:

I am not saying that I cannot use the treatment. In fact I would want to live
longer, but sometimes I do not have a job. Other times I stay for two days
without any food. That makes me afraid of using the medication (33-year-

old woman).

The patients are informed by the health staff about the importance of good nutrition and
to take the drugs with food. Stories about the importance of eating well when taking ART

also flourished as general ideas in the community “...these drugs are very strong and you
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need to eat well”. When already in a poor nutritional state with seldom enough food to
feed the family, many people were afraid they would not have food for themselves in
order to manage the ART. They expressed a feeling of not being able to take the
medicines on an empty stomach: “If you start and don’t get enough food you will become

weak and even die” (38-year-old female).

Fear that side effects associated with ART would make one more ill
The interviewees reported fear of the side effects that would make them too sick to

support themselves and their families, as described by this man:

I have not used ART yet. A CD4 count test was done on me and they told
me that it was 156 and that I needed to start taking ART. I however got
scared of using them when I had heard my colleagues at the support group
saying that once one started using the ART, one would get a rash, have
diarrhoea and have severe headaches or even vomit. Therefore I thought it

would be difficult for me to start using the ART (55-year-old man).

Some respondents had initially been positive to ART, but had been deterred by hearing

people in the community talk about side effects, such as this 26-year-old woman:

Later I read and heard about how they affect people and decided not to use

them. I decided not to start because I might get too sick and I have no one to

help me.
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Side effects were seen as one of the major obstacles for patients considering ART. Many
who already live on the edge of survival, in bad health, lacking money and food and with
heavy responsibilities for their families, were afraid that additional adverse symptoms
associated with ART would be too much to cope with. Ideas that ART could “make you
infertile, impotent and weak and even kill you” were also prevalent. Many of the
respondents, who refused ART, also had a spouse who had experienced side effects of

ART in one way or another.

Fear of disclosure and its possible negative repercussions
According to the interviewees, stigma around HIV/AIDS in Kibera area is strong. Most
felt that they had to hide their HIV status to family, friends and especially neighbours,

exemplified by this 22-year-old:

They will just be telling other people that I am infected. If I hang my
clothes, no one will want to hang theirs close to mine. They will even tell
their children not to play with my children. They will abuse my children. I
have seen it happen to other people. The people who are HIV positive are

not accepted in the society (22-year-old female).

Some of the patients had not disclosed their status to anybody, and the majority had only

disclosed to one or two family members. Many respondents felt alone in their disease,

lacked social support and had nobody with whom they could share their suffering. Fear of
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domestic violence as a consequence of disclosing ones status was brought up as a barrier
to disclosure for women as expressed by one 34-year-old woman afraid of being beaten

by her husband:

I would not tell him. He might get so shocked he might even harm me. He
may also turn against me and tell me that I am the one who brought the

disease to him.

MSEF required at the time of study that patients disclose their HIV status to at least one
person, a so-called treatment buddy, in order to be eligible for ART. Several interviewees
expressed their wish to disclose, but could not live openly with their disease out of fear of
hurting the family, being rejected by spouse or even thrown out from the family or
community. They also felt that awareness about HIV in society must increase for them to
be accepted and called for more community campaigns about HIV to end stigma and to
raise public awareness. A 32-year-old well-educated man said: “...they have to put more

effort in training people, in awareness, in public awareness about HIV and AIDS.”

Concern for continuity of treatment and care

Several respondents expressed a feeling of not being ready to take ART and some did not
feel motivated since they did not yet feel sick enough. At the clinic, the patients are
informed to take their medication every day, not miss a single dose and that they must be
prepared to take ART for the rest of their lives. This deterred some from starting ART. A

37-year-old man said: “The fact that I must use these medications on a daily basis is also
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something I am not sure I can follow.” Others were worried that they would not be able
to continue the treatment if they left Kibera and were therefore hesitant to start, as
expressed by this 50-year-old man “If we decide to go to the country side, we do not have
anything there.” Several interviewees also mentioned their concern about the future when

MSF and other ART-providers might leave.

Conflicting information from religious leaders and community, and seeking
alternative care (e.g. traditional medicine)

Instead of taking medicines many patients brought up alternative ways of seeking care
and hope, mainly from religion and traditional medicine. Many respondents expressed the
importance of religion; “One should believe in God. If one does not believe in God, even
if one takes medication, it will not be of any use. One has to use both God and the
medication.” (34-year old woman), while others’ had experienced or heard stories like

this 30-year old woman’s:

...there is a woman who had already started using ART, then she started
going to these preachers. When she started going to these preachers, she
completely stopped using ART. She believed that she was not sick and
wanted the preacher to cast out the evil spirit. She later got very sick and

died.

Patients referred to stories of people who had been “saved and they get cured” and

reported that religious leaders’ attitude towards condom use or ART was diverse, some
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supportive and some not. Traditional medicine is widely used in Kibera and some believe
it can cure HIV or that HIV can be transmitted through bad spirits. Even those who
expressed disbelief in traditional medicines, would still consider going to a traditional
healer since traditional medicines were not associated with side effects and there are less
demands attached compared to ART. A major reason though for not going to a traditional
healer was high cost, as opposed to the ART that were distributed for free. A 23-year-old

woman told us this story:

So in my case, the traditional healer told me that I had crossed over bad
water. He told me that if I agreed, he would pray for me. I wanted to go
back but he asked for so much money I could not afford to go back (23-

year-old female).

Illiteracy making patients unable to understand the information given by health
workers

Most patients found the atmosphere at the MSF clinic professional and almost all felt
comfortable, even if they wanted to keep their visits secret to others. However, a number
of issues were brought up as possible barriers to treatment. The information given was
sometimes experienced as incomprehensible or frightening, discouraging patients to start
on ART. They also felt the staff had too high expectations and demands on them. One

woman described the visit at the clinic as follows:
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The only problem is that they do not have time to explain some of the
information. Some people do not know how to read, yet they give us some
pamphlets to read. You see, that is a bit complicated since you do not know
how to read and you are expected to understand what is in the pamphlets
before they give you the medication. It would be better if they could explain

what is in the pamphlets so that one can understand (35-year-old female).

Page 5: [13] Deleted Christian Unge 5/18/2007 7:50:00 AM

We found that the main reasons for HIV positive individuals in the Kibera slum to turn
down the offer of free antiretroviral therapy (ART) were lack of food; fear of taking the
medication on an empty stomach and fear of side effects that would make them feel
sicker. Many also fear disclosure of their HIV status, a requirement for being eligible to
the ART programme at the time of this study, something which, in particular for women,
may have grave consequences. Illiteracy limiting patients’ understanding of the health
information provided, concern for discontinuity of care, and conflicting messages from

religious leaders and the community were other important reasons of low uptake of ART.

Page 5: [14] Deleted Christian Unge 5/7/2007 9:59:00 PM
Information about side effects originated mainly from three sources; the

MSEF clinics including the patient support groups, the patient’s own experiences having
witnessed family members or friends suffer from side effects; and thirdly, rumours

circulating in the community.
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To increase the uptake of ART and to maintain high adherence, health i
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Feasible tools to assess readiness for treatment are also needed (Crane et al.,

2006; Nordqvist, Sodergard, Tully, Sonnerborg, & Lindblad, 2006; Weiss et al., 2003)
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is still a major obstacle for access to ART in Kibera. This
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owever, since the time this study was carried out
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for ART have been removed from
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the MSF program in Kibera after feedback of this study’s findings. While

there are obvious potential benefits in terms of improved adherence and support, the MSF
treatment buddy requirement appeared to be an important barrier to ART uptake for some

patients and for women in particular.
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o meet this challenge, health care providers must go
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beyond the traditional healthcare and raise community awareness e.g.

through talks at local churches and schools
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. Health Care to people living with HIV and AIDS (PLWHA) should be

expanded and go beyond the traditional (paternalistic) patient-doctor encounter.
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hould be considered essential components of ART programs in resource-
poor contexts. To meet the growing needs given the lack of trained human resources, task

shifting using
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patients, relatives and communities for
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should take over some of the tasks currently carried out by health care

workers, such as
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treatment education, early referral mechanisms and/or defaulter tracing

appears necessary.
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Table 1. Socio-demographic facts.
Pat Sex Age Ethnic Disclosed | Status
number group to at least

one

person
1 m 27 Luo y Married
2 m 26 Luo y Married
3 f 33 Kikuyu y Single
4 f 38 Luo y Separated
5 f 36 Luo y Widow
6 f 36 Kisii n Single
7 m 39 Kamba y Married
8 m 50 Luhya y Married
9 m 35 Luo n Married
10 f 46 Luo n Widow
11 f 34 Luhya n Widow
12 f 32 Kamba y Separated
13 m 37 Kamba y Married
14 f 24 Kamba y Married
15 f 24 Luo y Married
16 f 27 Luo y Married
17 f 38 Luo y Widow
18 m 29 Kalenjini |y Single
19 f 26 Kikuyu y Single
20 m 32 Kisii y Separated
21 f 28 Luhya y Separated
22 m 55 Kisii y Married
23 f 23 Luo n Single
24 f 35 Luo y Widow
25 f 40 Kamba y Married
26 f 25 Kamba y Married

Table 2. Categories and quotes

Category

Quote

Fear of taking
medication on an

I am not saying that I cannot use the treatment. In fact I would
want to live longer, but sometimes I do not have a job. Other
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empty stomach due to
lack of food

times I stay for two days without any food. That makes me
afraid of using the medication (33-year-old woman)

Fear that side effects
associated with ART
would make one more
ill

...1 had heard my colleagues at the support group saying that
once one started using the ART, one would get a rash, have
diarrhoea and have severe headaches or even vomit. Therefore
I thought it would be difficult for me to start using the ART (55-
year-old man)

Fear of disclosure and
its possible negative
repercussions

They will even tell their children not to play with my children.
They will abuse my children. I have seen it happen to other
people. The people who are HIV positive are not accepted in the
society (22-year-old female)

Concern for continuity
of treatment and care

If we decide to go to the country side, we do not have anything
there (50-year old man)

Conflicting
information from
religious leaders and
community, and
seeking alternative
care (e.g. traditional
medicine)

One should believe in God. If one does not believe in God, even
if one takes medication, it will not be of any use. One has to use
both God and the medication (34-year old woman)

Illiteracy making
patients unable to
understand the
information given by
health workers

The only problem is that they do not have time to explain some
of the information. Some people do not know how to read, yet
they give us some pamphlets to read...(35-year-old female).
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Pat number Sex Age Ethnic Disclosed Status
group to at least
one person

1 m 27 Luo y Married
2 m 26 Luo y Married
3 f 33 Kikuyu y Single

4 f 38 Luo y Separated
5 f 36 Luo y Widow
6 f 36 Kisii n Single

7 m 39 Kamba y Married
8 m 50 Luhya y Married
9 m 35 Luo n Married
10 f 46 Luo n Widow
11 f 34 Luhya n Widow
12 f 32 Kamba y Separated
13 m 37 Kamba y Married
14 f 24 Kamba y Married
15 f 24 Luo y Married
16 f 27 Luo y Married
17 f 38 Luo y Widow
18 m 29 Kalenijini y Single
19 f 26 Kikuyu y Single
20 m 32 Kisii y Separated
21 f 28 Luhya y Separated
22 m 55 Kisii y Married
23 f 23 Luo n Single
24 f 35 Luo y Widow
25 f 40 Kamba y Married
26 f 25 Kamba y Married
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Table 2. Categories and quotes

Category

Quote

Fear of taking medication
on an empty stomach due
to lack of food

Fear that side effects
associated with ART would
make one more ill

Fear of disclosure and its
possible negative
repercussions

Concern for continuity of
treatment and care

Conflicting information
from religious leaders and
community, and seeking
alternative care (e.g.
traditional medicine)

Illiteracy making patients
unable to understand the
information given by health
workers

I am not saying that I cannot use the treatment. In fact I would want to live
longer, but sometimes I do not have a job. Other times I stay for two days
without any food. That makes me afraid of using the medication (33-year-old
woman)

...I had heard my colleagues at the support group saying that once one
started using the ART, one would get a rash, have diarrhoea and have severe
headaches or even vomit. Therefore I thought it would be difficult for me to
start using the ART (55-year-old man)

They will even tell their children not to play with my children. They will
abuse my children. I have seen it happen to other people. The people who
are HIV positive are not accepted in the society (22-year-old female)

If we decide to go to the country side, we do not have anything there (50-
year old man)

One should believe in God. If one does not believe in God, even if one takes
medication, it will not be of any use. One has to use both God and the
medication (34-year old woman)

The only problem is that they do not have time to explain some of the
information. Some people do not know how to read, yet they give us some
pamphlets to read...(35-year-old female).
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