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EXECUTIVE SUMMARY

Aims

The aim of this study was to ¢ollect information about socto-cultural and community
dynamics of PMTCT with the potential to inform the implementation and effectiveness of

Free Stale’s PMTOT programime.

Study Sites

The study sites were lwo Free State communities (one urbar, Mangaung, and one rural,
Franklorty where PMITCT programmes had been implemented in local clinics for

approximately 6 months,

Methodology

The study methodology used the narrative research method consisting of a four-step process:

1

Key informant nacrative workshops in each site, with PMTCT nurses, counselors, clients
and support workers from community based organizations, to develop a series of case
studies of typical female clients who go through the PMTCT programme.  Key events
were then role-played during these workshops to explicale the sovial dynamics

surrounding behaviour outcomes.

A community-based survey based on the narrative workshop with 250 respondents in
gach site (N = 500) consisting of a total of 100 males (25+ years), 100 females (40+ years),
100 ever-married females (25-39 vears) who have been pregnant, 100 never married
females (25-39 years) who have been pregnant and 100 fernale teenagers (15-19 years)
who have been pregnant. The fatler three are the three common index types making use

of PMTCT services.

A series of eight focus group discussions (FGDs) per site, (a tatal of 16) with 1) older
fomales (40 + years), 2) civic and social opinion leaders, 3} bealth care professionals
involved in #¥MTCT service provision (i.e. nurses and counselors), 4) community health

workers, 5) males (254 years) and 6-8) each of the three female index case profiles.

A sories of in-depth interviews (IDIs) with 1) health care professionals involved in
PMTUT service provisian, 2) communily health workers, 3-5) females filting the three
index case profiles. In each study site, a muaximum of 5 1D was conducted in each

aroup, resulting in a maximum number of 25 per site (50 total).



Results

HIV/AIDS Knowledge

Awareness of HIV/AIDS Maost questionnaire respondents (98%) have heard of
HIV/ANDS and FGD and D1 parlicipants vividly describe the impact of HIV/ATDS,
namely the number of people who are sick and dving in their cormmunities, pasticularly

vouth and women.

Accurate knowledge of transmission routes Mast respondents have accurate knowledge
of transmission routes, Four E_'.\C!"L"E‘:ﬂt C)f 1'uf~;pnnder1trs gave incorrect FESPDHSES an routes of
transmission. Vertical transmission is not a prominent feature of respondents” knowledge

on M1V transmission with enly one respondent mentioning this route.

Beliefs about FIIV/AIDS Most respondents have accurate knowledge that a person can
have HiV and still look healthy (90.2%) and there is no cure for HIV/AIDS (80.2%).
lowever, about one [ifth of respondents believe there is a cure or are unsure, Female

techagers are significantly associated with belicving theee isa cure for HIV/AIS.

Preferred sources of information and responsibility for HIV/AIDS education Overall,
respondents see health professionals and peer educators (including those living with
HIV/AILSY as preferred sources of information and primarily responsible for educating
others about the disease. Study participants alse emphasize the need for mulbiple
approaches to community education using as many formal and informal networks as

passible.

Knowledge of vertical transmission through breastfeeding Almosl three quarters of
respondents  know  that bables can be infected with HIV through breastfeeding,
Teenagers (01%) were least likely to know that HIV can be transmitted (hrough
breastfecding and never married females (85.7%) most likely to know. Again, teenagers
(42.6%) followed by ever-married females (29.6%) were least likely to know how HIV can

be transmitted during breastleeding,

Knowledge of prevention of vertical transmission during and after birth
Approximately hall of respondents have correct knowledge on prevention of vertical
tramsmission during and after birth. Males hoave mone kpowledge aboul preventing
transmission after birth while females have more knowledge aboul prevention during
birth. Overall, teenagers, particularly in Mangaung, and older females (40+ years) were

significantly less likely Lo pive correct infurmation on prevention.

Knowledge of PMTCT services in the area Under half of respondents (41.%) are aware
of PMTCT services in their areas with men and female teenagers being signiticantly less

likelv to know aboul these services than females 25 years and above,
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Major Findings General knowledge about TIIV/AIDS is high. However, abouat half of
respondents have accurate knowledge about prevention of mother-to-child transmission.
Enowledge among leenagers is consistently lower than other females, Tess than half of

all respondents know about PMTCT services in the areas in which they reside,
Infant Feeding Practices

Introduction of solids Median age for the infroduction of solids is three months.

However, older temaies (40 + vears) say it is six months,

Feeding The majority of respondents (80%) say mixed leeding {s normal practice between
birth and feur months. More respondents in the rural site and more males than females
say this is the norm. Although over 90% of females under 40 years of age say Lhis is the
norm, just under 60% of women over 40 say mixed feeding is the norm. Respondents
were almost equally divided on whether traditional herbs wore given to babies orally

during the first four months of life.

Beliefs about mixed feeding Almost three quarters of respondents think breast milk is
inadeguale during the first four months and therefore mixed feeding is necessary, More
males (B0%) belicve this than females (67.3%) and four fifths of females under 40 agree o
compared to just under halt of females over 40 years. Almost two thirds of respondents
believe mixed feeding is normal, however a thizd say mixed feeding indicates he mother
does not care for the child properly. Almost all males think mixed feeding is normal
practice in contrast to half of females. The majority of older females (40+ years) believe
that mixed feeding shows lack of care, while over half of married and never married

temales and over four {ifths of teenagers believe it is normal practice.

Beliefs about exclusive breastfeeding (EBF} Almost two thirds of respondents believe
EBF is natural and ensures the baby’s health, while almost a third believe that it is not
correct to EBF. Seventy percent of males believe it is wrong while almost the same
percentage of females believes EBE is normal and protective. The majority ot never
married females and femaies over 40 years think it is normal and protective while about

haif of marricd lemales and teenagers think this way,

Altitudes towards not breastfeeding Over hall of respondents believe that a woman is
not taking good care of her baby if she does not breastfeed. Almost seventy percent of
men and half of female respondents beliove this. More older females (40+) and teenagers

{(69%, for both) belicve this than never married (22%) and ever marricd fomales (34%).

Infant feeding information Respondents’ primary sources of information are nurses and
clinics, followed by mothers, older people and then experience,

The role of fathers in infant feeding decisions Almost two thirds of respondents believe
that fathers are rarely or not invalved, However, trom focus group and inlerview

parlicipants, it is clear that intant feeding decisions involve a number of key players,
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usnally mothers and mother-in-laws but also tathers, and take place within a broader
sucial dynamic around cultural beliefs on best practice and who is empowered to make

decisions.

Major findings Opinions on infant feeding vary considerably based on gender and age.
Overall mixed feeding appears 1o be the norm, while breastfeeding is seen as a valuable
part of infant feeding. Overall, there is gemeral disapproval of those who do not
breastfeed, however, this opinion depends on respondents own circumstances within
their comununitics, i.c. whether they have a job, for example, Older females (300 years)
appear more inclined to exclusive breasifeeding and less predisposed to mixed feeding

than other respondents.
HIV/AIDS Stigma

Caring for infected individuals The majority of respondents say that they would care for

an infected individual in their homes,

Attitudes towards interacting with infected individuals Ninety percent of respondents
said both male and female teachers who are infected should be allowed to continue
teaching. However, rural respondents were significantly less likely to agree with this
than urban respondents, Over twao thirds of respondents said they would buy toad from

an infected person and be treated by a nurse or doctor who was intected.

Disclosure Almost three quarters of respondents feel [t is advisable to disclose it one iy
HIV positive, Urban respondents and males are significantly more likely to supporl
disclosure than rural respondents and females particularly older females (401 years).
Breaking the silence around HIV/AIDS and getting grants were the main rcasons
respondents gave for disclosure. Stigmatization, rejection and shame were the main
roasons for non-disclosure. Mever married females and teenagers are most likely to
disclose to their mothers, while ever married females and males are most likely to

diselose 1o {their partners.

Trealment of HIV/AIDS infected individuals Just over a third of respondents say
infected individuals are rejecled and ridiculed, while almest a hall of respondents say
they are treated reasonably well or like everyone else, Urban respondents and males are
significantly more likely than rural respondents, females and particular older females
{40+ years) to say that a person who discloses will receive o positive response. If a woman
discloses, half of respondents feel she will be treated the same as a man whe discloses,
but male respondents are sighificantly more likely Lo think this than females where just
over 40% sav she will be treated worse than a man. Just over half of respandents think a
family with a family member who is IV positive will be treated worse than other
tamilies. Rural respondents and females are again significantly more lkely to think they
are trealed worse than other tamilies. Despite these responses, almost three quarters of

respondents said they would nol want to keep the fact that a family member was HIV
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positive a secret, However, focus group and interview participants overwhelming

crmphasize the stigma associated with being HIV positive.

Major Findings Despite respondents’ willingness to care and interact with people who
fave FIV/AIDS and thair feeling that people ought ta disclose, stigma is high, and from
focus proup data and the narcrative findings (see below}, it is unlikely that many people
disclose. Females, in particular, belicve that females are treated worse than maliss if they
disclose. Rural respondents are also more likely to think those who disclose will be

treated worse than other people.
Results of the Narrative Workshop

in the narrative workshops, key informants created case studies of the theee likely client
types that attend antenatal clinics: ever-married females (25-39 years), never married
fernales (25-39 years) and leenagers (13-19 years). The case studies were built around six
key events: 1) The counseling experience, 2) The HIV testing experience, 3) Inilial infant
feeding decisions, 4) Labour and delivery, 5} Infant feeding at home and &) Returning for

the baby's HIV test,

From the case studies developed during these workshops, three major issues emerge. The
first is that a combination of factors influence the cholce whether to test for HIV or not.
Waomen may decide to consult their partners fiest and depending on the partner and the
woman's concern about how likely she is to have the disease as well as concern for the
baby's health, she decides whether to have a test. In smaller rural communities, fears that

confidentialily may be compromised, also influence decisions 1o test.

The second theme and possibly the key issue s disclosure ol HIV status, Disclosure to
pariners is particularly difficult because of blame, fear of abuse and abandonment.
Women, if they disclose, are likely to disclose to someone other than their parmer.
Whether a woman discioses also impacts on other aspects of PMTCT particularly the
infant's risk of contracting the disease through unsafe feeding practices. Disclosure may
oceur at the peint where the infant’s protection from HIV is about to be compramised by

anather caregiver within the household.

The third issue is carrying out safe feeding choices. Cultural beliefs about what is best
practice may mean the intraduction of ather licuids, traditional herbs and solids.
Considerable pressure is put on maothers who do not conform to expected praclice
particularly with married women where power dynamics between the hushand, mother-
in-taw and mother come into play, Married women may compromise safe {eeding
practices especially if they feel they cannot disclose. Single women may be able to adhere
1o safe practices more casily while tecnagers may be able to adhere if they can disclose.
Fven with disclosure, cultural beliefs about whal is nutritionally best for the child may

still result in the introduction of other foods.



Narrative Story Questionnaire Results

A compuosite case study was created and transformed into a series of questions to

establish overall paticrns of behaviour through the PMTUT programme.

The Initial Counseling Experience The majority of respondents said that the counseling
experience would be a posilive one and that the main characler in the case study, Lerato
would be comfartable in asking questions and getting all the necessary information, and
that the experience would encourage her to test. However approximately one fifth of
teenagers fell that the counselor would not treat her well enough to make her
comfortable (0 ask questions and almost a quarter felt the counselor’s attitude would not
encourage her to test. Although fewer respondents felt that a nurse wauld treat Lerato
well, they nevertheless felt that a nurse was the most appropriate person to do the
counseling, Respondents were equally divided as to whether Lerato would prefer
someone to support her during the counseling or not. Married females chose the husband
followed by the mother as the most likely support persons, while single females and

teenagers chose the mother and then the partner.

The HIV Testing Experience Respondents were more or less equally divided on whether
Lerato would want o tost with her partner or spouse. Just under two thirds of married
fernales thought Lerato would want to test with her spouse. The majority of respondents
said Lerato would take an HIV test and that she would opt for test now-results now, If
Lerato decided not Lo take the test immediately, responses indicaled that over 40 percent
of respondents thought Lerato would not return to take the test. If she opted for test now
results later between a fifth and a third of respondents said she would not come back for
the results. Six percent of respondents fell Lerato would not disclose her status to anyone
if she were HIV positive. The majority of married fernales fell Lerato would disclose to
her partner while other index types said the most likely person would be her mother.,
Most respondents felt that the reaction to this disclosure would be supportive excepl
among, married wornen, Over half of respondents fell that Lerato’s confidence would be
kept although married women particularly in Franklort did not think so. Over two thivds
of respondents felt that Lerato’s husband would react badly (o her disclosure. Never
married females and teenagers were more likely to opt for a negative reaction than
married females,
Initial Infant Feeding Decisions Overall three quarters of respondents fell Lerato would
opt tor exclusive formuta feeding (FFF) to ensure the health of the baby.
Labour and Delivery Over half of respondents feit Lerato would not disclose Lo staff that
she was HIV positive. Most common reasons were lack of confidentiality, ill-treatment
aned stipmatization.
Infant Feeding at Home Mothers are the most likely peeple to be involved in decisions

on infant feeding among never married females and teenagers. With married females,



mothers-in-law are the most likely decision makers. Most never married females and
teenagers felt that the decision maker would encourage exclusive breastteeding.
Howoever, the majorily of married females felt the decision maker would encourage
mixed feeding. Allhough over half of respondents overall said the decision maker would
support an exclusive breastfeeding choice, at least 40 percent felt that there would be
some opposition to exclusive breastfeeding. Just over 40 percent said if Lerato chose LBF
she would be able to do so at home bul an almost equal number said she would end up
mixed leeding. Three quarters of never married females compared with a quarter of
married fermnales and  tecnagers felt Lerato would be able to stick (o exclusive
breastfeeding, Almaost a third of the latter two index types said she wouid end up mixed
feeding. If 1erate chose exclusive formula feeding, over three quarters of respondents
said there would be apposition to this choice. Almost half of respondents [ell she would
be able to conlinue with her choice when she got home and just over 40 percent said she
wanld end up mixed leeding. Again married women (about a third) were less likely 1o
think she would be able to maintain EFF as were teenagers, while the majority of never
married females felt she would be able to maintain the practice, About hall of
respondents felt there would be some stigma attached to obtaining formula milk fram
clinics. leenagers, particularly in the rural site, were more likely o think there would be
some form of stigmatization, Just over half of respondents felt that obtaining formula
milk from the clinic would be @ deterrent to lerato choosing formula teeding. Again
leenagers were more likely to think this way. Almost two thirds of respondents said that
Lerato wouldd not disclose her status on her retum home. Over three quarters of
(cenagers were likely to think this, while almost two thirds of never married fermales and
two fifths of married females thought so. More respondents in the rural area said it

would be unlikely that she would disclose.

Resuming Sex If Lerato met a new boyiriend just over half of never married and teenage
respondlents said she would not disclose her status when the issue of sexual relations
arose, Loss than 15 percent of married women felt Lerato would not disclose to her
hushand when il came time to resume sexual relations, However over 80 percent of all
respondents felt Lerato would discuss condom use, and over three quarters of all
respondents felt they would use a condom. Between 70 and 75 percent of respondents felt

condom use would be maintained.

12 Month HIV Test Approximately three quarters of married and teenage respondents
felt Lerato would bring her baby to the clinic for the 12 month HIV test. However, only
halt of never married females (hought she would do so. The most commen reason for not
returning was fear of knowing the baby’s status and assuming the baby will be positive
like the mother. [1 the baby tested positive, over 90 percent of ever-married females

would disclose to the partner while an equal number of never married females would

Xi



disclose this to thelr mother. Three-qoarters of teenage respondents would disclose the

bahvy's status to their mother.
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This repert is the third in a series of studies on the social and community aspects of
prevention of mother to child transmission {PMTCTY). The aimm of these studies was to
identify social issues influencing the South African Government's PMTCT pilot program.
The first study focused on communities in the calchment areas of two PMTCT sites in
Limpopo Province in 2002. 'This study was extremely well-received natienally and led to
funding from the Center for Discase Control (CDC) South Africa to conduct similar
PMTCT research at PMTCT sites in KwaZulu-Natal and Free State Provinces in 2002, This

repart presents the tindings from research conducted in Free State Province.
1.1. Background’

Mother-ta-child HIV transmission (MTCT), or vertical lransmission, is the most common
source af HIV infection in children under the age af 15 years. At least 90 percent of all HIV
infections in children are a result of vertical transmission; and the vast majority of these
(90%) take place in sub-Saharan Africa (UNAIDS 1999, Coutsoudis et al. 2002). In South
Africa alone there are over 100,000 children living with HIV/AIDS (ibid). Without
intervention, the risk of transmission is about 25 (o 35 percent in developing countries
(UNAIDS website). Tn South Africa it is estimated to be around 31 percent (Akue et al.
2000, HET 2002).

Transmission of HIV can occur during pregnancy, labour, defivery or via breastfeeding.
Risk of MTCT depends on molher's viral load, lenglh of labour, mode of delivery,
gestational age {whether the baby is bom prematurely), the health and well-being of the
nipple and infant feeding regimens. The risk of vertical transmission is lowest during the
firsl two trimesters of pregnancy, increasing dramatically during labor and delivery, and in
the post-partum period if the infant is breastfed. Besides the factors noted above, the risk of
post-partum HIV transmission varies according to the {requency and duration of

breastfeeding as well as whether the infant is mixed fod (given solids and other liquids in

1 [hig section is deawn from the KwaZolu-Natal reporl. adapted and updated.



addition to breast-milk). Infants appear to be at greatest risk for MTCT after bicth if they
are mixed ted? (UNAILS Technical Updalte 20005

Most rescarch exploring the impact of PMTCL interventions has focused on the eftect of
antiretrovirals specifically nevirapine (NVI?) and the relative risk (reduction} of various
infant-feeding regimens. With regard lo nevirapine, current recommendations are {or a
single dose for the mother during labour (within two hours of delivery) and a dose for the
infant within 72 hours of delivery. Such “short course” NV regimens can lead to
anywhere between 37 and 50 percenl reduction in risk of vertical infeclions which would have
ocrurred in-utero and during delivery (Newell 2001). A recent HST review of research on
PMTCT intervenlions suggests peri-partum NV leads to a drop in the abselute proportion
of verlical transmissions {in utero and during labor and delivery} from 23 percent (without
matemal-child NVD) to 13 percent (15T 2002).

Table 1: Risk of MTCT (UNAIDS Technical Update 2000)

o 30-35 percent if no drugs administered and infant is predominantly breastted for
24 months

¢ 20 percent if no drugs administered and infant is not breastfed
= 10 percent short course of antiretrovirals and infant 15 ot breastied

e 15-25 percent short course of antiretrovirals and infant is breastfed depending on

mode and duration

Breasl milk is the optimal nuirient for infants from birth to between four and six months of
life, and has important psycho-sociai and emetional benefits. However, in the presence of
maternal H1V infection breastfeeding leads to an increased {post-partum) risk of vertical
(ransmission of between 14 and 29 percend, depending on maternal viral load (Freble and
Piwor 2001, Coutsoudis et al. 2002)% though there is some evidence that breast milk’s
immune factors help delay the onsel of AIDS and AIDS-related complications in HIV-
infecled infants (Coutsoudis of al. 2(02).

Furthermore, while United Nations agem?inﬁ’ current policy on infant feeding and HIV iy
one of informed choicet, in many developing country settings — such as many parts of

South Alrica  the practice of mixed feeding remains tor many reasons a social and cultural

e practice of “raied feeding” ean ke defined as feeding an infant a mix ol breast-mifk, other hauids, selids, amnd even
cotmmercial tormula.

i Horause viral loads are highest around the time of infection, the risk of MTCT through breast-mitk ts greatest i e
mether is intecled early in the post-partum period. With regard te the ligures cted above, the post partum risk af MTCT
1 incresed by 14% for women with established DV infections compared 10 29% fur women iniected during lactagion,
Ulm teality this translates into o recommendalicn of "gm,'luaivity" il feeding;; that is, by encourage wamen 1o either
weclusivuly broastieed or b avoid hreastfeeding altegether i favar of hrease-milk substilules.




normt. The results of at jeast une South African study {Coutsoudis et al. 1999, 2001; Taren
2000) revealed that exclusive breastfeeding was associated with {he lowest and mixed
feeding with the highest relative risk of MTCT compared with formuia teeding; at 15
months post-partum the TV transmission rate among exclusively breastfed infants
remained lower than in mixed or (ermula fed infants, Mixed infanl feeding is generally
ronsidered  to confer |he greatest risk of post-partum vertical HIV  transmission
(Coutsoudis et al. 1999, Preble and Piwoz 2000). The satnue HST review, cited above,
suggests an overall verlical transmission rate of 20-22 percent in the presence of peri-
parturn NVI and mixed infant feeding (up to 12 months post-partumn), compared with 13
percent with NVE and exclusive formula feeding. Finally, the risk of MTCT is reduced to
almost ail (2-1%) wilh NVP, proper delivery procedures, and formula feeding (no
exposure to breast milk); making MTCT virtually preventable under ideal conditions,
[lowever, thus far such (optimal) conditions have nearly always been found in

industrialized countrics {(Coutsoudiy et al. 2002),

Nonetheless, while current infant feeding recommendations tend toward either extreme of
exclusivity, the balance of risks between HIV transmission and the (harmful) effects of
various infant feeding regimens is unknown. For example, in one Kenyan study, formula
fed infants had a 40 percent reduction af HIV transmission compared to exclusively
breasiicd infants. flowever, (he overall 24 month mortality rates were similar for both
groups. The study also lound that during the first three months of life infanls in the
formula fed group had much higher rates of diarrhea, dehydration and respiratory
infeclion (Nduati et al, 2000). Moreover, seme data suggest that the risk of vertical
tramsmission [rom breastfeeding declines significantly over time up to 12 menths post-

partum (Akue et al. 2000, Coutsoudis et al. 2002).

fssues surrounding prevention of mothet-to-child HIV transmission (PMTCT) are currently
at the forelront of HIV prevention and care efforts in South Africa. 'This is reflected in the
nationwide (government) clinic-based PMTCT pilot program; and efforts to expand or roll
wut such services. There is growing consensus among those involved in implementation of
PMTCY interventions lhat questions remain concerning  communily-based  factors
influencing the potential success of such efforts, In addition, there is a recognized need for
proper cormmunication and information strategies to accompany clinic-baved PMTCT
programs to function in tanderm with existing services as well as accompany the

doevelopment of new ones.

* By some petimates only 31 percent of malhers in sub-Saharen exeivsively breastfeed their children (Ureble and Prwor,

20000,



1.2. Aims and Objectives

LIS LA

This study’s overall aim was to collect information about socio-cultural and community

dynamics with the potential to influence the implementation and elfeciiveness of Free

State’s PMTCT programme, The data collected will be used to:

+  Inform a commuucations/TEC strategy surrounding the PMTCL program
+  Inform upon factors affecting infunt feeding choices and practices

s Feed into a broader monitoring and evaluation framework tor the program as a

whole.

The study also served as a lacal capacity-building exercise by contracting the rescarch
fieldwork to o iocal Free State non-govemmenta! organization (NCO), Child and Family

Welfare Society, Bloemlontein.

Similar to the KwaZulu-Natal study, the [ollowing priority topics were explored in the

lree State study:

e Level and quality of knowledge, attitudes and practices surrcunding HIV/AIDS in

general and PMTC L in particular

+  Women's PMTCT-VCT experiences including dynamics of wormen’s uplake of the

service and [V testing choices

= HIV/AIDS-stigma and disclosure particularly in relation to vertical transmission

with regard to family members, community networks and health service statf

s Factors influcncing infant feeding preferences and regimens; and thus the efficacy

of programmatic infant feeding recommendations
+  Socio-behavioral impact of PMTCT-VCT both intra-partum and post-partum
¢ Post-Test support needs
v PMTUT staff/provider perspectives,

This work stems from a growing recognition of the need to approach medical interventions
such as PMTCT fraom a contextual and community-oriented perspective (Bond o1 al. 1999,
Mukuka and Siyandi 1999, Nyblade and Field 2000), While the central focus of this study is
on women's experience of PMTCT services, lor a number of reasons it was also deemed
important to charactevize the knowledge and beliefs of Ihe community at large. individuals
do not accumnulate and interpret information, make chaices or act in a vacuum. In order to
ain perspective on women's PMTCT experiences — and by extension jdentity factors
atfecting the etticacy of PMTCT services — il is necessary to understand the stance of their

famnily members and other influential figures in their communities. In addition, and related



to this firsl point, in order to be effective, a PMTCT communications/IEC strategy would
likeiy have to target a broader audience; not simply women themselves. Thus, by focusing
en the community at large we are able to colfect information which will both inform #
communily wide communications strategy as well as serve as a baseline to assess
community changes in knowledge, attitudes and perceptions surrounding prevention of
mother-to-child HIV transmission over lime, This study also allows the voices of expertise
of counsellors, community health workers and clinic staff to be heard; both in order to
provide quality PMTCT care but also — equally importantly  to cope with the personal and
professional challenges this service presents for those who offer them. We hope the
research strategy used in this study has helped give communpities a voice in addressing

their health problems,

1.3. Study Sites

The work was undertaken in the catchment areas of (communities surrounding) two public
sector primary health clinics (PHC) both offering PMTCT services (L.e. the South African
government’s PMTCT protecol). When the rescarch was conducted, cach site’s PMTCT
programme was between six months and one year ald. Selection of sites was based on sites
having similar PMTCT programme lengths, one site had to be urban and the ather rural.
Manguang /Bloemfontein was chosen as the urban site, while the catchment areas of the
Frankfort PMTCT  progamme  including  farms,  lownship  and surrounding

villages/settlements formed the second site,

Fach district was approached through the provincial co-ordinator. TISRC researchers
presented the results of previous PMUCT studies in Limpopo and KwaZulu-Natal
provinces to PMTCT co-ordinalors in each district and explained the process of the
rescarch. Bach district assisted in co-ordinating the fiest step in the research process (See

Chapter 2).
1.4, Ethics

Ethics approval was granled by the IRB of the Nelson Mandela School of Medicine at the

Universily of KwaZulu Natal.



RESEARCH METHODOLOGY®

This research uses a methodological approach called the narrative research method (NEM).
NREM is a combination of qualitative and guantitative methods grounding human
behaviour in its situational context. The purpose of the NRM is o systematically identify 1)
the mast typical patlem(s) of events and decision-making leading to a particular
behavioural, in this case, health oulcome and 2} key context-specific factors that impact
human behavior. The key clement of the narrative approach is a narrative workshop in
which participants explore a health issuc through constructing a generalized case study.
This rase study is the basis for subsequent data collection sieps. The case study illustrates
the circumstances surrounding and situations concerning an individual’s experience of the
research topic (in Hhis case @ woman's experience of the PMTCT program). 'The case study maps
out situation or context-specific decision-making and behaviors relevant to participation in
the PMICT program. A primary aim of NRM is to ilustrate alternative “pathways” with
the potential o ditferentially affect behavior and ultimately health status. The NRM has
also been described as a “life history approach” to health research that allows tor a
sitnation-specific examination of decisions and behavior, and releases us from a “linear”
way of looking al behavior. The methad allows the flexibility to expiore the full range of
possibilities for a situation, while at the same time quantifying likely outcomes by
incorporating a survey component. From a programmatic viewpoint, il provides a
perspective on the circumstances hecessary for an intervention to be successful. In this

way, it has the potential to guide the placement of interventjon strategies.

The narrative method comprises a four-step process: 1) a key informant workshop, 2} a
community-hased survey, 3) a series of foous grovp discussions (FGDs) and 4) a series of
in-depth interviews (IDIs), The case study derived in the key informant workshop is
explored in vach subsequent data collection step. Each method provides a different "angle”
an the case study - for example FGDs generate dala on social norms and community
perspectives while IDIs yield information on individualy personal experiences with the
topic  the resull of the study is a holistic and detailed picture of the varlous social

environmenlal factors influencing the outcoma(s) of the case study.

“ The dueseription of the research methodaology is drawn torm Lhe Limpopo and KwaZulu-Natal repores ond modhitiel 1o

reflect the veseiatch process hat lappened in Free Stale Provinee,



The NRM approach allows triangulation of data as it uses both gualitative and quantitative
data collection methods. It is also participatory (cc)n‘trnt.lnity-l‘.):lsr_!d, community driven) in
that it provides a non-confrontational forum to discuss potentially sensitive social issues,
and has the potential to serve as a training or values clarification tool for health care
professionals and others involved in program implementation. Each step of the narralive

method iz described below.

2.1. Key Informant Workshop

The key informant workshop is the first step in the NEM. It is a one-day workshop
consisting of no more than 15 key informants. Key informants are individuals who have
some exprrichce with or perspective on the research topic, in this case lay counsellors,
those invelved in communily mobilization, clinic staff, ete, The idea behind working with
such individuals is to solicit the opinions of those who know the situation well enough o
be able o provide an informed perspective but who are also able 1o distance themselves
enotgh to effer a more objective or broad assessment of the behavior and motivations of
those involved in the case story. Thuas, the nareative workshop differs from a tocas group
discussion format in that the participants are purposely selected due to their previous

experience with and perspective on the topic under study,

The group constructs a hypathetical case of a pregnant woman faced with the decision to
join a PMTCT program. This case is then developed into a series of storylines {complete
with real characiers, discrete episodes, and a well-defined beginning, middle and
conclusion) that will help explain the likely issues and outcomes that arise within a PMTCT
program. In this study, workshops were held in English and South Sotho, tape recorded,

transeribed and where necessary translated into English.

Warkshop participants shape the story Lo reflect their experiences. They “fill in” what they
feel are the most important factors and players in o given situation, Participants then role-
play key episodes from the narrative they construct, while olhers in the group critique the
narralive play and develap and change it unlil they teel that it accurately depicls a likely
mutcome. Workshop participants develop alternative storyline endings, based on the role-
plays and subsequent discussion. While a main storyline with key events is develaped, the
workshop may result in several alternative endings depending on the decisions characters

make and circumestances in which they find lhemselves in the course of the story,

This research invalved two workshaps, one in each study site, Koy informant participants
were health care professionals who were currently involved in PMTCT-related activities
(ANC nurses and nurse counselors), AIDS counselors based at local clinics where PWMITCT

services were offered, conununity health workers and health education volunleers, and



wormen who had been through PMTOT programmes, All participants volunteered fo take

part and were recruited by a liaison person al cach PMTUT site.

The case study and process of constructing the narrative identify issues, dynamics and
factors influenging a woman's parlicipation (or non-participation) in the PMTCT program.
The process also begins to explicate the determinants of, and obstacles to putting PMTCT-
related messages and information into practice, as well as the quality of the programmatic
experience from both a provider and client perspective. Use of a hypothetical case study
allows informants to explore issues not necessarily possible when eliciting information
about personal experiences or situations, The narrative workshop is a reflective excrcise
assisting those involved with the program itself 1o develop a more self-critical awareness of
factors influencing individuals’ abilities to adhere to programme recommendalions and,

ultimately, change their behavior,

It order 1o capture the heterogeneity of PMTCT users, we modified the NKM process Lo
include case studics of three hypothetical chent “index cases”. Based on discussions with
provingial and local health service representatives, the index case profiles were of women
considered to be the maost likely “clicnt type” to utilize public sector PMTUT services in
Free State Provinee, The three profiles are shown in Table 1 below. The case studies of each
index type are represented by a decision-making tree or story organogram that graphically

depicls the case study and its multiple endings.

Tuhte 2: Index case profiles, Free State 2003

Index case Rural vs. Urban Setting

Fver Married Progmant Woman § 1 case study per site

{second pregnancy), financially
dependent on husband; aged

253-39 years

Never Married P'regnant 71 case study per site

Woman  (second  pregnancy)
unempluyed, no  matric, no

steacdy partner, lives al home,

aged 25-39 years

Cusrently or Recently Pregnant | § case study per site

Teenager/Teen  Mather,  first

pregnancy, still at school, living

ot home, age 13-19 years




In this study, we derived three case study organograms for cach of the tndex case or index clent
types. While we collected three index case studies for each site (a total of 6). rural and urban
storvlines were deemed similar enough to collapse them into ane case study for each index

cose (See Appendices A and ).

2.2. Community-based Narrative Survey

The secomd step of the NRM is a community-based questionnaire/survey. The narrative
(questionnaire consists of two main sections: 1) knowledge-attitudes-practices (KAP)
cemponent and 2} narrative vigneltes that correspond to the case studics developed in the

kev informant narrative workshop.

The KAP component included the following sections: 1) soci o-demographic information, 2)
infant feeding issues, 3) FIV/AIDS and PMTCT knowledge and ailitudes, and 4) AllS-

reladed stigma.

The narralive vignettes, based on the key informant workshops, comprise eight
hypothetical narrative episodes from the case studies. These episodes span the entire
length of the story (both intra-parium and post-partum}): 1) initial counseling experience, 2)
HIV testing choice and experience, 3) infant feeding decisions, 4) labor and delivery, 5)
infant fecding dynamics at home, 6} resuming sex, 7) infant's 12-month LIV test, 8) life

boyemd 12 months,

The data cotiected in this segment provides statistical validation of the likelihood of
alternative situational outcomes or story cndings developed in the key informant
workshop. For example, the questionnaire tells us the likelihood of a woman accepting {or
refusing) a test resull once she has gone through counselling. The questionnaire also tells
us who is the most likely person(s) to whom a woman would first disclose her HIV status

and how this person would react to her disclosure,

The narrative portion of the questionnaire addresses cach of the three index client types
(i, cver-married fernale, never-married female, teenager). For this portion of the
yuestionnaire (see section below) three groups of women were intervicwed, cach fitting the
profile of the index client. When the narrative story was “pitched” or described 1o The
respondent, it was framed in reference to the index type fitting the respondent’s profile,
That is, for teenage questionnaire respondents, the story line was described in reterence lo
a pregnant leenager, for married adult respandents the story was about a pregnant
married woman, ete, Thus, each participant type answered queslions in reference te a case

study story that potentially mirrored her pregnancy or PMTU -related experiences.



2.3. Participants and Sampling

The suestionitaire was administered to five groups of respondents: ever pregnant
teenugers (aged 15-19), ever married adult females (aged 25-39), never married or single
adult fernales (aged 25-39), males (aged 25 years or older), and older females (i, females
aged 40 years or older). In order to participate in the study, respondents had te satisfy a
residency requirement of having lived in the study community for a minimum of one year,
This requirement was to ensure that respondents would be able to provide a sufficiently

intormed local perspective.

A sample size of 250 per site (total N=500) was derived with 30 observations far cach
respondent type in each site, Index females answered both parts of the questionnaire (KA
and narrative vignettes) while males and older females responded only the KAT
compaonent,

The questionnaire was piioted in an open-ended format with 25 respondents in two study
sites similar but untelated o the field sites,

A modified cluster sampling methodology described in Lemeshow and Robinson (1985)
was used. This sampling technique was chosen for the following reasons: 1) communitics
were judged to be sufficiently homogeneous and 2) the method is inexpensive and casy to

administer. Table 3 below illustrates the sample profile of the questionnaire participants.

Table 3: Questipnnaire sample profile. Free Siate 2003 {M=500)

Tatal S5ample Size

Profile Type Mangaung Frankfort

Teenagers;
15-18 yre, ever 50 50 100
pregnant (index

type)

| Single/never
| Married 50 50 100
Females, 25-39
i years, ever

_pregnant (index

C These firs thoee gronps it the sndex case profies, and this were known as “indes females” o “induex Lypred™ fon

purpeses at dara ."H'h'll_\"‘*"t.‘i.
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tyoed

Ever Married? 50 50 100
Females; 25-30
years, ever
pregnant (/ndex

. type | |
Older Females, 50 50 100
401+ Years
Males (aged 25 50 50 100
.+.)
Total Sample | 250 250 N—500

2.4, Focus Group Discussions

The third step of the NRM was a scries ot eight focus group discussions (FGDs) per site to
assist in exploring issues arising from the key informant warkshop and in expanding
information given in the questionmaire. FGLDYs provided information on broader
communily-leve! attitndes and opindons conceming PMTUT-related issues. Issucs covered
in Ihe tocus group discussions included community responses 10 HIV/AIDS, HIV-related
stigma, (for health care workers and community health workers) workplace related stress
caused by HIV/AIDS, infant feeding issues, family and houschold decision-making
dynamics and (for index participants) commentaries on episodes drawn from the narrative

partion of the questionnaire.

Focus groups consisted oft 1) older fernales (aged 40 years and above), 2} civic and social
opinion leaders, 3) health care professionals invelved in PMTUT service provision (Le.
nurses and counsellars) 3) community health workers?, 6-8) each of the three female index
case profiles from the narrative case studies. All focus group discussions were held in
South Sathe, tape-recorded, transcribed and translated into Lnglish, Wherever puossible,
FGD participunts were recruited from the questionnaire sample in order o ensure

comtinity.

» Married slalus was defined as having undertaken any civil, religious or traditional ceremony thal conferred marital
status socially wndfor pally, Females in lonp-term stable relationshipes (comman-taw marricd statua) were olso classiliod
s mrried.

“This proup s defined as community-based individuals and groups whoe are not parl of the format health care system bul
who provide diveet or indirect support to health services. In many South African communilies, community health
ok es e vedunteers whe pive valuable assstunce inoways that the health services are not able to respond by praviding
bome-hased core, counseling, food distribulien and health education. The Frovincia! Departmnent of Health recuosted this

"

group e included i order o explove the relabonsbup between health service providers these “informal” providess of

e and seryvices an thee lasis for finding ways to improve the svnergy bitween Hhese groups.
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2. 5. In-Depth Interviews

fn-depth interviews (1D1s) were conducted with health care workers and females titling the
index case prefiles. In this way, the data complemented indormation collected in previous
study segments by providing insight on personal experiences with PMICT. 101
participants included: 1) health care professionals involved in PMTCT service provision; 2)
community health workers, 3-5) [emales fitting the three index case profiles. In each study
sile, 2 maximum of five [D1s was conducted in cach group, resulting in a maximum sample
size of 25 per site (50 maximum total), All 1I21s were conducted in South Sotho, tape-
recarded, transcribed and translated into English, Wherever possible, 1021 participants were

recruited from the gqueslionnaire sample inorder to ensure continuity.
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RESULTS

This chapter consisis of three sections. The first section reporls findings of the
questionnaire, focus group and in-depth interviews on 1} knowledge of HIV/ATDS and
MTCT in particular, 2) infant feeding practices, beliefs and decisions and 3) TV stigma
aeneraily and relating to MTCT. The second section describes case studies develaped
through key infarmant narrative warkshops, focusing on different behavioual outcomes in
relation to key events in the PMTOT process and the contextual factors that impact these
vutcomes. The third section contains results from the questionnaire on the narrative

vignettes that were developed from the narrative workshop case stadies,

3.0 QUESTIONNAIRE, FOCUS GROUP, INDEPTH INTERVIEW RESULTS

3.1.1. Questionnaire Respondents’ Socio-Demographic Characteristics

This section gives an overall picture of the sample of respondents including age, length of
residence, language group, education level, employment status, household heads and

Jiving conditions.

Sample Size

Following the study design, 20 percent of respondents were males (N=100) and 8 percent
tomales (N=400). Females above 40 years (N=100}, ever-married females between 25 and 39
years (N=100), never married females between 25 and 39 yeors (N-100), and female

teenagers between 15 and 19 years (N=100) comprised 25% each of the female sample.

Criteria for Participant Inclusion

For all participants, individuals had to have resided in the study community for a
minimum of one vear. Index parlicipants had to have been pregnant to be included in the
study. Married stalus was defined as having undergone o traditional, rehgious or civil

ceremony of being in a common law marriage (defined as a stable cohabiting union of a
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minimum af three vears). Divorced women were considered “ever-married” and could be
included in the ‘ever marricd’ category. Teenagers were defined as aged 15 to 19 years.

Male participants had to be young adults or older, with a minimum age of 25 years.

Participaitt Age

Among males, mean age was 42,64, med:40.5, ranging from 25-82 years of age. Among
older females (401) mean age was 55.55, med:33, and the ages ranged from: 40-85. Among

index participants:
1. Ever married females mean age was 32,97, med:33, rangn:25-39.
2. Single/mever married females mean age was 30.57, medi30, range:24-39,
3. Teenagers mean age was 17.94 years, medi 18, rangerTH-19.
Lanynage
Table 4 gives the proportion of different language groups in the sample. The majority of

respondents were South Sotho speaking followed by Zultu and Xhosa.

Tabie 4: Language profile of respondents, Free State 2003 (N = 5040

i
South Sotho B2
Zulu 174
Xhosa 4
Tswana __ _ . 7B
North Sutho .
A friknnngl e _8’. _
Ndebele S 2
Totat Lo

Length of Residence

Mean leagth of residence for men was 19 years, Older females’ mean length of residence
was 13.96 years, Among index participants, length of residence for the three index groups

Wels:
1. Kver-magricd fomales mean residence way 13 vears,
2. Single/never married females mean length of residence wax 13.67 vears,

3. Tecnagers’ mean length of residence was 8.7 years.
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Fiucation

Oeerall

. 5 percent of respondents had never attended schooi, 9.4 percent had completed

primary school (5td 3), 16, percent had matriculated (Std 10} and 4.8 percent have

undertaken some form of post secondary training of which the majority (2.6%) had taken

short diploma courses. Education levels are also broken down by participant categary,

-

Employmient

Among males, 11 pereent had completed Std 5, 22 percent had matriculated and 5
percent had done post secondary training, All male participants had some formal

schooling,

Among older fermales (40+ years), 21 percent had no formal schooling, 13 percent
had completed Std 5, 4 percent had matriculated and 5% had done post secondary
training,

Among ever-married females, & percent had complieted Std 5, 21 percent had
matriculated and 8 percent had some post secondary training, All ever-married

temales had some formal schooling,

Among single or never married females, 4 percent had no formal schooling, 7
percent had completed Std 5, 25 percent had matriculated and 5 percent had post
secondary training.

Among female teenagers 13-19 years, all had some form ol schooling, 11 percent
had completed Std 5, 8 percent had matriculated and 1 percent had post secondary

traiting,

Unemployment was high across all gender and age groups. However, Table 5 shows that

uremployment among males (39%) is lower than among older fermales (40+ years) and

female index typoes,

Table 5: Employment status by gender and indes type, Free Stite 2003 (N = 100 per group, Tatal N -

500
Males Older Ever Never Teenagers
Females (40+ Married Married  (15-19 yrs)
yrs) Females Females Yo
o {25-39 yrs)  (25-39 yrs}
it K
Unemployed/Pensioner 50 7z B FA 77
Unskilled Job, . — b .10 0.
Semi-skilled Job e 18 .t 18 o
Skilled Jub o 13 5 B # 1
Student 0 { 0 I 22
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Flonewdiold | lead

As household circumstances may impact on choices in relation to the narrative slory in the
questionnaire, head of household was reported for index parlicipants. Among ever-
married females, 33 percent said their husband is the head, followed by 26 percent who
stated they are the houschold head and 11 percent whose fathers are heads of houschold.
Among, never married females, 52 percent said their mothers are the household head
followed by self (24%) and fathers (12%). Among teenagers, 48 percent said their maothers
are the head of household, 24 percent said their fathers are heads of houschold followed by

8 percent whose grandmothers are head of household.

Toilel Facilitics and Access to Indoor Running Water

Living conditions also impact on infant health and issues relating to infant feeding,
Sanitation, (hat is toilet facilitics and access to clean waler also indicate levels ol
infrastructural development. Tables 6 and 7 provide an overview of these features by site.
Owver halfl or respondents in Mangaung and Frankfort have outdoor flush doilets
(Mangaung 52.4%; Frankfort 62%) followed by outdoor pit systems (Mangaung 35.2%:
Frankfort 229%) and then indaor flush toilets (Mangaung 13.2%; Frankfort 16%).

Table §: Toilet facilities by site, Free State 20003 (N = 250 per site)

Mangaung % Frankfort's
(ndoor Flush__ B2 80
_Outdoor Flush o bza o 820
Outdoor 1'it, Pit 33z 22.0
Latrine, Bucket — —
Field Totlet 1.2 0.0

Less Lhan half of respondents in Mangaung (32%) and less than a quarter in Frankfort

{22'%) have access lo running water inside their homes.

Table 7: Aecess to running water inside the home by site, Free State 2003 (N = 250 per sifv)

Mangaung "y Frankfort®s
Yes e _30 220
No ‘ 6RO 78.0
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Luvrgy Sotirees

Table 8 presents main energy sources for cooking by site, In Mangaung, 78 percent of
respondents make use of one energy source for cooking while all Frankfort respondents
use at least two energy sources for cooking, Mangaung respondents’ main sources of fuel

are electricity and paraffin. Main sources of fuel in Frankfort are electricity and coal,

Table 8: Energy sources [or cooking by site, Free State 2003 (N = 250 per site)

Mangauny %" Frankfort?i"
Electnicity — 71O . = - U
_Paraffin . dh4 o ns
Wuoad o 2 3.6
Coal - es T4 .
Cas . S 8

* Porcentares Jo not add up to 100% as respondents could give more than one energy source
g f 8

Heme Applilances

In order to give a broad indication af respondents’ sociv-cconomic status, respondents
were asked about the following home appliances: television, car, refrigerator, radio, ceil
phone or landling/telephone, Tahle 9 shows thal there is little difference between sites.
Approximately two thirds of respondents own a television and over 80 percent own a
radio, Over iwo thirds of respondents own a refrigerator. Cell phone ownership is over 33
prrcent in both sites, but few respondents have a landline, Car ownership is below 20

percent in both sites,

Table 9; Home uppliances by site, Free State 2003 (N = 250 per site)

Mangaung'a Frankfort9
Television 2 1
Radio e, B28 0 Bed
Refrigeralor  6ag 88D
Cell phonc e aso__ _aeb
Landline 120 Coud
Car 140 _ 176

3,1,2. HIV/AIDS (General Knowledge and Sources of Information

Muost respondents (98% overall) have heard of HIV/AIDS. FGD and (13 participants
vividly describe the impact of HIV/AIDS on their communities particularly the number of
vouth and woemen who are sick and dying. Respondents” knowledge of how HIV is

transmitted is shown in lable 100 The majority of respondents (93%) give sexual
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intercourse as one of thely responses!'™ when asked how FHY is transmitted, A further 49.8
percent said blood or bodily fluid contact can transmit HIV. Blood trunsfusion (7.2%;),
needles/injections (3.2%), razors {1.6%) and then 5T12's (8%) were also given as routes of
transmission. Only one respondent gave vertical transmission during pregnancy or labour
as a transmission route. Six respondents (1.2%) did not know how HIV is transmitted and
fourteen respondents (2.8%) suggested incorrect routes of transmission, namely shared
toothbeush, loilet, tood, handshakes, uncican water, kissing, oral contraception or

mosguitoes.

Table 19: Knowledge of 1NV transmission routes, Free State 2003 (N=500)*

o

Blood Contact/ 498

Bodily Fluids

Blood Transfusion 72
Needles/Injections 52
Razors _ Lt
sty 08
Vertical 0.2
_Transmission )
_Ineorrect Responses 2.8 _
Don’t Know RE
Missing 2.0

* Multiple responses allowed

Overall 90.2 pereent of respondents believe that a person can be HIV positive and still look
healthy while 3.5 percent of respondents disagreed willh this statement and 4.3 percent
were unsuve. In the urban Mangaung site, 93.4 percent of respondents believed correctly
that a person can still have HIV and look healthy while in the rural Frankfort site, 87
percent believe so (p = 018), There is little difference between fernales (30%) and males
(91%) who agree thal a person can have HIV and still look healthy and no significant

differences between teenagers, nover married and ever married women.

The majorily of respondents (8).2%) correctly believe there is no cure for HIV/AIDS at the
present time, However, 11.6 pereent believe there is o cure and 8.2 percent were unsure, #
figure of almost 20 percent. There was a significant difference at the 5 percent level (p =
044) across sites with 76.5 percent of urban respondents correctly agreeing that there is no
cure for HIV/AIDS while 83.8 percent were correct in the rural site, However, 77.7 percent
of female respendents believe there is no cure of HIIV/AIDS as compared to 90 percent of

males {p = .006). Table 11 shows that there are also differences across the three index types

W Adultiple responses wite allowed with no prompting from interyiewer,
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as o whether THHIV/AIDS can be cured or not with teenage females mare likely o be
associated with saying there is a cure than never married temales or ever-married females

aged 23 to 39 years.

Table 11: There is a eure for HIVIAIDS by index type, Free State 2003 (N=300)

Females Yes %o Unsure’y
Teenagers {15-19 yrs) Lo we
Never Mammied 12.2 11.2

Females (25-39 yrs} o

Ever Married 6.1 10.2
Females (25-39 yrs)

Overall, most respondents would prefer to receive information from: clinics or hospitals
(49.8%), communily health workers or peer educators (23.8%), cxperts (18.4%), media
(13.4%) and people living with AIDS (11%)." Teenagers differed slightly with first four
choices being clinics (32.7%), people living with AIDS (14.7%), schools (8.5%) and
community health workers or peer educators (8.5%) followed by media (4.7%). Overall,
respondents’ did not list preferences for phone information lines (2%), family friends or

relatives (1.2%), government (1.2%) and NGOs (2%) as sources of information,

Respondents felt it was primarity the responsibitity of the health community to educate the
community about 1HV/AIDS-related issues. Health community chosen by 34.6 percent of
respendents was [ollowed by everyone in the community (19.4%), people living with AIDS
(17.2%), experts from outside the community (16%), media (7.4%), parents (6.4%),
government (4.6%), teachers (2.4%), churches (2.2%), siblings {8%), peers {.6%) and self
(2%).17

Focus group and interview parlicipants’ comments en information and  education
emphasized utilizing multiple approaches to community education thal combine both
[ormal and informal networks to reach community members. Again,  participants

emphasized the role of health care professionals.

Communite and government must come with ideas to organisations thar will help peaple with
FRVAAIS. (Focuy Group - Males, Mangaung).

The pastors are there to help in this regard and thoy are the most stuble sacietal norms. when they
calk peopte listen. I mean they must be part of the projects of HIV/AIDS that are formudated bocause
bv ondy talking people arc listening and become comvinced (Focus Group — Community Social

Leaders, Frankfort).

e pereentapes add o over U0 because participanls were permitled te specily more thary opae uplion,
12 Murdy percentages add fo over RIKE because partivipants were prermitled to specify more than one option.
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You learn from the cotnsellors, from the eline ... people talk to the sisters abour HIVZAIDY -]
thind doctors and murses influcnce public opinion about HIVAIDS (Focus Growp  Ever-mareiod
Femalos, Frankfort).

[he peer prowps, peer groups, only peer groups . Sume come o us the health workers to seek for
information, some talk to their bovfriends . . The posters and the pamphlets of HIVAIDS . The
raddio and the telovision ... and the school. they talk (Focus Group — Health Cure Warkers,

Mengaung),

Radiv, TV, newspaper, seSothe newspapers must be written . counsellors, volunteers and pasiory

{Focus Group — Community Secial Leaders, Freukfort).

People whe live with HIV/AIDS . sisters .. . pevple with AIDS (Focus Group  Teenagers.
Fravkfort).

They learn from the eownsellor - Prowe the clinie [ think the sisters and counsellors | Hhink

i is Hhe doctors amd wurscs .. Even If is semeone from the parliament whe usually falk about
HIVIAIDS . Winkic Direko . . and Mr. Mandela (Tocus Group --Ever marvied Females,
Frankfor!).

Surmmary

In the research sites, most respondents are aware of 11IV/ATDS (98%). From the FGD and
1D data, it is clear that communities witmess and feel the impact of HIV/AIDS on a daily
bawis.

Respondents  have accurate knowledge about routes of transmission with 4% ol
respendents either with incorrect knowledge {2.89%) ar unsure (1.2%). Verticat {ransmission
is ot o prominent feature of respondents’ knowledge on HIV transmission with one

respondent mentioning this route,

Accurale beliefs about HIV/AIDS, namely that a person can have TV and still look healthy
(90.2%) and that there is no cure (80.2%) are also high, However, almost 20 percent of
respondents believe there is a cure for HIV/AIDS (11.6%) ot are unsure (8.2%), Significantly
more lemales believe (here is a cure for HIV/AIDS than males, and more female teenagers
are associated with the belief that there is a cure than other females.

Overall, respondents see health professionals and peer educators (including those living
with HIV/AIDS) s preferred sources of information and primarily responsible for
educating others about the disease. Study participants also emphasise multiple approaches

to community education using as many formal/intorieal netwaorks as possible.

3.1.3 Vertical HIV Transmission Knowledge

Overall, 73.9 percent of respondents know that babics can be infected with HIV/ALDS
through breastfeeding, 12 percent disagreed and 14.1 percent were unsure. There were no

significant differences by site or gender, When comparing older females and index female
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type, tecnagers were associated with being least likely to know (61%), followed by older
females (67%), ever-married lemales (70.4%) and never married females (85.7%). Of
respondents who knew that HIV/AIDS can be vertically transmitied (o an infant, the most
commonly mentioned “risk factors” for making breastfeeding a potential source ol HIV
transmission were: breast milk itself if the mother is TV positive (63.3%), and sores on the
breasts or nipples (7.6%). Overall, 76.3 percent of respondenls gave correct information
while 23.7 percent cither did not know (23.1%) or gave Incorrect answers. There were no
significant differences by site ov gender, but among index types, 89 percent of never
married females gave correct answers, 68 percent of ever-married females and 53 percent
of teenagers, Among teenagers, 42,6 percent did not know how HIV is transmitted through
breastfeeding, 296 percent of ever-married females and 9.2 percent of pever married
females did not know (p - .000). Among older females (404 years), 84 pereent gave correct

answers and 13 percent did not know.

Cuestions probing respondents” knowledge of preventing vertical transmission during
birth show that 30 percent of all respondents are aware that mothers can lake nevirapine ar
ather anti-retroviral drugs, However, 37.3 percent were unsure or didn't khow ol ways to
prevent transmission during birth and three percent said there was no way to prevent
Lransmission. Overall 54 percent of respondents gave correct information but there was a
significant difference by site, 46 percent giving corred! information in Mangaung ard 61.8
percent giving correct information in Frankfort (p =.000). Between males and fomnales 41.4
percent and 573 percent respectively gave correct information on how o prevent
transmission during birth {p -~ .005). Among females, correct knowledge of prevention
during birth was highest among never married females (70.4%) followed by married
females (A1.2%), teenagers {52.1%) and then older females (40+ years) (43.4%). Of thase

termales who had correct knowledge, most stated that a mother could take nevirapine.

To prevent transmission after birth, 44.9 percent of respondents sugpested  stopping
breastfeeding while 29 percent did not know and the rest gave incotrect answers. There
was a significant difference by site with Frankfort respondents (32.2%) giving correct
information as compared to 37.4 percent in Mangaung (p = .000). Detween males and
females, males (61%) said stopping breastfeeding as compared with 408 percent of
females. Again leenagers (35.1%) were least tikely to have correct knowledge of prevention

particular in Mangaung (26.74%) as compared with Frankfort {(42.9%).

Under half of respondents (41.%) have heard of PMTUT services in the area in which they
live. Thers was na significant difference between urban and rural sites with 38.8 percent
having heard of PMTCT services in the urban site and 43.2 percent in the rural site.
Femnales (43.8%) arc significantly more Jikely to have heard of PMTCT services than males
(30%) (p - .012). Across female index type and elder females, Table 12 shows that temale
teenagers are least knowledgeable about TMTCT services in their area, while 61 perrent of

temales (40+ years) know of PMITCT services,
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Tuble {2: Knowledge of PMTTCT services by index type and older female, Free State 2003 (N~404)

Feniales Yes 9
Teenagers (15-19 yrs) a2
Never Married 19
Females (25-39 yrs) ‘

Ever Married 43

_Females (25-39 yrs) )
Females {40+ yrs) nl

SHHU?HH'U

Overall, almost three quarters of respondents know that bables can be infected with (IV
through breastfeeding. Teenagers (61%) woere least likely ta know that 1V can be
transmilted through breastfeeding and never married females (85.7%) most likely to know.
Again, teenagers (12.0%) lollowed by ever-married females {29.6%) were Jeast likely to

know how HIV can be transmitted during breasttesding,

Approximately half of respondents have correct knowledge on prevention of vertical
transmission during and after birth. Males have more knowledge abou! preventing
transmission after birth while fermales have more knowledge about prevention during
birth, Overall, teenagers and older females (40+ years) were significantly less likely to give

correct information on prevention.

Under halt of respondents (41%) are aware of PMTCT services in their areas with males
and female teenagers being significantly less likely to know about these services than

females 25 years and above.

3.1.4 Infant Feeding Practices

The length of time infants are breastfed is two years taking the median of all respondents.
This holds for both female {including all index types and older females) and male
respondents and across both sites, Respondents veport the median age at which infants
start solid food s three months overall and (his is the same across site and gender,
Comparing fermale respondents, older females give a median age of six months, ever-
married females throe months, never married females 3.5 months and teenagers three

maonths.

Owverall 87.6 percent of respondents agree that babies are usually fed a mix of solids and
liguids between birth and four months. There was a significant difference by sile, with 79.6
percent of urban Mangaung respondents and 95.6 pereent of Frankfort respondents
aprecing that mixed is the norm in their commumities (p = L00). Males (96%) were

significantly moce likely to think that mixed feeding was the norm than females (85.5%) (p
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004 Compating females, 89 percent of married females, 96 percent of never married
females and 98 percent of teenugers said hat mixed feeding was the norm. In contrast, 39

percent of older fernales said mixed feeding was the norm between birth and four months.

When comparing overall infant feeding trends refating to exclusive breastfeeding,
exclusive bottle feeding or mixed feeding (breast milk, formula milk, other liguids and
solids), 80,6 percent of respondents sald mixed feeding s the norm, 12.2 percent said
cxclusive breastfeeding and 7.2 percent chose exclusive fommula feeding. There is a
significant association between what peeple’s perceptions are of the norm and sile with
68.4 percent of respondents in Manguang claiming mixed feeding is the narm as compared
to 92,8 percent of Frankfort respondents (p = .000). When comparing index type and older
females, over 90 percent of index type respondents said mixed feeding is the norm while

58.4 percent of fomales over (A0+ years;.

Respondents were also asked it there are special herbs or traditional medicines that are
giverr to babins orally during the first four months of life. Overall 46.2 percent of
respondents stated there were special herbs designated for this purpose, 47.6 pereent said
thete were none and 6.2 percent did not know or were unsure. There was no significant
difrerence by site on this practice. However, there way o significant difference between
fernales (yes 53.3%) and males (yes 10%; no 81%: unsure 9%) on whether special herbs are
given te babies orally or not (p = .000). Ameng females, 73 percent of teenagers, 703
percent of older females (40+ years), 50 percenl of ever-married females, 27 percent of

never married fernales said there were special herbs for infants up to Tour months.

Supnnary

The median age Tor the introduction of salids is threc months, However, older females

{40+ years) sald it is six months.

The majority of respondents (80%) said mixed feeding is normal practice between birth
and four months. More respondents in the rural site and more males than females said
this i the norm. Although over 90 percent of [emales under 40 years of age said this is
the norm, just under 60 percent of females (40+ years) said mixed feeding is the norm.
Respondents were almast equally divided on whether traditional herbs are given to

babies orally during the first four months of life.

3.1.5 Beliefs and Attitudes on Infant Feeding Practices

In the overall sample, 594 percent of respeondents strongly agreed and 154 percent
imoderately agree thal babics who cry do not receive sufficient nou rishment from the breast
and need additional food, while 19.6 percent disagreed. Males are significantly asseciated
with this beliof with 87 percent agreeing, while 718 percent of females agreed. Comparing

index type and older fomales, Fable 13 shows that older femalos (49.5%) and teenagers

il pilot wi attempled to sk rosprondents to spucify herb namaes, but morst wirre usushle o deo this,



(G9%) were Jess likely to agree with the belief that crying means breastleeding is
insulticient and the baby neceds additional food than never married (89%) and ever-

married females (80%),

Tabie 13: Belief that breast mitk is inadequate by female type, Free State 2003 (N=400)

Females Teenagers (15-19 Never Married Ever-Married Older Females
yrs) % Females (25-39 Females (25-39 (40+ yrs) %o
yrs) % yra) Y
Agree Strongly e . B L VL -
Agree Moderately 3 o LB W
_Disagree —e _..B [P . Ty 00
~ Unsure i 1a 3 ] 1.0

That breasl milk is inadequate and mixed feeding is therefore necessary in the Hrst four
motiths, 72.6 percent of respondents agreed either strongly or moderately. There was no
difference in this belief by site, but by gender there was a significant difference (p - .000})
with 67.3 percent of females and 90 percent of males agreeing with (his slalement. Between
index type and older females (40+ years), there is a significant difference in their likelihood
of agreeing wilh this staterment with aver 80 percent of index respondenls agrecing while

only 49.5 percent of older females (40+ years) agreeing,

Overall 58,6 percent of respondents belicve Lthat a woman who exclusively breastteeds her
haby between birth and four months is doing the natural thing and ensuring the child’s
health, However, 282 percent believe that a woman who does this is doing the wrong
thing. The third most common opinion (6% of respondents) was that women do this
because ot poverty, Qverall, one respondent (2%} attribined this practice to a woman
having HIV/AIDS, Similar trends occurred across both sites. However, there is a significant
association between respondents’ opinions and gender with 19% of males saying exclusive
breasticeding between birth and four months is naturat and protective and 70 percent
saying it is wrong as compared to females where 68,5 percent say 15 natural and protective
and 17.8 percent say it is wrong (p .000). Table 14 shows differences amony female index
types with the majority of older females (404 years) and never-ma rried females giving the

opinion that exclusive breastleeding is natural and protective.
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Takle 14: Female opinions of a wontan who exclusively breastfeeds her baby between hirth and four
months, Free State 2003 (N=400)

Teenagers MNever Married Fver- Older Females
(15-1% yrs) %o {25-39 yrs) Yo Married (40+ yrs) "
(25-39 yrs)
Yo
Natural and Healthy =~ 33 N w0 9
Because of Poverty B - 4 0
Wrong and a3 3 26 9
Unhealthy e S R
Other & 9 12 0

In focus groups and interviews, a similar diversity of opinions emerges. Participants

regard breastfeeding as vital for a baby’s health and growth.

Breast mulk s okay because the baby does not gel other sicknesses and vitaming are there (Foous

Gronp — Teenagers, Man gm.'ng).

If you den’t breastfeed your clitd you will find that after five years the child is suffering from

kidneys and lack of eye sight (Tocus Group — Older Females, Mangaung).

and breast feeding makes babies strong and powerful (Focus Group - Older Females,

Muangaung)

Some participants saw it as a healthior and less risky option than formula feeding.

Babies must be breastfed becawse sonte woment do not thoroughly clean their bottes (Focus CGronp -
Teenagers, Mangairng).

[l was also associated with caring and good parenting,

Those whe dow't breastfeed are mothers who don't love their children (Tocus Group - OQlder
Females, Mangaung).

A wonumn who practives exclusive breastfeeding is a quality mother (Focus Group — Lver-married
Fenales, Frankfort),

However, as reflected in questionnaire responses, communities do not necessatily think

exclusive breastieeding is ideal. [n particular, participants suggested that il is nof

nutritionally adequate.

No, it is not geceplable to gioe the baby breast wilk only, nol to sioe waler, no it is not aeceptable
The baby his to have some proleins fesides breast nile . no, she is lazy to couk . (Focus Group —
Newer Married Females, Trankfort).

I breastfeed nuy babies and [ also give them some water after a short while. They get breast milk and

water anly, (1's okay (Focus Group - Older Females, Frankforl),
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Tiwe elderly will say look we have rafsed your baby, wiving her the water, we faoe raised you gy
your the soft porridge, far fwa months, you are so healthy because of saft porvidge, they don’t have

probleams (Focus Group ~ Health Care Workers, Mangaung),
Breastfecding also has connotations of poverly.

Mesit of the community breastfeed because of pooerty (Focus Group — Communily Social Leachers,

Manginorg)

The most common opinion of women who do not breastfeed between birth and four
months given by 52.6 percent of respondents is that the woman is not taking geod care ol
the baby’s health (31.8%) or good care of children (20.8%). This opinion is followed by the
mmother is i1l (13.2%), there is not encugh milk or the mother has breast problems (12.2%),
the maother has a job (8.6%), she doesn’t want to breastfeed (3.4%) and then the mother is
avoiding breastfceding because she has HIV/AIDS (2.2%). Only one respondent {.3%)
suggesled o woman was doing the right thing by not breastfeeding. Similar trends in
opinion ocur across both sites. However, there is a significant association (p - .000)
buetween respondents opinions and gender with 69 percent of males and 48.5 percent of
termales saving the woman is not taking good care of the baby’s health or good care of
children, followed by 18 percent of males and 12 percent of females saying the mother isill,
and 1 percend of males and 14.3 percent of females saying the mother has breast problems
and there is not enough milk, Only females (10.8%) suggest the mother has a job or the
mother has HIV/AIDS (2.8%), Table 15 shows that female index type is also associated with

opinion on Lhis issue.

‘Table 15; Female opinions of a woman wha docs not breastfeed her baby hetween birth and 4 months,
Free State 2003 (R=400)

Teenagers MNever Married Ever- Older Females
(15-19 yrs) U Females {25-39 Maroed {40+ yra) %
y1s) Y Eemales
{25-3% yrs)
i)
Does not care for the o] 22 34 69
child or its health _ e _— )
Matheris ill e 2 — 20 22 4
Troblems with 7 25 11 10
breasts or notl
enough milk —__ e - .
Maother has a job A w1 2
Mothet has 1 G 4 i
HIV/AIDS R e . S
Other 7 ) 7 . 15 8

Health and care are otten given as reasons why people oppose EFF
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Vadid not breastfeed my older child, but if you can leak at the yownger one, his body was igger than
ihe older o, That memns that there is a difference in EFF and EBE (Focus Group  Foer-married

Females, Mangraung).

Wonen are supposed Lo feod their babies with breast milk becanse somte of them they don't kroro hoze

fo clean e boltles (Focus Growp — Tecnagers, Mangaung).

[ see that there Is a lot of problems with EFF, another woman came in here witlh an underweight
baby, e nurses asked the grandmother why the baby was underweiyht because they had lold them
to do this and that. She told us that she was tuking oo leaspovns of formida to pake a botile. She
sard that she didu't hear. Grandmothers raize babies in ways fhat ey, themselpes uoe been raised.
EFF ix stmple for youtis but our motiers do net take core of babies as they showld (Focus Group -

Never Marriod Temales, Mmr‘grmngl
Similariy with breastfeeding, exclusivity appears socially unacceptable.

It is ot secdly acceplable Lo only formuld feed the child, an infant has 1o be fed breast nulk (Focus

Growp —-Ever- marricd Females, Frankforl),

It is acceptable that wonether can breastfeed and feed a baby with a bottle, it 5 acceptable . (Tocus

Group — Healih Care Warkers, Mmrgrnmg).

Farticipants in focus groups criticized teenagers for wanting to avoid breastfceding and
use formula because of vanity, laziness and not boing sufiiciently responsible, although 69
percent of teenagers said in the questionnaire not breastfeeding signaled the mother did

not care for the health of the child,

Opinions of mixed feeding between birth and four months show that 60 percent of
respondents said thal a mother iy doing a natural and traditional practice. However, 32
percent said she is doing the wrong thing not caring for the baby, while a further 6.2
percent said she is unable to breastfeed due to insuflicient milk or other circumstances.
Both urban and rural sites vielded similar results. There is again a significant association
between gender and respondents’ opinions with 98 percent of males who soaid it 1s a
natural and traditional practice as compared to 530.6 percent of temales, and 2 percent of
males who said the practice is wrong indirating lack of care as compared to 39.6 percent of
females. Table 16 again shows that female groups are also associated with differences in
opinion, Females (40+ years) (93%) overwhelmingly belicve that it indicates the mother
does ot care for the child. Never married females are the next moest likely o have this
opinion at 40 percent, while 87 percent of teenagers and 38 percent of ever-married females

believe it is a natural and traditional practice.
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Table 16: Female opinions of 2 woman who mix feeds her baby between birth and four menths, Free
State 2003 (N=400)

Teenagers MNever Married Ever- Older Females
(15-19 yrs) Females {25-39 Married {40+ yrs) s
¥Is)ha Females

(25-39

yrs)t
Normal, natural ot 87 52 idd] 5
traditional practice - o o
Wrong, not caring 1z 4() 13 93
tor child | e —_ ———
Unable to breasfeed 0 b 2 1
Other e —_ * —

Sununary

Almost three guarters of respondents think breast milk is inadequate during the first four
menths and therefore mixed feeding is necessary, More males (90%) believe this than
females (67.3%) and four fifths of fernales under 40) years agree as compared to just under
half of females 40 years and over. Almost two thirds of respondents believe mixed feeding
is normal, however a thitd say mixed feeding indicates the moather does not care for the
child properly, Almost all males think mixed feeding is normal practice in conlrast to half
of lemales. The majority of fernales (404 years) believe that mixed leeding shows lack of
care, while over half of married and never marricd females and over {our fifths of

teenagers believe it is hormal practice.

Almost two thirds of respondents believe TBE is natural and ensures the baby’s health,
while almost a third believe that it is not correct to do so. Seventy percent of males believe
it is wrong while almost the same percentage of females believes EBE is normal and
prolective. The majority of never married females and females 40 years and over think it is
normal and protective while aboul half of ever-married females and teenagers think this
way.

(dver half of respondents believe that a woman is not taking good care of her baby if she
does not breastfead. Almost seventy percent of men and half of fernale respondents believe
this. Maore older females (401 years) and teenagers (69% for both) believe this than never

married (229%) and ever-marricd females (34%).

Infant Feeding Information and Decision-making

Respum‘h::nlfe’ primary or most bnporlant sources of information on infant fc*nding are
clinics and nurses (60.29%), (ollowed by mothers (26.5%), elderly people (7.6%) and then by
experience (3%). Sources of information are similar across sites and there is no significant

difference between male and female. Between female index cases and older women (40+
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vears), 683 percent of index cases said the most important sources of information are
clinics and nurses as compared to 35 percent of females (404 years). Mothers are the most
impartant source of information for 16 percent of female index cases as compared to 63
percent of females (40+ years) suggesting a trend towards professional sources of
information among younger females suppaorted by 74 percent of teenagers choosing clinics
and nurses as compared ta 67 percent of ever-married fermales and 64 percent of never

married fermales,

Respondents” views af the role of fathers in infant teeding decisions show that in the
overall sample 500 (59.2%) respondents felt that fathers are rarely or not invelved in such
decisions. THowever, 39 percent of responcents felt that fathers are involved. There was no
differcnce by site. Across gender 59 percent of males and 59.3 percent of females {elt that
fathers are rarely or not involved and 35 percent of males and 40 percent of females felt
they are involved, Table 17 shows that there is a significant association with female types
and opinion on this issue (p = .000}. Females (40+ years) (81%) and never married females
(71%:} are more likely to have the opinion that fathers are rarely or not involved. While 57

percent of ever-married fernales and 55 percent of teenagers feel fathers are involved,

Table 17: Femitle opinions of father involvement in infunt feeding deckslons, Free State 2003 (N=400)

Teenagers Never Marriced Ever- Older Females
(15-19 yrs) Y Females (25-39 Married {40+ yrs) %
yrs) Yo Females
(25-39 yrs)
Y
Involved at some 33 9 57 19
“ ]PVEI | —— b ———— —— - - - —
Rarely ar ot involve 43 ) 2 8
Unsure/ Do not 2 ¥} 1 0

know

Focus group and interview participants also speak of the role of fathers, but emphasise the
role of mothers and grandmothers. However, their views also clearly demonstrate how

decisions are part of broader social practice.

The sislers at the clinie would tell thew . Hhe neighbours .. people i the howsehold, who stay
with her .. the mother .. Lveryone controls how to feed her baby (Focus Group — Neovr Married
Females, Frankfort).

It is the mother of the baby that kas the influence ... And the father of the baby, af most it Js the
mother ... Avain, most of the mothers are working, so the granny is the one whoe is looking after the
child and she spends most of the tme with the baby . . Like me, my baby went to stay with my
sister a b young age . . arything e mother does, she does it through the phore (Fecus Group -

{ver marrivd Females, Manganny).
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Mothers i lawe . Parents, all of ey, mothers and fathers, bul most &35 the women {Focus

Coroug = Health Care Warkers, Manguung).

[ hear you saying it is the mothers whe ave taking the respensibilily, 1 disagree with that thing
pswally it is culture, cullure is arientating the person, it is true that when the family breastfeed you
are alse going lo brenstfeed whether you like to or net (Focus Group Commnmity Social Leaders,

Mungating)

Sister fromi the clivic . .. the mother | . the mother-in-lae .. say the father . the grandmothers

(Focus Croup — Lver-married emales, Frankfort).

Ouestionmaire results of the narrative vignettes also show (hat mathers, grandmothers and
mothers-in-law play significant roles in decisions on infant feeding (See Section 3.3, Fvent
5)

Sietntary

Respondents’ primary sources of information on intant feeding are nurses and clinics

(604%), mothers (26.8%), older people (7.6%) and then experience (3%).

Almost two Lhirds of respondents believe that fathers are rarely ot ot involved. However,
from focus group and interview participants, il is clear that infant teeding decistons
involve a number of key players, usually mothers and mother-in-laws but also fathers, and
take place within a broader social dynamic around cultural betiefs on best practice and

who is empowered to make decisions.

3.1.7 HIV/AIDS Stigma

Although quantilative measures of stigma do not capture the {ull complexity of HIV/AIDS-
related stigma, for comparative purposes some stigma refaled questions were included.
Items were adapted from stigma studies undertaken under the HORIZONG PROGRAM of
the Population Council and PATH. Several of the questions are designed to uncover

gonder-specific HIV/AIDS stigma.

n

The majority of respondents (95.4%) stated they would care for a female relative who was
sick with [HV/AIDS in their houschold. This view differed significantly by site with 6.8%
af respondents in the rural Frankfort site more likeiv to say no or be unsure as compared
with 2.4% in the urban Mangaung site. There was no significant difference between males
and females on this issue. Among fermale index types never married females were more
likely to say they would care at 98 percenl as compared with teenageres 90%, ever married
fernales (93%) and females over torty (96%), Qverall, 92.8 percent ot respondents said they
would care for a male relative who was sick with 1HIV/AIDS in their homes, 6.2 percent
said no and one percent were unsure. There was no significant difference between siles,
However, males (99%) were significantly more likely to say they would care for a male

relative than females (91.3%) (p - .007) There was alsa a significant association across



temale index types with teenagers (82%) and ever-married females (88%) less likely to say

ves (han never marricd females (99%) and older females (96%) (p - .000).

Attiludes 1o HIV positive teachers, food sellers and medical personnel were also probed.
Ninety per cent of respondents said a female HIV positive teacher should be allowed to
continue working at school, However, there was a significant difference by site with 15.2
percent of respondents in Frankfort as compared with 4.8 percent in Mangaung saying a
fomale teacher should not be allowed to continue teaching in school. There was no
differences in opinion by gender or female index type. Similavly 89.6 percent of
respondents felt that a male teacher should be allowed to continue teaching at school.
Again thete was a difference by site with 15.2 percent of Frankfort respondents saving a
male leacher should not be allowed to continue teaching in school as compared with 5.6
percent in Mangaung. There werc no differences by gender and female index type. Almost
70 percent of respondents said they would purchase food from a food seller who has
LIV/AIDS. There were no differences by site, gender or fomale index type. Similarly, 70
percent of respondents said they would still want Lo be treated by a nurse or doctor who

was HIV positive. Again there were no differences by site, gender or female index type.

The questionnaire also probed confidentiality and disclosure issues, as well as how
PLWHA's are treated in the community, With disclosure of HIV status to olbers in their
communities, 74 percent of respondents felt it was advisable {o {ell others about their
status, 25,2 percent [elt it was not and .8 percent was unsure. There was a significant
difference by site with 788 percent of respondents saying it is advisable in the urban
Mangaung site and 69.2 percent in Ihe rural Frankforl site (p = .014). There was also a
significant difference between males and females, with 92 percent of males and 69.5
percent of females saying il was advisable 1o disclose one’s status to others in the
community (p = .000). Among female index types there were no sigmificant differences,
hawevar, six percent of females (40+ years) said it is advisable to disclose as cornpared to
92 percent uf males and 90.7 percent of female index types (p = .000). The majority of

females over 40 vears (94%) said is not advisable to disclose.

Respondents give the following reasons for saying it is advisable ar not advisable to
disclose to olher communily members, Of those who said it was advisable, 641 percent
gave the reason that people need to be open and break the silence about AIDS and 20.5
percent said they would be able lo qualify for special grants and other services if they
disclose. Belween sites there was no significant differcnces. Males (46 7%) were more likely
to cite special grants as a reason for disctosure than females (11.99%), while females (69.7%:)
were more likely te say being open and breaking the silence than males (47.8%). Although
saying it is advisable to disclose, T1.6 percent of fomales felt they would get no help from
others if they disclosed. Comparing female index types, 317 percent of teenagers cited
openness and breaking the silence as compared 10 cver-married (83%) and never ma rricd

(77.4%) females. Among teenagers, 289 percent telt they would get no help il they
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disclosed despite being in favour of disclosure as compared to 4.5 percent of ever-married
and 2.2 percent of never married femalces.

Of those who said it was nhot advisable to disclose, the three most cormmon reasons were
stigmatization and regjection (64.3%), shame (14.3%) and no help if they disclosed (11%).
There was no difference across sites. Females revealed similar trends, but cannot be
compared to males as there were only eight males who said it is not advisable to disclose.
Similarly there are insufficient numbers to compare across female index types, but the
majority who said it was not advisable to disclose gave the same reasons as above, Older
females (40+ years), 94 percent wheo said it was not advisable to disclose also gave the same
reasons with 66.3 percent citing stigmatization and rejectiim, 19.6 percent saying shame
and 9.8 percent saying they would receive no help from others,

The most commaon descriptions of respondents on how comumwuinity members teeat those
who disclose that they have HIV/AIDS are as follows: 36.5 percent of respondents said
those who disclose are not accepted, but ridiculed and gossiped about, 35.9 percent said
they are treated reasonably well by the community, 11 percent said they are treated like
everyone else and 8.6 percent said the community would be shocked at first but would
accept them. Comparing negative responses and positive responses, 56 percent of
respondents gave posifive responses from comununities as opposed to 44 percent of
respondents who gave negative community responses. By site, 60.6 percent of urban
Mangaung respondents described positive responses and 39.4 percent negative ones as
compared to 514 percent or rural Frankfort respondents who described positive
community reactions to disclosure and 48.6 percent who gave negative ones (p = .038).
There was a significant difference between males and fernales, with 50.5 percent of females
describing negative community responses compared with 18 percent of males {p = .000).
When comparing female index type, responses are the same with 45 percent overall
suggesling negative community responses and 55 percent describing positive ones, Older
fernales were significantly more likely to describe negative reactions (67%) than positive
reactions (33%) when compared to other females (p = .000).

As to whether women who disclose are treated better, the same or worse than men, overall
52 percent said they were treated the same, 38.2 percent said they were treated worse and
9.6 percent said they were treated better than men, There was no difference on this issue by
site. Again there was a significant diffcrence between male and females with 46.9 percent
of females and 73 percent of males saying women are treated the same, 41.8 percent of
females and 24 percent of males saying they were treated worse, and 11.3 percent of
females and three percernit of males saying they were treated better by their community (p =
000). Comparing female index type and females 40 years anud over, Table 18 shows that 21
percent of teenagers said that females arc treated better than males as compared with 10
percent of ever-martied and 12 percent of never married females. Nine percent of

teenagers said women arc treated worse as compared with 36 percent of never married and
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24 percent of ever-married females, while 98 percent of older females (40+ years) say
fernales are treated worse.

Table 18: Female opinions of community treatment of women who disclose HIV status, Free State 2003
(N=40)

Teenagers Never Married Ever- Older Females
(15-19 yrs) % Females (25-39 Married {40+ yrs) Y
yrs) Yo Females

(25-39

ys)%
Better 21 12 K 2
Worse 9 36 . 24 98
Same 70 52 o 66 0

Most respondents (534.2%) fell that families of people with HIV/ATDS are treated worse
than farrulies without HIV/AIDS infected members, 33.6 percent said they are treated the
same and 12.2 percent said they are treated better. There was a strong association with
differences in opinion by site with 63.2 percent of respondents in rural Frankfort thinking
that families are treated worse as compared with 45.2 percent in wrban Mangausig, While a
similar number of males and females said families are tecaled the same, 64 percent of males
and 31.7 percent of females said families are treated worse and four percent of males and
14.2 percent of females say families with HIV positive members are lrcated betler {p =
010). Table 19 shows the diiferences in opinion across female types. More teenagers
thought families are treated the same, more never marred and older females thought
families are treated worse than other families.

Table 1%: Female opinions of community treatment of families whose members disclose HIV status, Free
State 2003 (N=400)

Teenagers Never Married Ever- Older Females
(15-19 yrs) Ya Females (25-39 Married {40+ yrs) %
yrs)% Females
(25-39 yrs)
Yo
Beter m 8 18 19
Worse 29 &6 40 72
Same 60} 25 . 42 9

Most respondents (71.4%) said they would not want to keep the fact that a member of their
family was infected with AIDS a secret, 26.2 percent said they would and 2.4 percent were
unsure. There was no difference by site or gender. Female index lype and females (40+
years) are associated with differences in opinion on this issue. Teenagers (83%}) and females
(40+ years) (78%) said they would not want to keep a member of their family’s HIV
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positive status a secret as compared with 68 percent of ever-married females and 63

percent of never married females.
Table 20 gives the people to whom respondents felt most comfortable disclosing their HIV

posilive status by female index type, fermales (40+ years) and males.

Table 20: Persons to whom respondents feel most comfortable disclosing their HI'V paositive status, Free
State 2003 (N=500)

Teenagers  Never Married Ever- Older Females Males {25+
(1519 yrs) Femnales (25-39 Married {404+ yrs) % yrs)to
% yis} % Females .
(25-39 yrs)
Y

_Spouse 51 LA Eas
_Noone ST 1 LI 3
‘Mather 51 &7 17 7 18
Close relative 14 10 12 15 5
_such as sibling e -
Close friend 4 8 2 4 2
_Farents L R 1 C 3
Nurse 1 ~ 1 2

Mother in law

Pastor/priest _ ) L

Other 1 _ 1 2

Grown up 2 2 32 2
_children | : S
Fartner 8 3 - 17
_Neighbour o . 4 — 2

Participants in focus group inlerviews cmphasised the stigma attached to being infected by
HIV/AIDS particularly when a child is infected as well as levels of denial.

People they gossip even when you pass them, they gossip things . People tell themselves that if a
baby of that house s HIV so 1s everyone else in the house . They are treated worse cause people
don’t accept that this person has got AIDS, so they treat them badly (Focus Group — Teenagers,
Mangaung).

It is because we are afraid, people will say eish what are people going to say? (Focus Group — Ever-
married Females, Mangaung),
Most peaple do not talk because of stigma, others end up infecting their mothers because they don't

telk to their parents at home, at the end mothers are left with grand children and within a short
space of time they die too (Focus Group — Health Care Workers, Frankfort).

34



Some they don’t treat them alright but some they treat them okay, you find that people who have
AIDS their familics leave them to smell bad when they have bad sores. It is when they mess
themselves that they take them to the hospital, when they are asked questions at the hospital they act
as if they didn't see anything (Focus Group — Males, Mangaung),

[ think it iz still the fact that people, they stll go to traditional healers . .. They won't tell you . .
They'll tell you that you've got diabetes or you have kidney problems, they won't fell you straight
that you have HIV . .| they fear that stigma . . . I think stigma is very high (Focus Group — Health
Care Workers, Munguunyg).

Some are afratd because of stipma and some are gossiped about (Facus Group - Teenagers,
Mangaung).

Summary

The majority of respondents satd that they would care for an infected individual in their
homes,

Ninety percent of respondents said both male and fernale teachers who are infected should
be allowed to continue teaching, However, rural respondents were significantly less likely
to agree with this than urban respondents. Over two thirds of respondents said they would

buy food [rom an infected person and be treated by a nurse or doctor who was infected.

Almost three quarters of respondents felt it was advisable to disclose if one is HIV positive.
Urban respondents and males were significantly more likely to support disclosure than
rutal respondents and fernales particalarly older fernales (40+ years), Breaking {he silence
around TTTV/ATDS and getting grants were the main reasons respondenis gave for
disclosure, Stigmatization, rejection and shame were the main rcasons for non-disclosure,
Never matried females and teenagers were most likely to disclose to their mothers, while

ever-married females and males are most likely to disclose to their pariners,

Just over a third of respondents said infected individuals are rejected and ridiculed, while
almost half of respondents said they are treated reasonably well or like everyone clse.
Urban respondents and males are significantly more likely than rural respondents, females
and particular older females (40+ years) to say that a person who discloses will receive a
positive response. If a woman discloses, half of respondents felt she would be treated the
same as a man who discloses, but male respondents were significantly tnore likely to think
this than females where just over 40 percent said she will be treated worse than a man. Just
over half of respondents though! a family with a famnily member who is 111V paositive will
be treated worse than other families. Rural respondents and females are again sighificantly
more likely to think they are treated worse than other families. Despite these responses,
almost three quarters of respondents said they would not want to keep the fact that a
family member was HIV positive a secret. Howover, focus group and inlerview

participants averwhelming emphasized the stigma associated with being HIV positive,
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3.2 KEY INFORMANT WORKSHOP FINDINGS

3.2.1. The Mangaung Narrative Workshop

The Mangaung narrative warkshap was held at the dinic site of the Mangaung University
Community Partnership Programme (MUCPP) and attended by twelve participants: one
doctar, four nurses and three counsellors involved in the PMTCT programme, a mother
who had been through the PMTCT programme and three support warkers from
community based HIV/AIDS organizations in the surrounding area. Two participants were
male and the rest female.

The workshop began with a review of how the PMTCT programme is carricd oul al
MUCPF and infant feeding practices in local communilies. At MUCPP, when o pregnant
woman cormes in for her first visit she gets a group introduction to the antenatal
programune including information about HIV and the counseling service. She then has an
option of secing one of the lay councillors in an individual session. During the session the
woman gets further information about HIV and pre-test counseling. Should the woman
feel that she wants to be tested, she is given three choices, she can either test now and get
the results now, she can test now and get results later, or she can test later if she decides to
g0 home and think about her choices, If she chooses to test, she will be given her results in
a post-test counseling session. If she tests positive, she will be advised on nevaripine (or
herself during labour and for her child within 72 hours after birth as well as feeding
regimens: exclusive breast feeding or exclusive formmula feeding. In the pilot sites and
according to the PMTCT protocol, if @ woman chooses to cxclusively formula feeding, she
will get free formula for six months. However, at MUCTDP free formula is not offered, The
mather ideally brings the infant for regular check-ups, vaccinations and at 18 months for
an HIV test,

Warkshop participants say that breastfeeding is the norm in local cormnmunities but solids
are introduced very carly sometimes in the first month. Consequently mixed feeding is a
cotrunon practice. If a woman exclusively breastfeeds, families and communities perceive
this to be against cultural practice. Community members often held the belief that breast
milk is insufficient for the child, If a woman exclusively formula feeds, communities also
perceive this to be against culture and a sign that the mother does not care for the child or
has the means to afford formula feeding, However, formula feeding because of certain
eircumstances is acceptable. If mothers have to return lo work, infants may receive a
combinalion of formula, breast milk and solids. Participants also suggested that due to
media campaigns, communities are beginning to associate exclusive breastfeeding and
exclusive formula feeding particularly certain brands with being HIV positive. Overall, if a
mather docs not mix feed, communities sce her as deing something outside of normal
practice. Moreover, it is corrunon practice to give newborm infants sugar water and other

traditional herbs. Failure to do so is also seen as incorrect culturally.
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Faor the narrative, workshop participants first created a character for the narrative. They

chose a never married woman index type around which to design the narrative. During the

workshop they discussed whether her narrative would be different if she were married or

a teenager. Table 21 gives a description of the character and the people in her lives.

Table 21: Muain characters for the narrative workshop, Mangaung, Free State 2003

Case Study Type

Main Characters

Single/Never
married female

Lerato

22 years old

Lives at home with parents and 2 brothers and 1 sister
2" year at teachers college

Has a steady boyfriend of 2 years

Firat pregnancy

George

lerato's boyfriend of 2 years

25 years old

4™ year engineering student at technicon

Lerato’s mother
Runs a tuckshop
Passed Std 8 (Grade 10)

Lerato’s father

Miner in Welkom

Comeas home once a8 month
Passed Std 4

Mimi

Lerato's best friend

22 years old

Has one child

No boyfriend, left her when she got pregnant

Masentle
HIV counsellor at the dlinic

Dinco
Nurse who does the HIV test and the nevaripine and
infant feeding counselling

The story surrounds Lerato a 22-ycar-old single female with a steady boyfriend, George, of

two years. She is in her second year of teacher tralning and lives at home with her parents

and siblings (The narrative stories are shown in an organogram in Appendices A and B).

She misses her period and doesn’t feel well. She goes to the clinic at about eight weeks and

has a pregrancy test that confirms she is pregnant. She then books for her first antenatal
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visit at 16 to 20 weeks. She is afraid to tell her mother but eventually she does so. She tells
George first. He is not happy and wants an abortion. If Lerato were a teenager, participants
felt she would most likely tell a friend that she was pregnant being afraid to tell her mother
at first.

Lerato does not want to have an abortiont and goes for her first antenatal visit, where
Masentle, the counselor, gives them basic information on HIV, the importance of testing
during pregmancy and the availability of nevirapine. Lerato is then offered a one-on-one
session with a counsellor to which she agrees, During the session, Lerato decides that she
will first ask Goorge before taking an HIV test. George does not want Lerato to take a test
and does not want to take a test himselt. He is not keen on the pregnarncy and believes,
since they are both healthy, it is unnecessary.

Lorate decides she will have an HIV test and does so at 24 weeks. Since the clinic does a
rapid test and then a confirmation test if the rapid test is positive, Lerato can get her results
immediately. The nurse does the test and the counsellor gives her the results. In role plays
and discussions, participants said that Lerato might not want to get her resulis despite
taking the test. For the sake of exploring the PMTCT process, the narrative dictates that
Lerata tests positive. She is in a stale of shock and gets post-test counselling, (During role
plays of this cvent, issues of whether the test is correct and refusat to accept the result, who
gave her HIV and the reactions of others arose)) She will then retum at 32 weeks for

counselling on nevirapine and infant feeding options.

Lerato wants someone to confide in, She tells her best friend Mimi that she is pregnant and
also disclases her HIV status, {If Lerato was a teenager, participants felt she would tell a
sister rather than a friend, boyfriend or mother, She would be worried her boyfriend
would leave her) She wants to tell her mother, but finds it difficult and doesn’t want to
hurt her. She does tell her George and he won't belicve her. She accuses George of giving
her the virus as she has not had another boyfriend. George in turn aceuses her. (During the
role plays, denial and blame were major aspects of the disclosure scene.) George says he
will go for a test, e doesn’t go but tells Lerato he has been to another clinic and has tested
negative. Lerato is confused and goes back to Masentle at the clinic and gets very angry.
Masentie persuades Lerato to bring Gearge for a test. George comes, but says they shonld
test elsewhere as everyone who comes to this clinic tests positive. George avoids being
tested, and denies he is HIV positive, However, he continues to support Lerato although
their relationship is now strained. Lerato is still confused about how she could have
become infected but realizes George is lying. (In the case of the married Lerato,
participants felt that she would disclose to her husband but he might abandon her.)

At 32 weeks, Lerato meets with Sister Dineo who explains how the nevirapine will work
and when to take it and discusses infant feeding choices, She tells her the advantages and
disadvantages of exclusive breastfeeding and exclusive formula feeding. She establishes
who will look after Lerato immediately after the birth of her baby and whether they are
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aware of her status. She goes over the importance of not administering traditiona) herbs if
Lerato wants to breastfeed and whether she can economically sustain formula feeding it
that is her choice. At MUCPP they encourage exclusive breastfeeding for four months
because solids are introduced about this time and they are concerned that mixed feeding
with breast milk may occur if they stipulate six months, Lerato chooses exclusive
breastfeeding and Sister Dineo reminds her that since her mother does not know her status
she may nat understand this choice. Lerato says she will tell her mother her status, but
does not do so at this stage. Only after the birth, when hetr mother pressurizes her to give
the baby sugar water does Lerato disclose to her mother, (Participants felt that if Lerato
were a tecnager she might initially choose exclusive formula feeding but might change her
choice to exclusive breastfeeding when she realizes she does not have the economic

resources to do so.)

When in labour the nursing staff will see on her card that she needs nevirapine. However,
if she forgets her card, participants thought she would disclose to the necessary clinic staff
in order to get nevirapine. Lerato delivers and she and her baby get nevirapine at the
appropriate times.

Her parents bring her home from the hospital, Lerato is breastfeeding her baby. Her
mother wants to give the baby sugar water, but Lerato tells her the clinic said she shouldnt
do this. Lerato’s mother does not understand. Lerato is upset and discloses Lo hor mother
who then understands and is supportive. The father does not become involved in the issue
of what the baby is fed or he may criticize exclusive breastfeeding but he is not told about
Lerato’s status. Role-playing this scene, reveals that Lerato’s mother exerts considerable
pressure on Lerato to give sugar water and other herbs to the baby. The pressure forces
Lerato to disclose, but there is still pressure because of the mother’s sincere belief that such
practices are in the best interests of the child despite hearing from Lerato that doing this
would be detrimental. Nevertheless, Lerato is able to persuade her mother not to introduce
any other liquids at that moment, but cannot explain to her mother why such practices are
dangerous. In some cases, participants said her mother might end up persuading Lerato
that it will be more detrimental not to introduce other liquids. Lerato has to persuade her
mother to accompany her to the clinic to find out why in order ta gain her compliance.
However, her mother's beliefs are still likely to lead to the introduction of other substances
if for example the baby has colic later on. (A married Lerate might be able to keep to her
choice if she bas the strength, but parlicipants felt she would be forced to obey her mother-
in-law on infant feeding and that her husband would influence her to listen to his mother.
Again because of strong cultural beliefs on what is best practice, participants felt that these

beliefs would ultimately hold sway.)

Since the PMTCT programme at MUCPP was only six months old at the time of the
workshop, participants were unsure as (o whether Lerato would retumn at 18 months for

the baby's HIV test. They were already having problems with follow up after birth and
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3.2.2,

they predicted that only 15 to 20 percent would come for follow up visits on the basis of
the current uptake. Also of concern is that mothers do not know what to do after four
months when the baby still needs milk and there is no formula available, but they have to
stop breastfeeding if they introduce solids at that time.

Finally, when Lerato resumes sex, participants felt she would rmost likely use a condom.

Throughout the narrative workshop, stigima was a key influence on decision-making and
participants explicitly confirmed that it was the key problem for PMTCT,

The Frankfort Narrative Workshop

The Frankfort narrative workshop was held at the publie library in Frankfort and atlended
by eight participants; three nurses and three counselors involved in the PMTCT
programme and one peer educator/support worker, Three participants were male and the

rest femmale,

The workshop began with a review of how the PMTCT programme is carried out in
Frankfort. In almost all aspects it was similar to the programme at MUCPT except that free
formula milk was available from hospitals and eclinics and testing of babies took place at
one year and at 18 months, although the programme was not yet a year old.

For the narrative, workshop participants created three characters, one for cach index type.

Table 22 gives a description of the three characters and the people in their lives.
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Table 22: Main characters fur the narrative workshop, Mangaung, Free State 2003

Case Study Type

Main Characters

Teenager

Karabo

16 years old

Grade 10 at school

Lives with her grandmother in an informal settlement

Her three sisters who are between 25 and 30 years, have
children but are not married, also live with her

Her mother works in Johannesburg.

The father is not around

Thabo ’
Karabo's boyfriend

40 years old

Married

Businessman

Lives in another town

Single/Never
married female

Maki

32 years old

Has three children (7, 12, and 17 years).

This is her fourth pregnancy

Lives in a new section of a Frankfort township

Criginally from the farms

Does not live with her pariner who is the father of the 7
year old and fourth child

Simon
Maki's partner
52 years old

Driver working for a company in another town

Ever married fernale

Thandi

29 years old

Has one child of 5 years

This is her second pregnancy

Lives in a small village about 50 km from Frankfort
Lives with her husband

Vusi

Thandi's partner
36 years old
Policeman

Participants chose to focus on Karabo, the tecnage index type. She is taken to the clinic by

her sister because she is complaining of nausea. The nursing sister confirms she is about 13

wecks pregnant. She is then booked for her first antenatal visit the following week. Karabo

attends the group informalion session on HIV/AIDS and then a one-on-one session with

the counsellor. As the counsellor stresses the effectiveness of nevirapine, Karabo decides to
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test mow and get the results now. Karabo tests positive and is given post-test counselling.
At this point the counsellor asks to whom she might disclose and Karabo chooses her
grandmother. However, participants say she doesn’t disclose to anyone at this stage.
Dhuring the role plays, Karabe is unable to disclose to 'Thabo, her boyfriend, but is able to
disclose to her grandmeother who admonishes her for her promiscuity but grudgingly and

tacitly agrees to support her when the child arrives.

With Thandi, the married index type, participants felt she would agree to test because she
believes HIV doesn’t affect her as a married woman. Others felt she might also agree to test
if she thought her husband was a philanderer. Flowever, because she lives in a amall
community, participants also felt she might worry about ;:mnﬁdentiality and this might
discourage her from testing, In the case of Maki, participants felt she would not test
because she is afraid, She knows she has had a number of partners with whom she has had

unprotected sex.

Returning to Karabo, we find that she tells Thabo she is pregnant but not HIV positive.
Thabe runs away because he already knows or suspects he has HIV. During her 32 week
counselling session, Karabo decides to exclusively formula fecd. After delivery, when
Karabo retums home and mixes formula, her grandmother questions why she i3 not
breastfeeding. In this even partidpants chose that Karabo had not disclased lo anyone.
Karabo comes under intense pressure to breastfeed from her grandmother, mother and
sisters and ends up mix feeding with breast and formula milk. Participants felt she would
be unlikely to disclose because they would blame her behaviour for having got herself into
this predicarnent. Inn the role-play, Karabo does not disclose, but makes excuses about
having a problem with her breasts. The grandmother maintains that breastfeeding is best
for the health and growth of the child, while Karabo's sisters say they suspect something.
Participants had mentioned that the sisters would be aware of the link between formula
feeding and HIV. However, Karabo's sisters also accuse her of wanting to go off and play
and not taking responsibility for her baby by formula feeding. Karabo maintains that there
is a problem with her brcasts throughout the role-play and says that since she is a child
herself, they also give free formula to children under such circumstances. Ultimately
Karabo is able to maintain her choice.

With Thandi, the marricd female, participants felt she would not disclose 1o her husband
because he might react violently or abandon her. They felt she would most likely disclose
to her mother and perhaps go to her mothers and stay there after delivery and not have to
disclose to the husband. Thandi chooses exclusive breastfeeding as participants fell
formula feeding is stigmatized. However, they thought Thandi may opt for formula after
four months and no longer give the child the breast. Thandi is likely to come under
presstire from the mother-in-law to introduce solids earlier than four months so there may
be an overlap and mixed feeding results, If Thandi can maintain breastfeeding, participants
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said she will still follow the cultural norms, often with pressure from the husband, fo give
the baby traditional hetbs i the first few months.

Although participants felt Maki would not take an HIV test, it she had taken one, they also
felt she would not disclose to anyone, nat even her partner. In terms of feeding choices,
they felt that Maki would be able to maintain her chosen regime because her partner

would not have the same control over her since they were not married.

3.2.3 Conclusions

From the case studies developed during these workshops, three major issues emerge. The
first is thal a combination of factors influcnce the choeice whether to test for HIV or not.
Women may dedde to consult their partners first and depending on the partner and the
woman’s concern about how likely she is to have the discase as well as concern for the
baby’'s health, she decides whether to have a test. In smaller rural cormmunities, fears that

confidentiality may be compromised, also influence decisions to test.

The second theme and possibly the key issue is disclosure of HIV status. Disclosure to
partners is particularly difficult because of blame, fear of abuse and abandonment.
Wornen, if they disclose are likely to disclose to someone other than their partner. Whether
a woman discloses also impacts on other aspects of PMTCT particularly the infant's risk of
contracting the disease through unsafe feeding practices. Disclosure may occur ar the point
wherte the infant’s protection from HIV is about (o be compromised by another caregiver
within the household.

The third issue is carTying out safe feeding choices. Cultural beliefs about what is best
practice may mean the introduction of other liquids, traditional herbs and solids.
Considerable pressure is put on mothers who do not conform to cxpected practice
particularly with married women where power dynamics between the husband, mother-
in-law and mother come into play. Married women may compromise safe feeding practices
especially if they feel they cannot disclose. Single women may be able to adhere to safe
practices more casily while teenagers may be able to adhere if they can disclose. Even with
disclosure, cultural beliefs about what is nuteitionally best for the child may still result in

the introduction of other [oods.
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3.3 Narrative story questionnaire results

The parrative story component of the questionnaire was based on the key informant
workshops, Key cpisodes of the stories developed during the key informant workshop
were then trapsformed inte narrative vignette items in the questionnaire. Only female
index types, that is, teenager (15-19 years), never married females (23-39 years) and cver-
married females (25-39 years) answered the narrative vignette questions, The story itself
was introduced to the questionnaire respondent and some background on the storyline
provided before introducing the questions. Note that the case studies as they appear in the
questionnaire format may differ slightly from the workshops depending on factors such as
limitations in questionnaire length and results of the pilot. For purposes of the
questionnaire, the case studies were amalgamated into a single storyline: a composite of

the single never martried female, teenager and the cver-marned female.

Event 1: The Initial Counselling Experience

Fvent 1 was designed to explore the initial experiences of Lerato, the pregnant antenatal
clinic attender, with PMTCT. At 28-30 wocks Lerato books at ANC for her first antenatal
visit. At this point she is given the group introduction to PMICT services by the clinic’s
AIDS counsellor (lay counsellor} and then has an individual counselling session to discuss
her test decision. The majority of women (89.9%) in both study sites (94.6% in Mangaung
and 86% in Frankfort) thought Lerato would have a positive interaction with the AIDS
counsellor. In Frankfort, 19 percent of teenagers felt that the AIDS counsellor would not
treat Lerato well as compared with three percent of never married females and seven
percent of ever-married females (p = .000) Nearly all participants {90% overall) teit she
would be made comfortable enough by the AIDS counselor to ask questions and get all the
relevant information she needs about HIV and PMTCT. There were no differences by site,
but again 21 percent of teenagers did not think Lerato would be made comfortable enough
to ask for all the information she needs as compared with two percent of never married

females and seven percent of ever-married females (p =.000).

When asked how the counselor’s attitude toward Lerato will affect her decision to have an
HIV test, most women (88%) felt that the counsellot’s (supportive) attitude would give her
the courage to seek an HIV test. Similar results occurred across sites. However, there were
significant differences by index type. While nearly all ever-married (92%) and never
married (95%) females felt the counsellor’s attitude would encourage her to test, almost a

quarter (23%) of teenagers felt that it would not.

We also asked how a counselling session would differ if a nurse, not a lay caunsellor,
undertook the initial counslling session with Lerato, Sixty-five per cent of all respondents
felt that the nurse would treat Lerato well {66% ever-married, 72% never matried, 56%

teenagers).
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Although 89.9 percent of females felt Lerato would have a positive experience with the lay
counselor and 65% felt she would have a positive response with a nurse doing counselling,
the majority (60.3%) felt that the most appropriate person to counsel wits a nurse, followed
by 22.7 percent who felt a lay counsellor was most appropriate, 8.7 percent who thought a
doctot, 5.7 percent who felt someonc living with ATDS would be mast appropriate, and
2.3% percent chose a social worker, Responses differcd significantly by site but not by
index type. In Frankfort, 7.7 percent felt a nurse was the most appropriate counscllor as
compared with 50 percent in Mangaung. In Mangaung, 15.3 percent chose a doctor and
10.7 percent sormeone living with AIDS, whereas only two percent and .seven percent
chose these options in Frankfort, The number of respondents choosing a lay counsellor was
20.7 percent in Mangaung and 24.7 percent in Frankfort.

As to whether Lerato would prefer someone with her during the counsetling session for
support or not, 48.7 percent of respondents felt she would prefer someone to support her
and 51.3 percent felt she would rather be alone. This issue differed significantly by site. In
Mangaung 63 percent of respondents fell she would rather be alone while in Frankfort 91
percent of respondents felt she would rather be alone (p = .001). Teenagers (56%) telt Lerato
would want a person to support her as opposed to 41 percent of never marred females

and 49 percent of ever-married females, but this difference was not significant.

Among those who stated Lerato would want a support person, respondents were asked to
specify whom she would want to accompany her. Among ever-married females, 714
percent said her husband, followed by 14.2 percent choosing her inother. Among never
marricd females, 59.5 percent chose the mother followed by 23.8 percent who sald she
would want the partner or boyfriend. Sixty per cent of teenagers said the mother followed
by her boytriend (32.7%).

Event 2: The HIV Testing Experience

If Lerato were going to have an HIV test, respondents were asked if she would prefer to be
tested alone or along with her steady pariner/spouse. Respondents were almost equally
divided with 53.7 percent saying she would want to be tested alone and 4.3 percent
saying she would want to be tested together with her parmer. (1% were unsure). Sixty per
cet of cver-married females thought Lerato would prefer to do so with her
husband/partner as compared with 41 percent of never married females and 35 percent of
teenagers.

In terms of testing options, overall 42 percent felt that Lerato would choose Lhe test now -
results now option, followed by 32.3 percent who thought she would test now and have
the results later, 20.3 percent who stated she would test later and 4.3% percent who said
she would decide not to have a test. While 49 percent of ever-married females and 46
percent of never married females chose the test now - results now option for Lerato, 31

percent of teenagers chose this option. Similar percentages of index types (32%) choose lest
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now — results later, but 29 percent of teenagers chose the test later oplion as compared to 11
percent of ever-marred and 21 percent of never married females (p = 016}, Across sites, 22
percent of teenagers in Mangaunyg chose the test now - results now option and 42 percent
the test now — results later option while in Frankfort 40% chose the test now - results now
and 22 percent tost now — resuldts later,

One issue probed with regard to HIV testing was the likelihood of attrition if choosing an
option other than test now-results now. There was between a 41 and 44 percent chance
across index type and site that Lerato would NOT come back to have a fest if she did not
test imrnediately. If Lerato chase test now — results later there was between a 23 and 31
percent chance that she would not return for her results éiepcndmg on index lype with
more feenagers (76%) saying Lerato would return than ever-married (66%) and never
married (43%) females, Participants were asked why Lerato would not return for her
resulis or to have a test at all. In both cases, women stated that Lerato would likely be
afraid to faece the truth that she is infected with HIV/AIDS or does not want to be
discouraged or stressed by getting a positive result; and thus would rather cither not fetch

her test result or not have a test at all.

If Lerato takes an HIV test and she is positive, most participants (44.3%9%) felt T.erato would
te!l her mather, followed by a boyfriend or partner (36.3%), her parents (8.3%) and then no
one (6%). llowever among ever-married females, 77 percent said Lerato would tell her
husband/parlner, 10 percent her mother and five percent would tell no one. Ameong never
married fomales 71 percent said Lerato would tell her mother, followed by her partner
{(11%) and then no one (8%). Seventy-one per cent of teenagers said Lerato would tell her
mother or parents, 21 percent said her partner and five percent no ane. If Lerato did not
disclose her status to anyone, 85 percent of respondents felt this would be because she

would be too afraid of victimization or stigmatization.

For those women who said she would disclose, they were asked to speculate on how the
confidante would treat Lerato from that point onward. Most (80%) chose an option that
indicated the confidante would accept and support her. However, 20 percent chose an
option that suggested a negative reaction and possibly rejection, However, ever-married
fernales were significantly more likely to chose a negative option (44.2%) than never
married women (5.4%) and teenagers (8.4%). In terms of keeping Terato's confidence,
55.3% of participants stated that her confidante would keep her secret safe. However, there
were significant differences by index type with 60 percent of ever-married females saying
the person to whom Lerato discloses will not keep her confidence as compared with 253
percent of never married females and 47.4 percent of teenagers. Particularly in the rural
Frankfort site, married females did not think Terato’s confidence would be kept. Finally,
women were asked to speculate on how Lerato’s husband or main partner would react to
the news. Respondents (67.4%) said he would not accept the stluation, accuse her of

infidelity and reject or abandon her while 24.1% said he would accept her. By index type,
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49 percent of ever-married females said her husband would not accept the situation and
reject her while 40 percent said he would accept the situation. Of never married women, 78
percent chose a rejection scenario for Lerato and 13 percent aceeptance of some forrm, while
among teenagers, 68 percent chose possibilities that meant rejection and 15 percent
acceptance for Lerato.

Event 3: Initial Infant Feeding Decisions

Tn Event 3, participants were asked to assume that Lerato has received an HIV positive test
result and must now consider how she will feed her baby once it is born, The counsellor
discusses the options with her and the risks and benefits of ‘cach possible feeding type (i.c.
exclusive breast feeding (EBF), exclusive formula feeding (EFF), or traditional mixed
feeding). Taking her lifestyle and home situation factors into consideration, participants
were then asked to speculate on Lerato’s most likely feeding option choice. Overall, most
women felt she would opt for FFF (75.7%), followed by EBF (14.7%) and then traditional
mixed feeding (9.7%). When data were analyzed by site and index type, both differences
were significant. In Trankfort, 81.3 percent of respondents said Lerato would choose EFF,
13.3 percent chose EBF and 5.3 percent chose mixed feeding as compared with 70 percent
in Mangaung who chose EFF, 16 percent who chose EBF and 14 percent who chose mixed
feeding. Among Index types, 80 percent of ever-mnarried and never married females
thought Lerato would choose EFF while 67 percent of teenagers thought so. Teenagers
(23%) were also more likely to think Lerato would choose mixed fecding while not one

never married female chose the mixed feeding option,

When participants were asked why Lerato would choose this feeding method, 8) percent
said she felt this was Lhe safest means to ensure the child's health, eight percent said she
chose a particular feeding method to aveid disclosing her status and 5.7 percent said her

chosen method was the most natural way to feed a baby.

Event 4: Labor and Delivery

Overall, most women (58.7%) felt Lerato would not disclose to the staff while giving birth.
Among ever-married females 42 percent said lerato would not disclose, 76 percent of
never married females said she would not disclose and 58 percent of teenagers felt the
same way. Among those participants who felt she would not disclose, opinions as to why
ranged from fears that the staff would not keep her confidence (43.7%), (rcat her badly if
they knew she was HIV positive (35.3%) and general stigma fears (14.3%).

Event 5: Infant Feeding at Home

In Event 5, respondents were asked to imagine that Lerato has delivered normally and is
now at home with her newbom infant. Respondents were reminded of her feeding options

and ultimate choice made during counselling prior to delivery. Respondents were also
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asked to assume no one at home knows about Lerato’s HIV status. A prominent theme in
this part of the storyline (and questionnaire) was household deciston making power
dynamics surrounding infant feeding,

Respondents were asked who in the household besides Lerato would be involved in
deciding how the baby would be fed. Sixty-four per cent of respondents said the tnother,
29 percent the mother-in-law and four percent the husband. Other options were
grandmother (.7%), sister (0.7%) boyfriend (1%) and no one clse besides Lerato (0.7%). In
the urban Mangaung site more respondents (32%) sald the mother-in-law would be
involved than in the rural Frankfort site (26%). While in the rural site, more respondents
{7.3%) said the husband waould be involved in deciding how: the baby would be fed (urban
respondents .6%). There was a significant association between index type and who would
be involved in infant feeding decisions. While the majority of never married females and
teenagers (95%) said their mother would be involved, among ever-married females, 86
percent said their mother-in-law and 12 percent their husband would be involved (p =
00,

Farticipants were then asked what this individual would think is the best way to feed a
small baby. In both sites, the majority (51.2%) felt that the person involved in infant feeding
decisions would prefer exclusive breastfeeding, followed by mixed feeding (25.1%) and
then exclusive formula feeding (23.7%). There was no significant difference by site.
However, there was a significant association with infant feeding choice and female index
type. Ever-married females (55%) said the decision maker would choose mixed feeding
while only cight pereent of never married ferales and 12 percent of teenagers felt this way.
The majority of mever married women {#9%) said the decision maker would choose
exclusive breastfeeding and only three percent szid the person would choose exclusive
formula feeding. Teenagers (51%) said the person would choose formula feeding and 36
percent said breastfeeding (p - .000).

If Lerato had chosen EBF for the baby, 58.2 percent of respondents said the decision maker
would support her choice, 17.7 percent said they would fight over how to feed the baby,
13.7 percent said they would persuade her to mix feed, 7.4 percent said the person would
be suspicious and question her choice and 1.7 percent said the decision maker would
secretly feed the baby inspite of whal Lerato wants, In other words 40.5 percent would take
some form of opposition to EBF. Similar results ocoutred across sites, however there was a
significant association between respondents’ views and index type. Among never married
females, 92 percent said that the decision maker would support Lerato’s decision while
among cver-married females and teenagers, 63 percent and 54 percent respeclively said
their would be some kind opposition to EBF (p = .000}. If Lerato had chesen EBF, 42.3
percent of respondents felt that ultimately Lerato would be able to continue with this
choice at home and 40.3 percent said she would end up mix feeding. The remaining

respondents (17.3%) said Lerato would switch to EFF. Although not significantly different
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tmore respondents (47.3%) in rural Frankfort thought Lerato would be able to realize her
choice to EBF than in Mangaung (37.3%). Again, across index types, 75 percent of never
married females as compared with 26 percent of ever-married females and leenagers felt
lLerato would be able to EBF. The majority of ever-married females (58%) and teenagers
(61%) said she would end up mixed feeding. More never married females (23%) said she
would end up EFF than ever-married females (16%) and teenagers (13%),

If Lerato had chosen EFF for the baby, how would the decision-maker react? Overall, 27.4
percent of respondents said the cther decision maker in the household would support an
EFF choice. However, 77.6 percent said there would be some form of opposition with
similar reasons given for opposing EBE. By site, there wcrc'similar results, but with index
cases, 91 percent of never married fernales said there would be some form of opposition
while 68 percent of ever-married women and 37 percent of teenagers felt this way (p =
000). Tf Lerato had chesen ETT, 48 percent of respondents thought she would be able to
continue with this choice, 42.3 percent said she would end up mixed feeding and 9.7
percent said she would EBE. There was a significant association with ultimate practice and
site with 56.7 percent of respondents in Frankfort saying Lerato would be able to EFF, 36,7
percent saying she would mix feed and 6,7 percent saying she would EBF as compared
with 39.3 percenl saying she would EFF in Mangaung, 48 percent saying she would mix
feed and 12.7 percent saying she would ultimately EBF (p - 008). When analyzed by index
type and stratified by site, there was also a significant association. In Frankfort, 96 percent
of never married females spid Tarato would EIF and 70 percent in Mangaung. Most ever-
married females (60%) in both sites said she would mix feed and only 33 percent said she
would stick with EFF, Among teenagers, 63 percent said she would end up mix feeding but
with 78 percent of those in Mangaung saying this would be the case as compared to 48
percent in Frankfort. Eighteen percent of teenagers in Mangaung said Lerato would be able
to stick with FFF and 38 percent in Frankfort (p = .000),

Another issue explored in this section of the story was potential stigma associated with
collection of tinned formula from the clinie for EFF, Participants were asked if Lerato chose
EFF, would she feel scif-conscious having to get formula tins from the clinic. Overall, 46
percent said yes, 51.7 percent said no and 2.3 percent were unsure. When analyzed by site,
40 percent of Mangaung respondents and over half (32%) of Frankfort respondents replied
in the affirmative (p = .037). When data were stratified by site and index type there was
also a significant association. Overall, teenagers (61%) were more likely to say yes and
ever-marred fernale (69%) more likely to say no, while there were almost equal numbers
of never married females who said yes and no across site. The opinions of tecnagers on this
matter differed be site with 48 percent saying Lerato would feel self conscious in
Mangaung and 74 percent saying so in Frankfort. Those who thought she would be
uncomfortable were asked why she would feel this way, Most women (82.3%) stated that

people would start asking questions.
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Respondents were asked if having to go to the clinic to fetch formula would ultimately be a
deterrent or obstacle to Lerato’s choosing formula feeding, Just over half (51.3%) said yes.
There was no significant difference across sites. However, 30 percent of ever-married
females, 54 percent of never married females and 70 percent of teenagers felt it would be
an obstacle to lLerato (p = .000). Female respondents were asked what kind of support
Lerato would need to be able to suecessfully enforce her feeding regimen. Neatrly half
{45.3%) stated she would need someone to collect the formula milk on her behalf and 27.3

percent said she would need continuous counseling,

The section ended with a question about disclosure. Female respondents were asked if
during this initial period at home, Lerato would disclose her status to anyone. Cverall 60
percent said she would not reveal her status during this period in the story. There was a
significant difference by site with 47.3 percent in Mangaung saying she would not as
compared with 76,7 percent in Frankfort (p = .000). Most tecnagers (77%) said Lerato
would not disclose, followed by 62 percent of never married and 41 percent of ever-
married females (p = .000). More respondents across all index types in Frankfort said she

would not disclose parbcularly teenagers where 94 percent said she would not do so.

Event 6: Resuming Sex

The final segments of the story dealt with events in the post-partum period. Event 6
addressed resumption of sexual intercourse. At some point during the first six months to a
year after the baby is bomn Lerato meets a man (if a single adult or teenager case study)
who becomes her boyfriend. Their relationship becomes close and the issue of starting a
sexual relationship arises. The man does not know Lerate is infected with 1TIV/AIDS. If the
person being interviewed was a married woman, a slightly different rendition of the story
was given, in which lLerato’s husband - without knowing her HIV status — wishes to

resuime sexual relations with her.

Among never married females and teenagers, overall 54 percent said Lerato would not
reveal her HIV positive status to her now boyfriend when the issue of a sexual relationship
arose, However, 23 percent said she would at the point they were ready to have sex, 11
percent said carly in the relationship and eight percent after having started sex. There was
a significant difference by site with 64.9 percent of respondents saying Terato would not
reveal her status in Mangaung and 46.4 percenl in Frankfort (p = .009). Sixty percent of
never married females said Lerato would not disclose as compared to 48 percent of
tecnagers. Alimost twice the percentage of teenage respondents (62%) in Mangaung said
Lerato would not disclose than in Frankfort (34%).

For ever-married fernales, 14 percent stated she would not tell her husband about her
status before they resumed sex, 33 percent said Lerato would tell her husband carly on and
28§ percent said at the point they were ready to resume sex, Fifteen percent said Lerato

would her tell her husband when her body showed signs of illness and three percent at
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some point after having reswmned sex. Comparison across sites showed that six percent of
ever-matried fernale respondents in Mangaung and 22 percent in Frankfort said Lerato
would not reveal her status. In Mangaung, 38 percent said she would tell her husband
early on as compared to 28 percent in Frankfort and 42 percent in Frankfort said she would
disclose when they were resuming sex as compared to 14 percent in Mangaung. Twenty-
eight percent of Mangaung respondents said she would disclose when she became ill while
only two percent said she would do so in Franktort,

Index participants were also asked o speculate on whether Lerato discusses condom use
with her partner or husband. Mos! nover married femnales felt she would discuss condom
use (83.5%) and there was no difference by site or between tecnagers and never married
females between 25 and 39 years. Among ever-married women overall 85 percent felt she
would discuss condoms with her husband before first sex. By site, 92 percent of Mangaung

ever-married females and 78 percent of Frankfort wornen said they felt she would discuss
use of condoms (p = .05).

Among never married females and teenagers, 76.5 percent thought that Lerato and her
pariner would use a condom. Among ever-married females overall 84 percent felt Lerato

woukd use a condormn when they resumed sex.

Finally, females were asked whether condom use would be sustained. The question was, if
the couple starts using a condom gatly in the relationship, will they continue using it once
they have started having sex regularly. The majority of never married females and
teenagers (69.5%) felt they would continue using a condom. For ever-married women 75
percent felt they would maintain condom use once they started having sex again regularly,

Event 7: 12 Month HIV Test

Respondenis were asked whether Lerato would bring her baby back to the clinic for the
required HIV test at 12 months. Overall 69.7 percent said yes. By site there was no
difference but among index cases there was a significant association with 86t percent of
ever-married females, 51 percent of never martied females and 72 percent of teenagers
saying Lera o would do so. More never married females said no or were unsure whether
Lerato would do or not than other index types (p = .000). More never married females in
the Frankfort site (62%) said lerato would return than in Mangaung (40%). The most
comman reasans for not returning were that she would be afraid to know the babies status
(399%) as she knows her status and assurmes the baby is the same (39.7%). Other reasons
wete she fears the comununities reaction (9%) and her partner might find out her status
{5%). Similar reasons were stated across site but in Manaung 48 percent said she would be
afraid and 33 percent said she would assume her baby would also have HIV while in
Frankfort 30 percent said she would be afraid and 46 percent said she would assume the

same slatus for her baly,
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If the baby tested positive, most respondents said Lerato would disclose to her mother
(52%), followed by her husband or parlner (36%), five percent satd parents, four percent
said no ong and 2.7 pereent said her mother-in-law. There was a significant association in
responses by index type 93 percent of never marricd women saying she would tell her
mother and no one saying she would tell her partner in contrast to ever-martied fernales,
where 91 percent  sald she would tell her partmer and two percent her mother and five
percent her mother-in-law. Among teenagers, 61 percent sald Lerato would tell her mother,
13 percent a parent and 17 percent a partner (p =.000).

Event 8: Life Beyond Twelve Months .

The final parts of the narrative assume that both Lerato and her baby are infected. The
main source of care for Lerato and her baby would be her mother according te 67.3 percent
of respondents, followed by her mother-in-law (20.3%) and then her husband (4.3%). Again
ever-married females differed from other index {ypes with é1 percent narming the mother-
in-law, 16 percent the mother and 13 percent the husband as the primary source of care
while far 96 percent of never marricd females and 90 percent of teenagers, the mother
would be the primary care source. The major difference between sites is that in the
Frankfort site 80 percent of ever-married respondents said the mother-in-law would care
for Lerato and her baby in contrast to Mangaung where 42 percent said this would be the
case and 30 percent the mather (p = .000).

Overall, 92.7 percent of respondents said being sick will make it more likely that Lerato
will disclose her status. Most respondents (69.7%) say Lerato would disclose to her mother
followed by 9.7 percent saying she would disclose to the mother-in-law, and 8.3 percent
the husband. Again this choice differs by index type with ever-married fernales (29%)
saying she would disclose to her mother-in-law, 25 percent to her husband and 20 percent
to her mother. Among never matried females and teenagers 96 percent and 93 percent
respectively said Lerato would tell her mother (p = .000). Again ever-married females in
Frankfort were more likely to choose disclosure to the mother-in-law (36%) than the
mother (4%) and in Mangaung ever-married females were more likely to say she would

disclose to the mother (36%) than the mother-in-law (22%).

Mast respondents (92%) said that if Lerate’s family knew her status they would accept it
and care for her. When given a choice between care or abandon her, 96.7 percent said the

family would care for her and 3.3 percent said the family would abandon her.
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CONCLUSION

The aims of this study were to collect data on the socio-¢ultural and contextual factors
affecting PMTCT in twe disparate environments, rural and urban, within Free State
provinee. The findings of this study are in many respects similar to the previous studies
done in Limpepe and KwaZulu-Natal provinces.

(verall, in all siles across the three provinces HIV/AIDS awareness and knowledge on
modes of transmission is high. However, knowledge of how HIV is transmitted vertically
from rmother to child and awareness of PMTCT services is much lower,

In all three sites, mixed feeding is the norm between birth and four months with
breastfeeding seen as a valuable part of infant feeding practice. Formula feeding is
generally less acceptable particularly when it is seen to replace breastfeeding, In most sites,
at least some people administer herbs and other traditional medicines to babies although
this practice is by no means universal. In contrast to the Limpopo and KwaZulu-Natal sites
where older females encourage mixed feeding, in Free State provinee, we found that older
fernales were significantly more likely to introduce solids later and support exclusive

breastfeeding.

Infant decision making in all three provincial sites was clearly not an individual decision
by the mother, but influenced by senior female family members. In all sites, married
fermales and to some extent teenagers were the least empowered to make their own
decisions about infant feeding with marricd females more likely to be unable to maintain

infant feeding decisions that would protect the baby from getting vertical transmission.

Overall, case studies in all three sites show that disclosure and support are key aspects in
preventing mother-to-child transmission. However, stigma is high and impacts on people’s
willingness to disclosc which in tum can compromise the health and well-being of the

child as well as the mother,

As recommended in the KwaZulu-Natal report, community focused education on PMTCT
is vital. Clinic-based counsclling needs to take place in the context of wider educational
campaigns that also target key role-players such as males and older females. PMTCT
programmes need to broaden their focus to include partners and other key family

members if PMTCT is to be maximally eftective.
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