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“It better be hidden.”
HIV testing narratives

S ani anhunu a,ny tan
It is not nasty as long as the eyes have not seen
(Akan Proverb)

The HIV/AIDS team at St. Patrick’s Hospital had angzed a sensitization
campaign for residents in Namong, one of the comitmegnin Offinso, where
several of the people with HIV who were studied flois project lived. Many
people in Offinso perceive Namong (which has a peimn of about one
thousand) as one of the heaviest affected commgnitith regards to HIV
incidence. “Every household has or knows someone héis died of HIV,”
Eugene told me during our first encounter. Manyidersts and non-residents
alike participated in the one-day sensitization gaign, which included several
speeches from the health personnel in the munigipand also songs and a
drama performance, all to whet the appetite of abdience to undergo HIV
testing. In all, more than 150 people volunteeretdd tested. In December 2008,
more than three months after the campaign, whamally had access to the list
of participants, | observed that (only) five peoplad tested positive. Cross-
checking their names with the records of those rgaleg antiretroviral therapy
at the Special Clinic at St. Patrick’s Hospitdlfound that none of them had yet
come for treatment, at least at that centre. Wahmpssion from the doctor-in-

! The Special Clinic is the centre/facility respdmsifor ART, and other disease conditions such as

tuberculosis, diabetes, and hypertension, at SticRa Hospital. According to the nurses at the
centre, the name — Special Clinic — is one of tle@asares put in place to destigmatize HIV, thereby
aiding access to the services.
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charge at the centre, | decided to go, togethdr @ne of the nurses, to follow up
on these five cases.

Only one of the five was reached by phone. Foothers, the house numbers
that they had provided either did not exist in teenmunity or the calls did not
go through. With the one successful call, the neached said that he remem-
bered taking the test and had expected the teaetum after a week to give him
the results, as promised. He indicated that, “Sthey [the team] did not come
back, | thought they were not serious [with theark}, and that they did all these
[campaigns] to enrich themselves and write morentsgfor more money.” The
man was asked over the phone to come to the hbgfitaPatrick’s) for a
discussion about the test, but he did not turn uphe appointed day and could
not be reached again on his mobile phone. The datitharge at the Special
Clinic explained that it was possible that he cleh@is mobile number since
“He may have realized the ramifications of gettinghe hospital and being told
the worst,” i.e. that he is infected with HIV.

Counselling and testing facilities are the usuahtmns of the revelation of
the unwanted news that one is HIV positive. Tha dmthered from the commu-
nities studied, however, suggests that there averaleways and locations
through which HIV testing is conducted, includingnsitization campaigns (as
shown in the above case). This chapter introdukesréader to the available
possibilities for finding out one’s HIV status inet Ashanti Region in Ghana. It
shows how people get to know about their HIV statins procedure for testing,
the clients’ immediate reactions after getting tbsults, and their experiences of
the testing facilities. As the case material whibs/, many people were unwilling
to go for an HIV test unless it was mandatory. dsthe narratives of HIV
positive persons and others in the communitiesietiidhis chapter will con-
clude by outlining the possible reasons for theesmiead hesitation to know
one’s HIV status.

Getting to know

As in most countries, voluntary counselling anditgs(VCT) is the main entry
point for accessing ART services in Ghana. VCT mafa first commenced with
a pilot study conducted in June 2003 at Agomenyd Atua government
hospitals in the Eastern Region. Other sites begaecember 2003 and
February 2004 in the two tertiary and teaching hakpin Ghana: Korle-bu in
Accra and Komfo Anokye in Kumasi respectively. As2009, there were 3,222
sites all over the country offering VCT serviceghe population of over twenty
million. At the time of the study, almost 200,0080ple in the Ashanti Region
(about 3% of the population there) had undergonmselling and testing in the
466 sites offering these services (NACP/GHS 20Iteractions with people
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living with HIV, their families, and general commtinmembers showed that the
majority of those who had undergone HIV testing dat go for the service
voluntarily. The following sections therefore dissuthe ways in which people
found out about their HIV status in the two comntigsi studied.

Diagnostic testing
The majority of the HIV positive people in this dyurecalled that they had found
out about their positive status when they repodie#t at the hospital with a
‘normal’ sickness, and just like any other patigmnt through the process of
registering at the hospital and getting a patiecéisl at the Out-Patient Depart-
ment (OPD). They explained that they then wenth® tiurses who took their
vital signs (blood pressure, body temperature, tgignd height), after which
they joined the typically long queue to see thetalocSome saw the doctor
several times before their persistent conditionrarged an HIV test; others were
asked to do the test at their first appointmenhthie doctor. Abiba narrated how
he came to be tested:
The doctor told me that | needed to do some maits 8 he could find out exactly what was
wrong with me. This time, he just asked me to gth&a room over there and see Mr. Owusu
[the counsellor in one of the hospitals]. Wellfiegt | didn’t think about anything ... about
this disease, so with the help of my mother | weihen we got there Mr. Owusu asked my
mother to leave me, because he wanted to talk talome. It was then that he asked whether
I knew why | was asked to come to him. When | egpiin the negative, he told me that they
wanted to check whether | have some of the worrmalsamimals that have recently been
around(mmoa a, aba yi bi My heart skipped a beat when he said that. Witiythrey have
to test me for this? | haven't messed up. And ladso not one who will meddle in the affairs
of others, for them to want to hurt me. Why willyane think about killing me? | just prayed
that it should be a dream, and that | would wakdragm it at that moment. Mr. Owusu,
however, spoke to me at length and advised me toabe. He then told me that | wasn’t
going to die if | listened to him and obeyed whatele and the doctors told me to do. May-
be you are not positive, he said. At that poiritftet he was telling me was falling on deaf
ears. | was just thinking about the consequences pdssible positive result. My mother
would die if she hears about it ... how about mydatlalready he doesn’t even want to see

my face. He would just sack me from his house.hat point, | knew | was dead. | didn’t
have any choice, so they did the test and | wasiymsas | expected.

Unlike the case of Abiba, who was informed aboet kst before it was con-
ducted, analysis of the life stories of those wheravattending the two ART
facilities in the study shows that the majorityatients were only told about the
testafter it had been conducted and the results were didutieging post-test
counselling. This is especially the case for pregmeomen. At maternity wards,
HIV tests are routine unless one opts out; thistitwies an example of provider
initiated testing and counselling (PITC). In manf tbe cases investigated,
however, the pregnant women were not aware of gtermto opt out, and the
test was done without their knowledge. In casesatiee test had not been done
by the time of delivery or during a pregnancy-retatomplication, the woman
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was usually tested without her consent. Preverdiomother-to-child transmis-

sion (PMTCT) was given as justification for thisaptice, and was explained as
being for the sake of protecting the unborn chdd, well as preventing re-

infection of the client and/or infection of her paar.

Private clinics and laboratories

The circumstances leading up to getting to knowhkV status, as explained
by the HIV positive informants and described abavas found to be similar in
the Quality Care Clinic: a private clifin Offinso, where a significant number
of those who were on treatment at St. Patrick’spgitashad been diagnosed. The
majority of the cases from this private clinic waiteo provider initiated. Dapaah
(2012) reports that it was in the ART clinic thaetclients got to know their
status after having undergone the dreaded tesoutitheir knowledge, let alone
their consent.

The situation at the Quality Care Clinic was veifyedent, however, from that
of the private clinics and laboratories where peomluntarily walk in with the
intention of testing for HIV. However, from obsetioas in some of the private
laboratories in the Ashanti Region, it was noteat ttounselling (both pre-test
and post-test) was rarely performed. One techniaglra private laboratory
explained that there are two main groups that acttess HIV testing services in
their laboratory:

The first are the cases referred from the hosgital this group we [the technicians] prefer to

assume that they already know about the test twohducted. If they don’t know, then we

are not responsible for breaking the news. The ritgjof the cases are those that the clients

initiate themselvedIn these cases too, the clients already know Wiet are going in for
and therefore did not need counselling.

Generally, although the private laboratories werentl not to possess the right
personnel to undertake counselling services, maugple still preferred their
services to those of the hospitals. According timrimants, this was mainly
because (and unlike most facilities in Ghana), ytlaee fast,” “there are no
queues,” “they do what you ask them to do and rfeatvthey think you should
do or what they want you to do,” and “they do nmh@emn you.”

2 The Quality Care Clinic is one of the few privatealth facilities in Offinso. This clinic receives

important mention in this monograph because adiiisjue role in referring clients infected with HIV
to St. Patrick’'s Hospital for treatment, care, aogport. As observed among the clients at St. Pat-
rick’s, a significant number were referred from aality Care Clinic.

This may be because of their own perception afquaal risk, a demand by a church as a pre-requisite
for marriage, job placement such as in the militaryto travel outside of the country — to the @dit
States or China (until recently).
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Sensitization campaigns and mobile testing faesiti

There were cases, as outlined above, where somelepealked into VCT
facilities to use the services. These cases wenedfduring interviews and focus
group discussions (FGDs) with some members of tmntunities studied. In
other cases, the services were brought closeret@eiople through sensitization
campaigns followed by testing and/or use of molddsting services. Tests
conducted after sensitization campaigns (such asctdse explained in the
introduction to this chapter) and the use of moteking services ensure that a
number of people are tested without having to gg@ad facilities. A number of
the people in the communities studied, includinghegoarticipants in the two
FGDs, said that they had tested as a result oé tbewices. Only one of the HIV
positive persons, John, who was casually convesstid said that he had made
use of this means to get tested. None of the iafkpeople studied extensively
throughout the period of fieldwork belonged to tigioup, interestingly. John
recounted his experience:

| like listening to such campaigns. In fact, on Ha&d day, | was just taking a stroll when |
passed by this group of nursing students who hagecmto our community to talk to us
about HIV. | stood there and listened. After, tlasked all those who want to know their
status to come over and get tested. | went forwlamdas about the fourth time | was doing
something like this. Like | said, I like listeniramd participating in these programmes. But,
my brother, that day was not good for me. | regatwalking away. | wouldn’t have been
going through all these, if | had just walked away.

John was introduced to me by Nurse Josephine donegof my brief visits to
St. Patrick’s Hospital to meet a respondent. Jolentioned that he had experi-
enced many psychological and emotional challengesoming to terms with
being infected. He was concerned with the caushefnfection, and asked why
it had happened at the time it did, because he Hsah doing this [having HIV
tests] all the time and he had never been posithe.with John, it was found
that the few respondents who walked in or resportdechlls from campaigns
without any prior intention to test often felt suhat they would test negative.

Other ways of getting to know

Informal conversations with some members of the momities studied showed
that people are wary of thin and consistently giekple, and that such individu-
als are easy suspects for carriers of the HIV tidac Gossip and insinuation are
the main means by which these suspicions are chadndhese accusations
made against thin people by community members voened to hold water after
observations proved that these people’s physiat@bs (i.e. slimming, wasting)
were sudden and prolonged, and were indeed alsomganied by ill health.

Eugene explained:
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We have been here for long and we know how AID&t&reeople. When you get it, you will
definitely waste away. How can you continue to dafe, vomit, and be unable to eat, and
not grow lean? It is not possible. That is whatthk go through. With time, they will start
getting sick. They would not recover and then thdl/die. You don’t need a test to know.
You already know.

In particular, people who are consistently sickgd a&specially when it is ac-
companied by an extreme form of diarrhoea, becampexts. In such cases, it
was not uncommon to find community members trackimgse sick people in
order to find justifications for their suspicions.

The people in the communities also viewed certahaiours as arousing
suspicion regarding HIV infection, notably beinglriand having multiple sexual
partners. During an interview with Martha, the leadf the Single Parents
Foundation, for instance, she narrated the story wan who lived in one of the
communities studied:

He opened a spot [drinking joint], which is still @xistence. After he came back from Abid-

jan, he settled here, got married to a lady he calmeg with and they gave birth to two

children, both of which died. He came with a lotnedney. With his money he helped a lot
of the boys in the area and he ran several busiseste had money and helped so many
people but he never went to school though he edsehool fees of many of the youths in
the community. Due to that, and you know what moaey illiteracy can do, he was chasing
the girls indiscriminately. So when he finally camith the sickness, he settled with his wife
right in the big house down the road where thektiacparked [pointing to the house]. By
this time, he had slept and in fact lived with lofghe young girls around. Now he is dead.
We are not doctors, but everyone in this villagevks that he died of this disease [AIDS].

You can go round and ask everyone in the villagk each will confirm what | am telling
you.

The sexual partners of suspects are also targeggacially after a suspect
dies. Many people, especially thin young womenontet® the use of medicines
to increase their weight. Below are excerpts frowmn interview with Martha, in
which it was revealed that the partners of the n@n described by her above,
who were thus also prime suspects of being infeetede rumoured to be taking
medicines to keep their bodies plufhp.

Kwansa: So are you saying that because you peapldlsat he used his money and influ-
ence to get so many women, he might have died®ofrtfection?

Martha: Yes, we know the women he went out withakgrom his wife, he married two
more in the next town and lived about eight yeard aix years respectively with them.
Because he had money too, he lived with some gfisrintermittently; some even with the
consent of their parents.

Kwansa: What happened to these ladies when he died?

Martha: They are still there. The two he marriedhat other village have re-married even
though we all know the man died of HIV. They arekimg more beautiful now because he
had given them lots of money. And they are takingditines too. The one that looked

smallish like this is now as fat as this [using hands to make the small and large gestures].

* In Ghana, many medicines can be bought over theteoand without prescription from a doctor.



57

Kwansa: Medicines? What for?

Martha: Yes, medicines! | don’t know if it is forl¥A But there are medicines on the market
to make one fat.

Kwansa: Do you mean blood tonic?

Martha: No! Not necessarily. There are a lot of itiegs other than blood tonic on the
market to make one fat. Even the ladies go to #tené of injecting themselves to be fat.
Even when they give birth, they are given dexason# or something like that, that they
take and become very fat. Even when you go to ploé sow you will see the woman. Be-
cause he is no more, they are living with men. Aadause the man had money he only went
in for beautiful ladies.

Kwansa: So do you think that even when you arectefe with this disease and you take
these medicines, such as the dexacortisone, yostitlagrow fat?

Martha: | think so. You see the virus in your systdoesn’t work very fast, rather they
spread little by little, so some people can livetapen years with the virus without any
medication. And for these people they start takivese medicines right after they get a hint
of their state. And for these medicines, theredifferent types. Some ladies even use some
injections to make their buttocks fat. So someohe gets the hint can just go and get these
injections.

Remarkably, a heated discussion on the issue ofpiople being prime sus-
pects for HIV infection cropped up one day itr@ro, corroborating the percep-
tion that women these days use medicines to caagriflhe virus. Some men
were also said to be careful in choosing their akand marriage partners, based
on this perception that thin women are more likelybe HIV positive. They
consider a woman’s physique before making a mavehetrotro discussion, a
middle aged man who was obviously the main speakehe notion stated:

You marry a slim woman at your own peril. Unless y@ave known this woman for so many

years and you know that she sits at one pléeed faakd then you can go ahead [and have

her as a partner]. Otherwise, play it safe. Goolwwshie[a term for fat women based on a
television advert where a very fat woman went tat trame].

Eugene also noted that changes in the emotiorntseasuspect, and the loss of
a baby during childbirth, are other clues aboutesspn’s HIV status. He ex-
plained:

| can see a person infected when | look criticaliyner/him. You see, in my house, | have
seen one of my mothéra&sho became sick and was asked to go and buy scedecimes.
She has become reserved and emotionally worriedtithie round. And she didn't get her
baby when she went to deliver. She claims the kaspurses said that she lost her baby
because there was lot of water in her stomach. Frembehaviour and speeches it seems to

Dexacortisone is not the correct name for the oadtin. Checks from the chemical shops showed
that prednisolone was the more common type thgbtlpdmught for this purpose. The clients at these
shops referred to it as ‘PP’. However, Martha mayehbeen referring to dexa-methazone, a type of
cortisone used to treat inflammations and allerdies purchased by clients for the purpose of becom
ing fat.

Most people in Ghana refer to their mother antles sisters also as their ‘mothers’. So depending
on the age of the person in question, referenckldmimade to an older mother or a younger mother.
In this particular case, Eugene was referring éoetkperience of one of his mother’s younger sisters
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me she does not know and yet she doesn’t trustelhe@®r maybe she knows but doesn’t
want anyone to know. When | look critically, | carrtell where she got this disease. She
already has a child. | know it is possible to hthis disease and live normally but it can’'t be
so for the child. He wouldn’t stay longer on thésté.

Oftentimes, these suspicions and rumours aboutsop&an go on for a long
time without the suspect knowing about it. Someeed may not have even
thought about the possibility of being infectedilutitey heard the rumours.
Some of the people with HIV in this study notedtthhavas when they heard
about these suspicions that they started feariagttiey may be positive. Dorcas
recalled that she was getting sick often, and thalwe is naturally thin, she was
getting extremely thin, more so than normal. Itédbee a worry to her when her
niece came to tell her one day that, unbeknownisetppeople in the community
thought that she had HIV on account of her physapglearance.

| hadn't been well and | was seeking for help fe hospital and healers], but no one had
mentioned this sickness, and | had not thought tibaither. All this while, they [the com-
munity members] were gossiping about me. Can ydieMee it? They had already con-
demned me, even without my knowledge.

After my niece told me, | could hear people talkl goint fingers at me as | walk in the
community. In fact, | felt bad, and finally stoppgding out. But | wasn’t getting better, so
my niece advised me to go for the test and segbepioelp if that was the case. My husband
will kill me if he finds out that | have HIV, butdathered courage and | went. | am positive,
but they don’t know.

Interestingly, it was found that these suspicioeduce and stop completely
depending on the rate of recovery of the suspeaala, who everyone in the
community knew to be positive because her husbawdded of AIDS and the
family had announced it to the community, was @&t time of the study living
normally with her HIV positive child without the wal suspicions because she no
longer looked thin.

Another way that the respondents reported that fingtyfound out about their
infection was through the activities of traditionahd other religious priests
(mainly from the Pentecostal Charismatic Churchewh) through various forms
of divination and prophetic revelation had ‘diagaed'stheir infection. This group
of HIV positive persons believed that their infectiwas caused by something
supernatural (curses and other malicious powensl) tlzerefore they made use of
‘spiritual therapy’ to complement medicines frone thospital (Kwansa 2010).

All these ways of getting to know about one’s Hhfection notwithstanding,
having an HIV test at an official testing site dooes to be the only sure way to
know one’s HIV status, since all the other waygyefting to know one’s status
have not been proven scientifically. Put differgnil is possible for a person to
be suspected and maligned by their community fangoedlV positive and
nevertheless test negative. The following sectimecusses the counselling and
testing procedure for finding out about one’s Higtss.
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The counselling and testing procedure

Usually when a client walks in voluntarily or isfeered to a counselling and
testing facility for an HIV test at the hospitak br she goes through a standard
procedure. Counselling is a relatively new conck&pgwn in the overall health
care system in Ghana for around two decades. Shi®t different from other
African countries (see Ego & Moran 1993, LampteyC&ates 1994). Counsel-
ling in most parts of sub-Saharan Africa generatiynes in the form of advice
from ‘experts’ to patients and their relatives (Asabo-Asare 1995), and coun-
selling in everyday life is very different from wie found in the health care
system. The following discusses the counselling #&esting procedure as
reported by HIV positive people and other usersumh services, looking first at
pre-test counselling, then the test itself, folloviy post-test counselling.

Pre-test counselling

The pre-test counselling at the facilities is arfaf counselling designed to help
the client to decide whether s/he wants to haveHNhé antibody test. This is
usually the first of the procedures in all counsglland testing facilities. Within
sensitization campaigns, counselling was also ddmeugh it was not very
extensive. Those who had gone for the serviceaafatilities explained that the
counsellor had probed into why they had decidedaime for counselling and
about their personal history with regards to maejasex, risky behaviours, and
general health problems. The counsellor had thieedaabout the clients’ level of
knowledge about HIV and AIDS. After assessing ibigel of knowledge, the
counsellor then gave additional information aboulVMIDS, and enumerated
the advantages and disadvantages of having the Sesbte of the infected
persons interviewed indicated that the counselld then explained the test
procedure and how one can interpret the resultsy Hiso stated that the coun-
sellor had talked about what to do after receithmgresults of the test — whether
positive or negative — in order to stay as healisypossible for as long as
possible. Abigail, a cashier at one of the banksumasi, who participated in the
FGD for young professionals in the town, mentioned:

It was during the pre-test counselling that | fafitaid for the first time to take the test. |
knew | hadn’'t engaged in any risky behaviour, bwvas during the counselling before the
test that | felt, for once, that the result isyfififty. That | could be positive! In fact, | warde
to back out at this stage, but it was too late.

She explained later that she had felt compelle@dke the test after someone
came to their church to give a talk on HIV and itti@ortance of knowing your

status. “But at that point, | asked myself whetihe@vas really necessary that | do
it. After all, | am not sick.”
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Although pre-test counselling is aimed at helpihg tlient to make an in-
formed decision about whether or not to take tisg feom the discussions (and
exemplified by Abigail's case above) most of thege who went through pre-
test counselling felt that the counsellors did pogsent them with an option.
Melissa added:

[It is] as if their only focus is to get you tedterour feelings and emotions come second.

They make it seem like you don’t have an optionu definitely have to do the test; [or] else
they [the counsellors] may think that you are bad.

Oppong, a systems analyst, and also a member &fGiiefor young profes-
sionals in Kumasi, said:

The counsellors focus too much on the effects pbsitive result and that will definitely

make you shake. | was asked what impact | thougiusitive or indeterminate result would

have on my life and how | was going to react td.th&ad not given all these the slightest

thought, so my heart started beating fast. If frighuld cause one to be infected, | knew |
was already positive [jokingly].

They even asked me whom | could disclose to, ircése of a positive result, and that really
sunk me. | can't tell anybody. | knew | was notiges, that's why | went in for the test. Do
you think if | were suspicious of not being negatlwvould go in for the test?

Most of the respondents did not remember exactlgtwbas told to them at
the pre-test counselling. They cited fright, shaakd thoughts of the effects of a
possible positive result as preoccupying their miadhen they realized that an
HIV test was to be conducted. The accounts of thé pbsitive persons in this
study, and those of the young professionals, cbeldnterpreted to mean that
those who utilize pre-test counselling do not fihd service very useful. Howev-
er, Kojo (also a member of the FGD) insisted tlsafaa as he was concerned it
was very necessary to undergo counselling befarddst. For him, he learnt a
lot from the counsellor.

| learnt that a negative result does not necegsardlan that you don’t have any HIV anti-

bodies, which should be confirmed some months [@tgou had engaged in a risky ven-

ture], neither does a positive one show that yoe jamsitive since you may need a

confirmation test to be sure. In addition, thougknew medicines were available for a

positive result, | didn’'t know much about it — whdp get them, how to get them, the daily

dosage, how long you will have to take them, whethere were different types or every-
body takes the same, and even the problems asmbeidh taking the medicines.

A few members of the FGD also shared this view dmainselling before the
test was very necessary, as they had gotten somenfi@rmation during the
process. Though some of the HIV positive people a&d that they thought the

pre-test counselling was useful, they could notnegnate the benefits they had
derived from it.
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The test

For those who walk in voluntarily for the test, dod those who go through the

pre-test counselling in the hospitals and counsglind testing centres, a sample
of blood is drawn in order to test for HIV antibedi At the time of the research,
two testing methods were available: the ELISA &est the rapid HIV test.

Enzyme-Linked Immunosorbent AsdalyISA) test

From the time that HIV testing became availabl&hana, most of the facilities
used the ELISA HIV antibody test. For this serviaesample of blood is taken
from a vein in the client’s arm, and is sent away tlaboratory for the test to be
conducted. The results take between one and thesmksw After the waiting
period, the client goes for post-test counsellifgere the results are declared. If
the blood sample tests negative, the counsellornmd the client that s/he has no
antibodies for HIV in her/his blood. However, simay still be in the ‘window
period’ so is advised to return for a repeat testially after three months. If the
blood sample tests positive, a second blood tedbme on the blood sample so
that the result can be confirmed. This is usuadljed a confirmation test. If the
second blood test is also positive, the counsalitirtell the client that there are
HIV antibodies in the blood, but s/he is advisedetrn for another test in a few
months’ time. If the second test is negative, sheld that the result is indeter-
minate or discordant. This means that it is noegtirs/he is HIV positive or
negative. S/he will then be advised to come bacthéofacility in another few
months’ time to be tested for a third time.

Some of those who used the ART facility in Komfookge were diagnosed
using the ELISA method. In their narratives, twoimaroblems were men-
tioned. Firstly, due to the waiting period aftee thlood sample is taken, many
people had the opportunity to refuse to go for tbst results. Maakua, for
instance, recalled that after her husband had aie’dlDS she was taken by his
family to the hospital for a test, but initiallyfused to go back for the results:

| worked with my husband in the other town [not t@o from her husband’s hometown,
where she currently resides]. His family was vdoh rand we [she and her husband] re-
ceived substantial support from them. When my hoadld@aecame very ill some few years
ago, his uncle took him to several places for nm@dnelp until they finally got to ‘Gee’
[Komfo Anokye] where he was diagnosed as being [Huidsitive.

Probably because he thought no amount of moneyoamaédicines would help cure his
nephew, the uncle immediately stopped all paymtamthis treatment and so he was subse-
qguently discharged to come home and die. As ifwas not enough, he summoned all the
family members and announced to them the plighheifr son. They subsequently took me
back to ‘Gee’ to also check my status so they cbelg me if | was also positive. | refused
to go in for the results, though it made no differ@ because the entire community had
gotten the news. My husband’s family afterwardsteji@ my children and me from their
house and subjected us to public scorn and disgtadecame worse when my second
daughter died some months later also after pensidkeess. My first daughter also followed
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with the persistent illness and soon it was my .tditmat was when | went back for the test
and found out | had this thing and started treatméth my daughter.

In particular, in diagnostic cases, where the pesgere not certain but sus-
pected that they were being tested for HIV, marfiysed to return to the hospital
or clinic to get the test results.

In the case of sensitization campaigns (like the described in the introduc-
tion), the same problem was found. People who gud#re test can change their
mind and decide not to collect the results. Onatier hand, they present people
like Abigail and Oppong (participants in the FGD)daMaakua (in the case
above), who initially had felt coerced into takithg test, with a second chance to
decide whether they really wanted to know the tesilhis opportunity notwith-
standing, sensitization campaigns may neverthglessent more public health
guestions, as people who test positive (as in éise of the five mentioned in the
introduction) but who refuse to get their resultayninstead make use of other
treatment options and miss the opportunity to becatéd and inducted into
treatment.

During data collection, one significant aim waditml and talk to members of
the community who had undergone VCT and yet hadfeoitiwed it up to get
post-test counselling and care. A few were foundubh contacts with other
infected people, but they all refused to talk to. mbis particular problem of
clients not returning to collect results, whichsas from HIV testing practices
that do not give on the spot results, are foundalg. The Centre for Disease
Control (CDC) in the United States, for instan@parted that out of the approx-
imately 2.1 million HIV tests that are conductedhaally in publicly funded
counselling, testing, and referral (CTR) progranms,2000 thirty percent of
persons who tested HIV positive and thirty-ninecpet of persons who tested
HIV negative did not return to pick up their tessults (CDC 2000).

There are also problems associated with negahdeterminate, or discordant
results. Those who test negative may initially govath their lives unbothered,
because in spite of their comparatively risky bébtay when they find out that
they are still negative this gives them a falseseesf security. On the other hand,
after an initial positive result, some may havet llospe in life and may have
already been thinking about the consequences,toribe told later on that they
are not positive. Once during a visit to the hadpitwitnessed a case where a
client was positive in the first test but the comi@tion test proved negative. Her
countenance obviously displayed how surprised amfused she was with this
conflicting news. For greater detail on some ofséhexperiences, see Dapaah
(2012).
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The rapid HIV test

In order to prevent the problems outlined abovegneltlients do not go back to
the facility for their test results, most counsglliand testing sites in Ghana
currently use the rapid HIV test, where the testoisducted using blood, plasma,
or oral fluid, and the results are ready almost ediately. For instance, if the
test uses blood, the tip of a finger is prickedhvatspecial kind of needle (lancet)
and a drop of blood squeezed out. Using a thintiplagbe, the drop of blood is
put into a small window in the test strip. Dropsspgcial fluid (buffer) are added
to this test window to help the blood move up taegth of the strip. The test
result is often ready in fifteen minutes. If thettshows that the client is positive
for HIV antibodies, a second rapid HIV test is domsually using the fluid
around the gums of the teeth. If the second teatsis positive, the counsellor
informs the client that s/he is infected with HIN, however, the client’s test
shows up negative for HIV antibodies, no furthest is done. However, because
s/he may still be in the window period, s/he wil &dvised to return for another
test in a few weeks.

During the research period, the rapid HIV test waed in most hospitals,
private clinics, private laboratories, and duriegstization campaigns due to the
obvious advantages it has with regards to the mepiperiod for test results.
However, it tends to limit the extent of client alvement in the decision to test,
especially in the case of diagnostic testing, &swimole process can be over
within twenty minutes, during which time the cliemay have to make a life
changing decision.

CD4 T-cell count

Some of the people living with HIV in Offinso alseentioned that the CD4 T-
cell count had been used to detect their HIV stafias is not an HIV test but
rather a procedure where the number of CD4 T-aeltbe blood is determined.
A CD4 count does not show the presence of HIV endpistem, but rather gives
an indication of the HIV trajectory, and is usedntonitor the immune system
function in HIV positive people. Declining CD4 Ticeounts are considered to
be a marker of the progression of the HIV infectittough several factors could
account for a low CD4 count, including many virafections, bacterial infec-

tions, parasitic infections, tuberculosis, malrign, psychological stress, and
social isolation. In the two facilities, St. Pak'e and Komfo Anokye, AIDS is

officially diagnosed when the CD4 count drops beRO0 cells. In the hospitals,
Dapaah followed up on the assertion by HIV posipeeple that the CD4 T-cell
count had been used to determine their HIV stdtlasvever, he discovered no
confirmation of this among staff. Regular mentidrthee term in the facilities or

during counselling may account for this erroneassedion.
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Post-test counselling

Post-test counselling, according to the HIV positipersons, is an occasion
where clients are again asked to express theiinfgelabout and expected
reactions towards the possible results of the Hist.tThose who test voluntarily
are then shown how to interpret the results orrdpél test kit, and are therefore
able to tell the result just by looking at it. Howee, in the case of clients who
take an HIV test as part of a diagnostic procedame, who do not know that the
test had been conducted, they are taken througle sdrthe issues that should
have been discussed during the pre-test counseitange before the results are
declared. Esther explained that even though shaalikknow that an HIV test
had been conducted, when the counsellor startkthgahbout and putting stress
on managing physical and mental issues, bettealsogiations, and safer sex
practices, she feared the worst. It was still psse though when she was finally
told that you have “some of the small animals/wormmgour blood” (mmoa no
bi w wo mogya mu’

The result is then declared and the various optamaglable to the client dis-
cussed, whether they are HIV negative or posittveunselling for those with
HIV negative results was found to be used to (negatk clients on HIV preven-
tion, and clients with problematic high risk belmuis were referred to special-
ized organizations such as the Planned Parenthesdcfation of Ghana (PPAG)
for ‘treatment’. For clients with a positive resulhe counselling was used to
educate them on issues including partner notificatand for referral for medical
and psychosocial support and care. The facilities also mandated to offer
follow-up services to clients to enable them toesscand utilize existing care
and support services, including ART and home-based services. Maapanyin
expressed her feelings after the test:

For me, after the results were declared, | diderbember anything that the counsellor said
again. | started feeling dizzy. | was confusechéw that was it ... | am done.

Some of the clients had issues with how their pasitesults were explained
to them during post-test counselling. In almostth# cases investigated, the
PLHIV said that they were told that “worms or smalimals were in the
blood/system”(mmoa w me mogya mar mmoa w me mi, as in Esther’s case
above. This was probably considered the best wagdansellors to communi-
cate the situation to the infected persons, sinade local language HIV/AIDS
has no direct name. The logic is that the virdgkesa small animal that gets into
the blood and then works its way out. Other termshsas “extreme form of

" The literal translation of the phrase commonlycuse disclose test results nmoa no bi w wo

mogya mu- connotes (small) animals; however, the peopheerviewed usually referred to them as
‘worms’. For in-depth discussion of this and itspimet on the pursuance of alternative therapy, see
Kwansa (forthcoming).
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gonorrhoea” jabaso wnfo ), “that sickness”4aa yade no), “a sickness whose
name cannot be mentionegdde a y nmm din), etc., were also used to identify
the virus. These latter phrases, however, bringagative sentiments, especially
for people who are quite unwell. These latter pésasre therefore regarded as
being quite harsh, so people (including counsellgnefer the much softer
‘worms’, which is often ambiguous and arouses lgssck in reaction to the
news. Others, however, explained that such amimguéts to whether it is “this
worm or that worm” lingered on in their minds, asal they did not fully grasp
the implications of the post-test counselling; &sanot until they were referred to
the ART clinic for care and support that they atyueealized the “magnitude of
these worms.” ‘AIDS’ was found to be more commonlsed by community
members but less often by counsellors, probabljessen the fears of those
found to be positive after the test.

“It better be hidden”: To test or not to test?

As noted earlier, the majority of people in the commities did not want to know
their HIV status. Statistics from UNAIDS some yeag® suggest that despite the
enormous number of HIV infected people worldwidessl than ten percent are
aware of their HIV sero status, mainly becauseeaf bf stigma and discrimina-
tion, fear that the test will be positive, and laafkaccess to treatment or testing
services (UNAIDS 2006). Some of those who test ubho the initiative of
hospitals decide to end their lives so as notwe knowing that they have the
disease. Rahim’s case brings this issue to the fore

Though worn out because of the very long hours wwglkhrough the various
communities visiting the clients who accessed ARfvises at St. Patrick’s
Hospital, | was rejuvenated when the little boy met at the entrance of the
house told us that his father was at home. Nurse Rwith whom | was travel-
ling) had spoken a lot about Rahim, but we hadyedtmet him on any of our
home visits. Rahim had been to the hospital two thorarlier and had been
diagnosed as HIV positive after referral for thet tey the doctors. He was asked
to come back a week later for a confirmation tbat, that was the last time he
was seen at the hospital. In retrospect, | reclkolid not accept the test result
because he was not bed ridden and could go onhastiusual schedule unhin-
dered, though with difficulty because of his illdi.

Rose asked me to meet and talk with Rahim sincthéy she was too tired,
and wanted to relax under the huge neem treenusbnt of the house. When |
sat with Rahim, he gave me one of the warmest tecepfor a person who we
later found out had deliberately refused to go kacthe hospital. He explained
to me that he did not know that he was supposedate gone back to the
hospital, and since he was doing so well he didpnesume it was necessary. |
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asked him what test he had done, the results, dad ke was asked to do next.
He made clear to me that they never really expthsneything to him, but that
they had told him there were “worms in his systean he was asked to come
back later if he still felt unwell.

So when | came home | prepared an herbal concottide-worm. | later realized that what

| was suffering from was spiritual since | have exeklad worms in my system so | resorted
to prayers and it has worked tremendously. Canitsee I'm doing very well now?

It was the first time that | had met Rahim, bus&y that he was doing well in
his current state meant that he was either exatyggrar had previously been
seriously sick. He looked thin, dehydrated, andnmatished, and his skin was
shining with the maps of shingles all over his hddgncouraged him to go back
to the hospital on the next clinic day and promitedisit him (alone) very soon
so that we could talk in-depth about his generalthecondition. | was very
convinced — by his warm smile, candid nature, amslmerving commitment and
promise to go back to the hospital — that he wasgy get better. | went to see
him two weeks later only to meet his little boy athe other members of the
household, as well as some relations and friemdblack clothes. “Rahim is no
more ... he is dead!” It was rumoured, but later caméd by his eldest son who
| was earlier introduced to by Rahim as a workethe hospital, that he had
committed suicide.

Like Rahim’s case, the study found that the immiediaaction of people who
had undergone testing, especially in diagnostiesaswas one of shock and an
attempt to explain away the results. In Rahim’secdase continued to live
normally because he had killed the ‘worms’ that fetito him needing to do the
test in the first place. As found in other casestegqa number of those who had a
choice — in particular, the cases where there wWasiger waiting period — also
refused to go in for the test result and continteelive without knowing that they
were positive. Unfortunately, quite a number take Rahim, decided to ‘end it’
by committing suicide.

Until May 2003, when the Family Health InternatibBZ ART programme, in
partnership with the National AIDS Control PrograeiMinistry of Health,
started the first large scale delivery of ART seeg in St. Martin’s and Atua
Government Hospitals in Manya Krobo District, HIAcdhbeen untreatable, and
people had little to gain from knowing their statiie majority therefore did not
see the need to get tested for HIV. However, HI¥ tuaned out to be treatable
in many cases, though access to testing facilidgesains very poor. Those who
do the test sometimes refuse to go for the redultsases where they are told the
result, some still refuse to accept it. “Gettingkivow what is actually wrong
with you, as a patient, is already finding a salatito your problem,” one
infected respondent told me. However, the casemahseiggests that oftentimes
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people just do not want to know about their HIVtssa “What will happen if |
don’t see [or find out my status]?3(mannhunu a, na ayd n?), one respondent
in Namong asked. The following sections discusspibgsible reasons why the
majority of people do not want to find out their\Hs$tatus, and at times refuse to
go for their test results.

Public projection of HIV: The fear factor

Travelling the major road from Offinso to Akomad&isaw several Ghana AIDS
Commission advertisement boards. These boardseglat key vantage points
and displaying the names of the community you atereng or leaving, all carry
similar messages about HIV/AIDS. For instance, ayiAasuso, the board had
the inscription “Welcome to Anyinasuso, | fear AID8hat about you?” (see
pictures of some of the boards below). This messimgaccordance with most
HIV/AIDS slogans and campaign messages, is obwonmsant to press home
the idea of AIDS being a killer disease and thusetbing to be ‘feared’. A
cursory look at most of the advertising boards altly/AIDS in Kumasi and
Offinso reflected this stance. Over the years, IS has gained notoriety as a
killer disease: it is dangerous, deadly, a mensm@ething which instils fear and
revulsion in people. Also with public health persehand other medical staff
involved in HIV/AIDS information, education, and monunication, there has
been a conscious motif to emphasize the destruetiidies of the virus. The
objective is to put ‘positive fear’ in people sathhey flee from contracting this
toxin. These messages are in contrast to thosediagaother diseases, such as
tuberculosis, though only a couple of decades hgp would have also given the
same scare to the populace (see for instancewa@t a TB signpost below).

This fear of HIV/AIDS has led people to fear angthiassociated with the
disease, thus leading to a very high level of sétgration and discrimination of
PLHIV. Communities look down on people who have F\DS. Some em-
ployers sack their employees, others are refused tights to life chances, and
children whose parents are known to have HIV/AID&rbthe scorn of their
peers, at times encouraged by the latter's paréntsisabo-Asarest al. (1993)
note that the fear and ignorance associated withAIDS have led to various
reactions such as panic, scapegoating, stigmatizagnd denial.

The fear of HIV/AIDS is also channelled to the fe@infected people, which
influences the public’s reactions to people livingh HIV/AIDS. Ephraim, for
instance, was stopped from using the same fasilitiat he had hitherto used
with his siblings when his family found out that ined HIV.

It was so pathetic. They [his family] treated mehndisdain, as if | was no more a human
being. | was not allowed to eat or drink from tlaeng eating and drinking utensils. Rather
my [step] mother bought plastic plates and cupdlairto what we fed our dogs with for me

to use. | was stopped from using our water clazat,bathroom, and was even moved from
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the main house to the boys’ quarters. We did netteny WC and bathroom at the boys’
quarters so | had to make use of the public faslibutside the house. People [in the com-
munity] started asking questions. | couldn’t st&rehymore, so | moved to Kumasi.

It is not unusual at all to see families disown enmber who is HIV positive,
or to refuse to give the necessary help to herl@vause “s/he has brought
shame upon the family” or “s/he is going to die way,” but also for fear of
becoming infected themselves. Due to the obsentmgghtpof PLHIV, many
people do not want similar experiences to befahtrand therefore do not want
to know if they are themselves infected.

One fundamental issue in counselling and testisgadirses is that of disclo-
sure, and the fear that others will find out abang’s status, because of the fear
of discrimination and marginalization of those &tk and affected. According
to the International Labour Organization (ILO), fed losing employment often
discourages individuals from using available teg8arvices.

The fear of HIV/AIDS has thus led to the fear obluing one’s status. More
than ninety percent of respondents had taken thetet upon the initiative of
the doctor or medical personnel looking after hier/fOthers reasons for having
the test, as far as the people in the communityewencerned, included the test
as a prerequisite for marriage, entry into thetamy, or for travelling outside the
country. Generally, people felt reluctant to accessinselling and testing
services unless they were compelled to do so, addrusuch situations they still
did whatever they could to avoid getting to knowitlstatus.

During the period of interaction with people in ttveo communities, it was
not uncommon for me to receive a negative reacwben | asked whether a
person may want to know her/his status if the ofymity was given. In response
to the question of whether they would want to texd know their HIV status, a
number of people in the communities, such as Abigamember of the FGD),
replied by saying “I am not sick, so why would | mvao know?” Massa, a
teacher, predictably though philosophically linkealving the test to writing an
examination. He indicated:

Going for the [HIV] test is like going to sit fonaexam. The result could be a pass or a fail.
If you fail, your family would be disappointed iry. For this exam, however, you cannot
re-sit and pass if you fail the first time. Youlfance and you are doomed.

For others too, such as Eugene, “It is not nastipag as the eyes have not
seen” & ani anhunu a, ny tan). This is a popular proverb in the area that is
used to explain situations where curiosity is foumde a vice. It is okay to be
curious, but too much curiosity, or when it is pued unduly or at the wrong
time, brings problems to the prying eye. “Why dayave to go for a test to tell
you whether you are sick or not, when you don'tl feiek?” my carpenter
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Picture 3-6 Some HIV/AIDS and TB sign posts in the Ashantiioag
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informant also questioned. “If you pry too muchoirthe eyes of a corpse, you
see a ghost§ wo feefeefunu ani a, wo ahunu sampgrwas another expression
used to explain the irrelevance of going for tret teyou do not feel sick.

Most striking was the association people drew betwgetting to know one’s
status and “starting the dying process.” ‘Deatlkdd about here was not limited
to physical death, but also referred to emotiopaijchological, and especially
social death. Due to the fact that families anduacgances alike discriminate
heavily against people known to be HIV positivestjthe thought of possibly
being infected makes people start to waste away.

The fear of HIV/AIDS also leads to fear of certgiroups known to be more
likely to be infected. From 1986, when the firstasled case of HIV was found
in Ghana, several linkages were drawn regardingtlggn of the infection and
higher risk populations. For instance, earlier repof the disease, which linked
HIV to migrants from neighbouring Cote d’lvoire (Apan), brought about
antagonistic behaviour towards migrants, espectathge who had gone to Cote
d’Ivoire and had come home sick. Due to the worsgmiconomic and political
state of Ghana in the early 1980s, a lot of peoplgrated to the neighbouring
countries of Cote d’lvoire, Benin, and Nigeria (Afaet al 2000, Atobrah
2005). With male migrants who did not have themtmers around, many had sex
with sex workers, while some of the women migraptacticed sex work
themselves. Many of these migrants made much wellblwvever, when they
came home around the mid to late 1980s, they wekansgth what is now known
as HIV/AIDS. Even today, since several migrants eohome sick, it is not
unusual for people to refer to AIDS as “those pe@psicknessifaanom yade
no) or “sickness for sleek peopledgremanfo yade).

In public health campaigns, these high risk mopibgulations are targeted
and their behaviours discouraged. Going for theaed being diagnosed positive
will therefore undoubtedly align the person to thegroups, including the
migrants who are feared. They will therefore refiisefind out their status.
“AIDS is real” is currently the main campaign magsan Ghana, with the
intention that the general populace will come tmwnabout HIV/AIDS and
desist from risky behaviours. But how these messagpact upon and work for
most Ghanaians remains unclear, though it is dlegr people make their own
interpretations. To a very large extent, peopléhmn communities still associate
the infection with these higher risk groups. Ini@$b, for instance, there is the
major association of the infection to travels taeCd'lvoire, Benin, and Nigeria,
since the community has a very old history of ttavlis was made clear in one
of my interviews with an opinion leader, Eugenethie community:

Kwansa: | remember the last time we talked you taédthere are lots of people with HIV in
this community.
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Eugene: Yes that's true!
Kwansa: How come this is the case?

Eugene: Hmmm, you see, we don’'t have many peoglegggo school in this community
although we have a secondary school right here.&sal it is very difficult to see a young
guy, above twenty, who has not travelled.

Kwansa: Travelled? Where to?

Eugene: Oh, Benin, Nigeria, Abidjan, etc. If ons hat travelled at all, at least, he may have
been to these places. You wouldn't get a fifte@xtesn, or seventeen year old boy who
hasn’'t been to Accra in this community. In this coamity people make fun of you if you
are of this age and have not travelled. They cam @wsult you with it. ‘Fool, have you ever
travelled?” Kwasea, wo koraa watu kwan da?And this can be from a fifteen or eighteen
year old boy, because they travel a lot to Abidjad all these other places. It is a very old
system that is still in place. In time past, ourtineos travelled and lived in Abidjan and some
other places and they got this sickness. | say jfredominant here because they are often
brought home when they are seriously sick.

Kwansa: So are you saying that no one gets infdutee?

Eugene: Not at all [| am not saying that] ... wheasth people come they spend a lot be-
cause they bring money. If you don’'t go to schadiat else will you do in this community?
For a young girl, you will just take one of thes®/d in order to get twenty or thirty pesewas
[about twenty or thirty US cenfsjo buy some food and also some needs. Those waljo st
together with these guys last for at most two metbicause the guys will have to leave for
their next trip. He will have to go look for moreoney to come and spend, so they leave to
Abidjan, Benin, and Nigeria. Today being Sunday wall see a lot of them coming back to
spend their monies — at least ten people will ctmtewn today.

Other people in the community corroborated thisystBllV/AIDS was there-
fore linked to these migrants — both men and wonidre females who had
travelled and had money were, for instance, thotmliite prostitutes and there-
fore carriers of the infection. Unsurprisingly, pé® in the surrounding towns
and villages ‘know’ that this community has manfetted people (see introduc-
tion).

Significantly, however, unlike earlier days of tBpidemic when people at-
tributed the origin and transmission of HIV in Ghato witchcraft, an act of
God, punishment, and insect bites (see Ametewe,1802arfi & Antwi 1993,
Radstake 2000), this study suggests that todaye tieerdirect competition
between explanations related to behaviour anditgplt causes (see Kwansa
2010). These HIV positive people considered thenér(behavioural causes) as
derogatory while the latter (spiritual causes) weed as a coping mechanism.

Personal risk perception
Available statistics show that the personal riskcpption for HIV infection is
low in Ghana; fifty-four percent of women and fHgyght percent of men believe

8 During the fieldwork period, one Ghana Cedi (108s&wvas) — GHS (the Ghana currency) — was

equivalent to one United States Dollar (100 CentdS$.
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that they have no chance of contracting HIV (GDH®B&. These figures may
be this low because of the low prevalence ratééndountry (1.9% as of June
2008). The low risk perception may also be dueht fact that relatively few
people (37% of men and 38% of women) personallywkaesomeone who had
died of AIDS compared to other countries, especitfiiose in East Africa.
People who believe that they have no risk of catitng HIV are less likely to
change their risky behaviours compared to those bdl@ve that they have a
moderate or greater risk of contracting HIV, ang thelief may be channelled
into their (un)willingness to go for HIV testing.hiB assertion was shared by
most people in the communities studied, who thougat since they were not
engaged in risky behaviours they were not at riek thus did not need to go for
an HIV test. A typical example was that of my veritical informant Eugene:

Kwansa: Do you know your HIV status?
Eugene: How do you mean?
Kwansa: | mean, have you checked whether you asigéiy@mor not?

Eugene: No, | haven’t! But | trust myself that | awat infected. My girlfriend claims that she
checks hers at least quarterly because she ialay@ar nursing student in Kumasi.

Kwansa: Did you ask her how often she does the test

Eugene: No! | didn’t but she always does it, | khinwas only the first time when she start-
ed having clinical for her course that | suggegtetier to do it, since she had access to it.
But subsequent ones, she does it on her own valitio

Kwansa: So why don’t you do it too?

Eugene: Well, | don’t chase girls. | have been togewith my girlfriend for not less than
seven years so | think if she does it, it caterauibboth. Or is it possible that she wouldn’t
have it and | will?

Kwansa: I'm not implying so. | wanted to know whgu haven't tested. More generally,
why do you think people do not want to know théaitss, and thus do not go for testing?

Eugene: | think it is lack of education. And coroethink of it, when you go for the test and

you find out that you are positive, | think you @iarlier when you know it. So when you ask
anybody around, her/his answer would be what hapfehdon’'t have the tesinfany a
by dn)? You see, it is not nasty as long as the eyes havseen. If he dies, that’s it.

Others who appear to have the knowledge and evaetsuoes the resources
to prevent the infection do not protect themselbesause they do not see
themselves as at risk. These groups are the lealsalge candidates to go for
HIV testing. Not surprisingly, therefore, and asatdissed above, people refer to
HIV/AIDS with phrases that do not include themsslv&uch as “that illnesséa
yade no) and “those people’s illness”rkr fo no yade no). People do not
want to be associated with the whole caboodle.

Others questioned available statistics. For ingaat a point in time during
the late 1990s to early 2000s, the Ghana AIDS Casion had advertisements
on radio and television that said, “Every day, ¢hare 200 new HIV infections in
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Ghana.” One respondent asked how this can be tmigyet most Ghanaians are
still alive. He calculated that at least 70,000 rigfections should be recorded
every year, and for at least fifteen years abautlgon and half people should be
infected. This is, however, not the case sincefabeend of 2009 less than a
third of this figure was estimated to be living lWwiHIV. In 2000, the South
African Ministry of Health estimated that roughlguir million South Africans
carried the HIV virus and about 1,700 people weeeoming newly infected
every day (Epstein 2007). If the purpose of thessggerated figures in these
campaigns is to scare people so that they becomiguga not to infect them-
selves and thus become part of the statisticsarattvertisements, the impact of
this approach may be questioned. These messagesnstagd contribute to
turning the fight against HIV/AIDS onto infected qpde, and, due to the fear
factor, reinforcing the general communities’ re&rate to have anything to do
with HIV/AIDS, even at the peril of their own liveAs noted by Epstein (Ibid.),
these traditional prevention campaigns were toaessing: they tried to scare
people into changing their behaviour, and thisédrmany people off.

Awareness of HIV/AIDS in Ghana today is nearly wrmsal among men and
women of reproductive age (GDHS 2008, Antwi & Oppa2003), which is
largely the product of the massive public educatampaign aimed at preven-
tion of the infection. Nevertheless, the realitythat since the majority have no
firsthand experience of knowing an infected perganlike in Eastern and
Southern Africa), there is an apparent exhibitibigoorance and apathy, which
is channelled into stigmatizing behaviours towatldsse infected and affected by
HIV/AIDS. Many people in the communities still quies the reality of the
disease among the populace. In one instance, dthmmgelebration of World
AIDS Day 2007, a middle aged woman who stood atistanice to observe
proceedings answered thus when | asked why shedwuil take a seat at the
durbar grounds:

All this [the durbar] is a waste of time. Do yourtk if people are truly infected with HIV

they would come around and give their testimony® itot possible. These [the PLHIV who

own up during such programmes] are all fake. Thisy gome and say these things to scare
us. No one in the right sense would truly comeamd say ... | have HIV. What for?

“What for?” remains a very pertinent question floe tmajority of Ghanaians.
During our conversation this woman acknowledged sh& did not know about
the availability of medicines to manage the HIVeiction, and did not know that
the medicines were available at the local hosggal Patrick’s). Most pertinent,
she did not know anybody who was infected, andnditithink that those who
claimed to be infected indeed were. Total lacknadequate knowledge of HIV,
in addition to the ‘fear factor’, therefore contrtb to stigmatizing behaviour,
which translates into the majority of people refigsio know their status.
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Conclusion

This chapter was about the general public’s permeptand experiences about
HIV counselling and testing. Due to the levels tiraatization of HIV, particu-
larly directed towards those infected and affeetd@t the virus, many people do
not want to find out their status. There is a gjroannection between not testing
and stigma. On the one hand, if people are fourtmktbllV positive they will be
stigmatized and lose their respect in societyhgy tesort to not finding out their
status and to leading a normal life, even if thegpect that they may be infected.
On the other hand, because of the shame assoeidtednd the stigmatization
of PLHIV, some do everything possible to conceairtlstatus by going for the
test early on and starting antiretroviral therapiijch will mean that their status
will not be given away because they will appearrmal’. The case material
suggests, however, that the majority of people €tltbe former option — of not
finding out their status.

The belief is that it is better to suffer the dseauietly and hidden than to
find out through HIV testing, because of the stigasaociated with receiving a
positive test result in addition to the feeling tthavhat you don’'t know can’t
harm you” (Skinner & Mfecane 2004: 160). What Slkinand Mfecane show is
expressed in the proverb “It is not nasty as loaghe eyes have not seen.”
People do not want to be ‘*harmed’ and they do renttwo see anything ‘nasty’,
so they do not go for the test. Even though thigptér discussed people not
wanting to know their status — not wanting to |agit eyes on nasty things — the
argument transcends the individual. Others areichftezat other eyes will see
them. That is, in order for other people not tafout about their infection, they
suffer the disease quietly.

The consequences of not wanting to know one’s stagicause of shame and
fear of stigmatization are that by the time it bmes evident, most people are in
a very advanced stage of the disease process, gnialdifficult for treatment to
be successful. This poses a paradox. Many makeam tHHIV treatment centre in
a late stage of their disease. By this time, bexafishe noticeable wasting of the
body, the situation would likely have become obsitn people in the communi-
ty, those who made the person hide from testinthenfirst place. At this late
stage, however, there is nothing to hide from amgnaoeither the test nor the
prying eyes. Many of the infected people followedthis study were, in retro-
spect, regretful of not having started ART eatrlier.

Knowledge about HIV/AIDS must generally be chaneelinto behaviours
and behavioural change. People who get to know‘&i&XS should be feared’
are supposed to change their behaviours in ordetonbecome infected. They
will therefore be wary in their sexual encountdrs,careful not to be pricked or
cut by infected objects, and pregnant mothers tal very cautious not to
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become infected in order to protect their unboritdcirhe majority of people in

the communities are aware of these preventive hetes; and are in fact very
alert regarding them. However, since educatiom&dequate and the fear of
being stigmatized is great, people still questidratwvill happen if they do not

get to know their status.

There is a serious implication for HIV preventidifioets when people do not
want to go for VCT owing to HIV/AIDS stigma (Greedf al 2008), in particular
when it concerns people who are more likely to gega high risk sexual
behaviours. This has dramatic implications fortpeead of HIV/AIDS (Gilmore
& Somerville 1994, Duffy 2005). Educational messageay therefore have to
shift from using scare tactics to spreading mess#gat the majority of people
can relate to, such as informing people about #iggers of having long term
concurrent relationships and how this sexual syspens all sexually active
people at risk, even though most people may hawestéxual partners (Epstein
2007). Most pertinent is the fact that those whdaatesting and find out their
positive status do not disclose their HIV statust, @ven to their sexual partners.
Hiding behaviour therefore transcends the factahg for an HIV test. It goes
beyond people who do not want to know if they aredted. The following
chapter explores the issues of disclosure amonmptéeted people.



