
"I will come again with my partner"

DiMattia, P
MBCHB (ltaly)
Taung District Hospital-NWP

Pr Bag X 535
Taung 8584

Tel.: 053-9941805
Fax 053-994 I 348
E-mail: dima@inext.co.za

Keywords: Stigma, disclosure,
fear, resistance, fam ily.

Many things come to our minds
when we think about HIV/AIDS.
Among these are the two words
"resistance" and "st igma". The
resistance comes from our patients
who find it difficult to share their
burden with a partner/significant
other. The stigma attached to the
HIV/AIDS condition comesfrom the
community as a whole.

While traditionally the extended
Af r ican  fami ly  has  prov ided a
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support and safety net for its
members in t ime of need. i t
appears as if the HIV epidemic has
affected even this effective
system.

This review explores the above
aspects so as to help us to be
more open with our patients and
to, perhaps, find together with
them the way to oyercome the
'premature death' caused by their
HIV+ status.

Abstract
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Introduct ion

Proper consultation, in general, means
to enter into the patient's privacy, into
his/her family l i fe, to uncover his/her
wishes, expectations, fears, worries, joys,
and feelings. lt becomes even more
demanding if one tries to involve the
family in the management of the i l lness.

This sometimes long, obscure, uneasy
road becomes longer and more obscure,
in the case of HIV related issues.With
HIV the whole counsell ing process and
the involvement  of  the fami ly  in  the
management of the patient has become
much more complex and, at t imes,very
difficult to deal with because of oractical
a n d  e t h i c a l  i m o l i c a t i o n s .  W e  a l l
experience the resistance of the HIV+
patient in sharing his/her status with
close relatives or partners.
What is behind that resistance?

A vanished dream?

Years ago I received a booklet on the
AIDS Prevention and Control program
in Swazi landr ,  which spoke about  the
role of the family and of the Community
i n  suppo r t i ng  H IV+  pa t i en t s .  Two

statements in particular gave me hope
that things were being placed in their

ProPer perspective:

'The role of the extended family, and
the  w i l l i ngness  to  ca re  f o r  f am i l y
members at home, points to home care
as  a  va luab le  a l t e rna t i ve  t o
hospitalisation.'

'The impact of HIV/AIDS is similar to
tha t  o f  o the r  deb i l i t a t i ng  ch ron i c
il lnesses.'

Unfor tunate ly ,  over  the years,  that
booklet has reflected more and more
an idealistic program, because reality has
shown us, so far, a different picture.
In fact, while on one side we know that
disclosure of one's HIV+ status with a
significant other:
.  i n c r e a s e s  b o t h  p r a c t i c a l  a n d

e m o t i o n a l  s u p p o r t ,  s h a r e s
responsibil i ty for sex and facil i tates
self-acceptance of one's condition;2

. translates into better adjustment
and it enhances the patient's medical
prognosis;3

. helps coping with AIDS and related

problems, since the confidante wil l
be caring, supportive, and can help
share the d iagnosis wi th others
who should be informed:a

on the other side we also see that the
H|V-positive diagnosis has a profound
impact on the individuall psychosocial
l i fe, particularly on interactions with
others. Most people infected by the
virus are lonely, and are confronted
with prolonged uncertainty about their
lives; yet they are not always able to
discuss these fears and anxieties openly
with friends or family. s 6

This may be part of the patient's own
acceptance process, or it may be due
to some other reasons.
Let  us then explore some of  the
reasons  tha t  unde r l i e  t h i s  s t rong
resistance.

"l cannot tell anyone!!"

The most commonly reported reason
for not sharing the diagnosis is "fear":
f e a r  o f  b e i n g  b l a m e d ,  r e j e c t e d ,
d i s c r i m i n a t e d  a g a i n s t ,  i s o l a t e d ,



abandoned;fear ofviolence and of not
being understood.T' 8' e

I have been trying to understand what
could be at the root of all the above-
mentioned. and I have found one short
word,which is mentioned in almost all
the articles I have read and which
seems to be playing a key role. The
word is "STlGMA": the stigma attached
to the HIV diagnosis not only by people
i n  g e n e r a l  b u t  a l s o  b y  H e a l t h
Workers.ro

The shocking part is that there are
studies which show that this "fear" is
not iust a matter of perceptions of
the HIV+ patients, as family members
at  t imes actual ly  re ject  thei r  s ick
relativesrr or even assault them verbally
and physically.

However,  th is  issue is  much more
complex, because the presence of the
HIV spectrum of i l lnesses stimulates a
powerful emotional reaction from a
patient's family and friends. Different
aspects of this reaction have been
reported.

Lippmann and others describe grief as
the first reaction for family members
and for the patient. Shock, disapproval,
disappointment and anger or vindictive
feelings concerning the infection are
of ten present  especia l ly  i f  i t  was
transmitted through drugs or sexual
con tac t .  Sadness ,  anx ie t y  and
helplessness are also common due to
the d isabl ing progression and fata l
outcome of the disease. Fear, shame,
d e p e n d e n c y  a n d  h o p e l e s s n e s s
compl icate bereavement .  Another
major stress factor is the fear of
contagion (though this can be much
reduced through health education).

The re  a re  s tud ies  t ha t  have  a l so
reported posi t ive,  support ive and
understanding responses f rom the
fami ly  members.r2 '  r3 Nevertheless,
even in those cases,we mostly find the
familial tendency of social retreat and
of coping with the burdens without
help from outside.ra

What happens is that those fears that
the patient experiences as an individual
are a lso exper ienced by h is  fami ly
towards  the  soc ie t y ,  due  to  t he
perceived st igma associated wi th
AlDS.r5
Again, the key word is "STIGMA".

ttDontt forgefl | am a womanlltt

T h e  q u a l i t y  o f  r e s p o n s e s  i s  a l s o
influenced by pre-existing patterns of
support and discord within the family
(where trust is high and spousal conflict
slight, for example, HIV and AIDS are
reacted to more positively than where
there is  mist rust  and inter-spousal
conf l ic t ) ;  never theless f ind ings a lso
show that men are responded to more
positively than women.r6

Particularly our female HIV+ patients
don't want their husbands/ boyfriends
to know the diagnosis as it often results
in them being'thrown out'of the house
or relationship, or being accused of
'being unfaithful' even if it is the other
way around.Women now constitute the
fastest-growing population of persons
with AIDS in the U.S.The psychosocial
problems of women withAlDS and HIV
infect ion are under-recognised,  and
e c o n o m i c ,  p e r s o n a l ,  a n d  s o c i a l
resources to meet their needs are often
inadeouate. H lV-infected women often
feel isolated and experience the stigma
and shame.Their roles as caregivers and
as wives and mothers are often changed
or lost,and they experience anxiety and
confusion about  opt ions for  sexual
ac t i v i t y .  They  somet imes  fea r
transmitting HIV to family members
through non-sexual  contact .  Other
issues involve coping with being both
il l  and a mother, disclosing information
to children about the i l lness, and loss
of reproductive choice.rT

Stil l  in the United States, many HIV+
poor women of African American or
H i s p a n i c  A m e r i c a n  d e s c e n t  h a v e
experienced many forms of oppression
and  d i sc r im ina t i on  and  have  been
labelled as drug users, prostitutes, and
carriers of acquired immune deficiency

syndrome (AIDS).  They have been
st igmat ised for  thei r  gender,  thei r
sexuality, their minority status, and their
poverty,as well as for their H|V-positive
status.ls

Stigma: an old word for a new
disease

HIV/AIDS has generated panic, fear,
anxiety, and negative attitudes among
the general public.As an i l lness, it has
become the new source of STIGMA
and i t  has a l ready resul ted in  the
unnecessary loss ofjobs,denial of insurance,
exclus ion f rom re l ig ious or  other
associat ions,  school  d ismissal ,  and
estrangement from family and friends.re'20

The key word "STIGMA" emerges
again. I therefore decided to explore
the meaning of "STIGMA" and its role
in the whole mechanism of social,family
and patient's responses to HIV related
issues.

The Concise Oxford English Dictionary
defines Stigma as "a mark or sign of
disgrace or discredit." The question is:
where is the source of this disgrace
and discredit ?
At times, a negative evaluation may be
attached to a certain ethnic group, or
to members of certain groups displaying
certain types of behaviour (e.g. drug
addicts, homosexuals, prostitutes, etc.)
who are perceived as undesirable, and
therefore in  turn serve to just i fy

discrimination, avoidance and exclusion.

I n  t h o s e  s p e c i f i c  c a s e s  o n e  c a n
understand where the source of the
STIGMA is.What about the common
nega t i ve  a t t i t ude  towards  H IV+
patientsf

l. According to Sontag some diseases
are regarded with special fear,dread,
and repulsion because their causality
i s  u n c l e a r  a n d  t h e  t r e a t m e n t
ineffectual. Since he wrote before
HIV was known, the best example
he could provide was that of cancer
andTB beforeTB chemotherapy was
introduced.2l



2. Schaalma and others report that
data from a sample of 1,0l8 Dutch
secondary school students support
the reasoning that emphasising in
AIDS heal th educat ion personal
responsib i l i ty ,  and consequent ly
personal controllabil i ty, increases
negative reactions to people with
AIDS.22

3. Nichols states that Society itself has
b e e n  d i s r u p t e d  b y  t h e  n e w
information about sexual behaviou r
that has been brought to light by
AIDS, indicating that primitive sexual
t a b o o s  s t i l l  i n f l u e n c e  m o d e r n
Society.23

4 .  Some peop le  pe rce i ve  A IDS as
deserved retribution fora'life of sin'.24

A f r i ca :  so l i da r i t y  aga ins t
constraints!

Having worked for many years in an
African environment, I thought that all
these reports were meaningful in places
like America or Eurooe. The African
family, in fact, in the nuclear or the
extended form,though changing in size,
structure and function, has persistently
maintained its place as the central human
social unit, providing a safety net for
individuals in times of need.Therefore, I
have been wondering why my patients
are still reluctant to disclose their HIV+
status to their family members.

Acco rd ing  to  Se ide l  t he  i ssue  o f
confidentiality as it is presented to the
pa t i en t s  l eads  to  soc ia l  i so la t i on ,
whether in the town or in the country.
This, in turn, leads to a premature'social
death'. Patients with HIV are afraid of
telling anyone about their HIV status
because of the stigma.'They have been
advised never to tell anyone by their
counsellors.And that adds to their fear.
We see these people every day.''This
confidentiality thing does not help us. lt
holds us back.We cannot care for our
patients.' 'This secrecy is kil l ing us.'2s

Ankrah repor ts  on how the AIDS
epidemic has strongly affected and thus

disturbed the capacity of the nuclear
and extendedAfrican family to respond
to the needs of members afflicted by
HIV andAlDS.

ln his review it is clear that severe family
stress may be worse in HIV/AIDS than
in other serious illnesses.This is because
of the stigma attached to it as well as
its mode of transmission, associated
with promiscuity, and linked to the
gradual physical weakening and loss of
body  we igh t ,  wh i ch  may  he igh ten
isolation from the community.

Another point on which he reports is
the financial burden that HIV/AIDS
places on the family budget:
.  expenses  due  to  med ica l  ca re

(traditional and western);
. death of a breadwinner:
. going from one traditional healer to

another in search of a cure;
. funeral expenditures (due to the

way in which African funerals are
often done);

. if a woman in the family has a job,

she can be asked to leave it so as to
care for the sick at home.

Another perspective on howAlDS has
changed traditional patterns surrounds
bereavement. A bereaved family was
traditionally assisted by the community
in organising the funeral, contributing
to costs inc luding food,  as wel l  as
c o m f o r t i n g  a n d  s h a r i n g  i n  t h e
bereavement, while agricultural and
other  work were suspended for  a
considerable period of time -depending

on the rituals.

In a certain research area in Uganda, in
1 9 9 0  p e o p l e  w e r e  a l r e a d y
ove rwhe lmed  by  t he  demands  o f
ag r i cu l t u ra l  wo rk  and  by  t he
neighbourly demands to spend three
non-working days to mourn the death
of the Dersons who had died in the
village.Already at the time of the review,
in some areas the practice was to keep
the bereaved compan), on the night of
death or until the arrival of the body,
assisting with preparing the grave,feeding
the mourners and attending the funeral.25

Another study in a rural population in
South West Uganda reports that for
l7 patients who died during the study
period, records of seven cases show
that other relatives were asked to help
with care but refused on the grounds
of poverty or other commitments.
Howevel in all but one of these cases,
ex tended  fam i l i es  d id  p rov ide
assistance for the funeral.2T

Conclus ion

ln th is  ar t ic le  I  have referred to
"STIGMA in HIV/AIDS" as i f  i t  is
something that comes from 'nobody

knows where'; as if i t is something
created by'the Society'; as if we all
aren't part of Society !!!
How many  t imes ,  su re l y  w i t hou t
realising it, do we differentially apply
disease labels, with the diagnostic
p r o c e s s  b e i n g  i n f l u e n c e d  b y  t h e
characteristics of the patient (age,sex,
socia l  c lass,  race,  etc . )  and by the
particular circumstances in which the
diagnosis is madel2s

How many times, by doing so, are we
c o n t r i b u t i n g  t o  t h e  i n c r e a s e  o f
stigmatisation in our societyl

In the history of mankind,literature has
always had a role in helping people
reflect about happenings. lt is my wish
that this article wil l help us to reflect
about our daily l ives with our people
with HIV/AIDS, so that it can motivate
us to encourage a greater culture of
openness ,  o f  accep tance ,  o f
understanding, of love towards our
patients affected by HIV/AIDS!!
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The South African Academy of Family Practice I Primary Care
Statement on AIDS

The SA Academy of Family Practice/
Primary Care (theAcademy) represents
family/general practitioners in South
Africa with an interest in the academic
deve lopmen t  and  suppo r t  o f  t he
discipline of family medicine and primary
health care. The Academy is gravely
concerned about the devastating effects
of  the  acqu i red  immune
deficiency syndrome (AIDS)
on the  we l lbe ing  o f  our
patients, communities and
country. The Academy states
categorically that AIDS is
caused by  the  Human
lmmunodefi encyVirus (H lV);
and accepts that poverty, malnutrition
and stress could hasten the progression
of the disease. Coming from a compre-
hensive primary health care perspective
theAcademy regards the prevention of
H IV /A IDS o f  c ruc ia l  impo r tance .
Change of behaviour and attitudes must
receive attention. The impact of the
d i s e a s e  o n  t h e  i n c i d e n c e  a n d
progression of tuberculosis as health
threat also needs to be taken into
account.

Efforts to preventthe spread ofthe HIV
infection/AIDS are materially frustrated
by propagat ion of  ser ious miscon-

ceptions that HIV does not causeAlDS.
The Academy noted with concern the
media debate about the effectiveness of
medicines used to prevent infection by
HIV No drug is entirely without side
ef fects,  and when prescr ib ing any
medicine a doctor must weigh up the
potential dangers against the manifest

benefits. Taking this into account, and
remembering that the use of medicines
needs to be part of a broad plan of
t r ea tmen t  and  managemen t ,  The
Academy wishes to draw aftention to
two specific points. Firstly, transmission
of HlVfrom motherto child,or infection
with HIV after being pricked with a
contaminated needle, may be prevented
by  use  o f  app rop r i a te  med ic ines .
Secondly, The Academy supports the
view that selected anti-HlV medication
may reduce the l ike l ihood of  HIV
transmission in surviving rape victims.We
suggest that the appropriate, least
expensive, medication be available, for

both prevention and treatment, to all
patients.

The HIV/AIDS issue poses a challenge
to medical practitioners in acquiring the
appropriate knowledge and skills mix,to
be ofeffective assistance to our patients.
We as fami ly /general  pract i t ioners

subscribe to a holistic approach
towards our patients, which is

Particularly aPProPriate in Hlv/
Al DS, particularly concerning our
role in disease prevention,health
p romo t i on ,  pub l i c  hea l t h ,
commitment to patients that are
dy ing ,  con t i nu i t y  o f  ca re ,

multidisciplinary team managemeng and
discussing sexual issues. All of these must
be  p r i o r i t i sed  i n  unde rg radua te
education, postgraduate education and
continuinS professional development of
general I family practitioners.We believe
that genera l/family practitioners have an
important role in patient advocacy,
adequate counseling, compassion, ethical
management and utmost respect for the
human rights of our patients and greater
society.

We support controlled research, aimed
at behavioral change and prevention and
treatment ofAlDS.
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