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ne Impact of HIV/AIDS on the Family

Abstract

A qualitative study undertaken in Mumbai, India, explored the family experience of HIV/AIDS. Seven nuclear households (4
with concordant couples in which both spouses in the marriage were seropaositive, and 3 with discordant couples in which
only one spouse was seropositive) included in the study reported devastating impacts in various spheres of family life, fol-
lowing the onset and the progress of HIV-related iliness, and the knowledge of the seropositive diagnosis. Complex changes
were observed in family composition, spousal relationships, family formation, family roles and responsibilities, family econ-
omy, quality of life, and family aspirations. The findings have direct implications for policy formulation, program planning,

and service delivery in the field of HIV/AIDS.

THE HIV/AIDS EPIDEMIC CONTINTES to grow
despite worldwide eftorts to contain and control its
spread. More than 34 million people are living with the
virus worldwide, and the incidence is increasing (Joint
United Nations Programme tfor HIV /AIDS [UNAIDS],
2000). Sourheast Asia is considered to be the epicenter of
the pandemic, with the majority of new infections expect-
ed to occur here (UNAIDS, 2000). Within this region,
trends in incidence and prevalence rates in India present a
disturbing picture (UNAIDS, 2000). Though the pres-
ence of HIV in India was detected much later than it was
in other parts of the world, its steady rise has made it a
public health problem with enormous social and ecco-
nomic implications (Basu, Gupta, & Krishna, 1997,
Bharat, 1996, 1999; Bloom & Mahal, 1997; Godwin,
1997, 1998; Mane & Maitra, 1992; Narain, Jha, Lal, &
Salunke, 1994; Ramasubban, 1998). From the first HIV
casc reported in a female commercial sex worker (CSW:
nondiscriminatory term for prostitute) in 1986, the offi-
cial Indian estimate puts the number of infections in the
country up to the vear 2000 at 3.86 million
(“HIV/AIDS Indian Scenario,™ 2000). Morcover, there
are numerous predisposing and precipitating risk factors

that either directly or indirectly facilitate HIV transmis-
sion in India. These are intricately linked with social and
cultural aspects of life including migratory patterns, in-
creasing, urbanization, poverty, illiteracy, patriarchal val-
ues, subordinate status of women, high rates of sexually
transmitted discases (STDs) and intravenous drug use,
and widespread prevalence of unsate sexual practices. In-
adequate access to health information and services are
found to affect the ability of the population, particularly
those at risk including women, to protect themselves
(Basu, Gupta, & Krishna, 1997; Bharat, 1996; Bloom &
Mahal, 1997; Godwin, 1997, 1998; Joshi & Rao, 1999;
Mane & Maitra, 1992; National AIDS Control Organi-
zaton, 1998; Nag, 1996; Narain, Jha, Lal, & Salunke,
1994; Ramasubban, 1998). Primary prevention activities,
aimed at controlling the spread of HIV /AIDS, are total-
Iy inadequate in content, volume, and orientation, and
leave much to be desired in terms of the effectiveness of
the programs and policies. They therctore have done little
to stymie the growth of the infection (Asthana, 1996; Ra-
masubban, 1998). The grossly inadequate development
of secondary and tertary health interventions has bur-
dened populations with the responsibility of providing
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home-based health care for ill members. Morcover, in this
age of structural adjustment,! community care has be-
come the watchword for secondary and tertiary interven-
tions (Duggal, 1998), even though it is a well-known fact
that, in India, community care is a mere cuphemism for
family care (McCann & Wadsworth, 1992). In
HIV /AIDS, these policies are promoted by the adoption
of the continuum-of-care model as the globally recog:
nized and recommended ideal form of intervention to
deal with the infecton (See Global Program on AIDS,
1995). Families thus have to bear the bulk of the respon-
sibility for the care and support needs of their sick mem-
bers, experiencing, in the process, long-term implications
ot a social, economic, and psychological nature.

It is significant to note that the active promotion
and implamt.ntmon of community ¢are and continu-
um-of-care measures in the
HIV/AIDS has not translated into much research at-

tention being paid to the family experience of

HIV/AIDS (Bharat, Singhanctra-Renard, & Aggle-

ton, 1998; Grunseit & Kippax, 1992; King, 1993;
Poindexter & Linsk, 1998-1999), Undoubtedly, in

many respects, the family experience of care and sup-
port in HIV/AIDS is similar to that of other chronic
discases. Yet there are other unique etfects, specitic to
the distinguishing features of the infection. Bor,
Elford, Hart, and Sherr (1993) list some of these ef:
fects, namely that (a) HIV challenges traditional defi-
nitions of the family and concepts of normative family
functioning; (b) family is an important source of emo-
tional and practical support and care for the scroposi-
tive individual, which makes relevant a study of the
patterns of care and support and their consequences
tor the family; (¢) the family experiences similar prob-
lems as scropositive individuals do, including stigma
and isolation; ‘d) HIV infection in one family member
is a signal of the possibility of HIV infection in anoth-
er, while also putting other familv members at risk,
both of which have implications for care, support, and
houschold environment; and (¢) the relationship be-
tween family support and the occurrence of clinical and
psychological symptoms in the person with HIV. Fur-
ther, since the pandemic has struck mainly young
adults, its presence in the family engenders role rever-
sals that represent major upheavals for families. Yet, in
terms of empirical investigations, it remains one of the
least studied arcas.

A review of literature on the family and HIV/AIDS

management of

(D’Cruz, 1998) and a look at studies published after
that (Bharat & Aggleton, 1999; Bharat et al. 1998:
UNAIDS, 1999; Warwick, Bharat, Castro, Garcia, Le-
shabari, Singhanctra-Renard, & Aggleton, 1998 indi-
cate that work in this area, in terms of both the number
and scope of the studies, is limited. Many of the studics
deal with individuals as members of families but lack a
family perspective? per se. Moreover, though the stud-
ies cover various family forms, different stages of the ill-
ness, and a range of themes, seldom does a single study
encompass all of these features. Methodologically too,
the studies do not always comply with the requirements
of family research (For details, sce D'Cruz & Bharat,
2001). With a view to overcoming these lacunae, the
present study, set in Mumbai, India, explored the expe-
riences of HIV "/AIDS in various spheres of family life.
Its toci included the psychoemotional reaction to a stig-
matizing and terminal illness; the impact of the infec-
tion on the family, care, and support for the infected
family member; family coping: and the interface with
the informal support system and the health care system.
A family perspective was incorporated methodological-
Iv by including multiple units of inquiry per family and
by focusing on three levels of conceptualization and
analysis within the family, namely, the individual mem-
bers, the marital dvad, and the family unit. This paper
reports the impact of HIV/AIDS on the family,

The Context

The study was conducted in Mumbai, the capital city of
the western state of Maharashtra, which covers an area of
600 square kilometers and houses 9.9 million people {Cen-
sus of India, 1991). Being a commeercial and industrial cen-
ter, Mumbai has always attracted people in search of liveli-
hood and better economic prospects. Migration has made
the island city congested and polluted, with increasing
space demands on an area that has natural limitations to ge-
ographic expansion. Squatter settlements and slums, which
are crowded, poorly ventlated, and lack sanitation, sewer-
age, and clean water, have proliferared to house those who
cannot aftord decent accommodation. Being a significant
contributor to the Indian economy, Mumbai is a major
partner n the global process of development. It is all these
various features that have made the city a breeding ground
tor drug peddlers, maders of lesh, and people indulging in
high-risk behavior, bearing serious consequences for the
spread of the HIV epidemic ( Bharat, 1996).

2 Famiby verspectne involves including net st ndividuoal family members as the ame of wadeestanding

but the entive tamily unit and the varous subwystems

suchas the mantal dvad, the parent-child subsaystem, the siblng subsystem, and s ong as the s of conceprualization sl analvsis. The entire Dmily it or
nnntple family members serse as onits of inguiny $See 1PCrae & Bharae, 2001, tor detalbe
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The Participants f

Respondents were selected through the purposive
sampling technique (Morse, 1991). The specifications in-
cluded

L. the index patient, either male or fenule, should be a mar-
ricd individual,

2. the marital parters should be living together in a nuclear
houschold,
3. all the families should fargely be from one income group,

to reduce sociocconomic varmability in the study,

4. the houschold should be in an carly or relatively early stage
of the family life cvele,

5. the index patient should have at least one opportunistic in-
tection, and

6. the index patient should have shared his or her seropositive
status with his or her spouse.

Two other variables of significance as suggested by the
literature review were also included, (a) concordance or
discordance of infection between the partners, and (b)
presence or absence of children in the marriage. Concor-
dance occurs when both spouses in the marriage are HIV
seropositive, while discordance occurs when only one
spouse is HIV-intected.

The final sample comprised 7 nuclear families (also re-
ferred to as households). The families were comparative-
Iy voung, that is, 6 of the families had very voung or ado-
lescent children. One familv was in the carly stage of
tormation, as the couple was recently married. Three
houscholds belonged to the lower economic class, 3 were
from the lower middie class, and 1 from the middle in-
come group. In 6 houscholds, the husbands were the
main earners, while wives in 3 houscholds were support-
ive carners. The job profile of the husbands included tem-
porary unskilled daily wage earners (2), a full-time per-
manent government emplovee (1), and self-emploved
individuals (3). The 7th houschold was female-headed,
with the family relying mainly on the wife’s earnings,
since the husband had not been receiving his salary for a
long period owing to company losses (Sce table 1 for de-
tails of the sample).

Among the 12 children of schoolgoing age and above
in the study families, 2 had discontinued their education
in favor of emplovment. In one case, this decision, made
independently by the child, was related to the father’s se-
vere HIV-related illness.

In these 7 houscholds, 3 couples were discordant
{husbands were HIV-positive and wives were HIV-nega-

tive) and 4 were concordant (both the spouses were HIV
scropositive). A history of risk behavior (i.e., sex with
CSWs, unprotected sex, multi-partner sex cither prior to
and/or after marriage) was reported by § of the infected
husbands. However, only 4 of these 5 husbands ateribur-
ed their HIV status to this behavior. One denied the con-
nection between his risky sexual behavior and HIV posi-
tivity, attributing it instead to his wife having contracted
the infecdon during her delivery, Of the 4 concordant
couples, 2 were not sure of the route of infection, nor as
to which spouse had been infected first. Two couples
were sure that the wives' infection was due to the hus-
bands’ scropositivity. In all of the 4 concordant familics,
the husbands were the index patients, that is, they were
the ones to present themselves with HIV-related symp-:
toms. The wives did not present any symptoms when data
collection was in progress.

Diagnosis of HIV infection in the husbands was pre-
ceded bv several episodes of illness, both mild and severe,
ranging from fever and diarrhea to tuberculosis (TB) and
Reiter’s syndrome. The illness episodes in all the hus-
bands persisted up to the time of the interview; 3 hus-
bands were suffering from severe illness which had inca-
pacitated them to a large extent, whereas 4 husbands
showed milder symptoms. Wives were tested for HIV be-
cause of the positive serostatus of their husbands, but
among the 4 concordant wives, none reported the pres-
ence of any illness up to the time of data collection.

Altogether, there were seven children in the families of
the 4 concordant couples. Four children who had under-
gone testing for HIV, tested seronegative, Three were to
be rested at an older age.

Procedures

Broadly, the study aimed at understanding the
changes occurring in the family following the onset of
HIV /AIDS in one or more members of the family. Such
an endeavor necessitated exploration of dvnamics and
functioning of the family both prior to, and after the
serostatus diagnosis, in order to determine the nature of,
and factors explaining, the impact. Moreover, the research
problem was a sensitive one, covering many emotional
and personal themes. Given all these factors, the qualita-
tive approach was found to be-suited to the study. Its
characteristics of holism, contextualism, focus on process,
detail and people’s pereeption, flexibility, and relative lack
of structure (See Bryman, 1988; Hudclson, 1994; Taylor
& Bogdan, 1984; Padgett, 1998) complemented and
supplemented the study objectives.

T
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From the range of qualitative research methods avail-
able (See Bryman, 1988; Hudcelson, 1994; Tavlor & Bog-
dan, 1984), keeping in mind time and resource con-
straints, as well as the sensitive nature of the rescarch
problem, the in-depth interview method was thought to
be the best suited option and was sclected for the purpose
of data collection. This involved nondirective, unstruc-
tured, nonstandardized, open-ended, face-to-face conver-
sations between the me and the partcipants, aimed at un-
derstanding the latter’s perspectives on their lives,
experiences or situations, as expressed in their own words
(Taylor & Bogdan, 1984).

An interview guide was developed, covering the key
topics to be explored with the respondents (such as fam-
ily structure and functioning prior to the HIV/AIDS di-
agnosis, family response to the HIV/AIDS diagnosis,
the ettects of the infection on the family, the provision of
care, the family’s experience of informal social support
and coping following diagnosis, and the familv’s interac-
ton with the health care svstem in the post-diagnosis
phase). Observations were noted during the course of
the interview,

Given the sensitive nature of the research problem,
difficulty in identifving and retaining respondents was ex-
pected. Hence, I simultaneously contacted a number of
organizations involved in HIV /AIDS-relatred work. In
keeping  with ethical guidelines in  research on
HIV/AIDS, I did not approach potential respondents di-
rectly. The staff of the agencies introduced the idea and
explained the purpose of the rescarch to the seropositive
individuals accessing services trom them, and 1 was intro-
duced to them only after they had agreed and were com-
fortable enough. Following rapport building and solicit-
ing their cooperation, respondents were required to sign
a consent form, informing them of details about the study
and their rights as respondents. The location of the inter-
view was determined by the respondents, as well as the
possibility of tape-recording the interviews.

The units of conceptualization and analysis were the
family unit, marital dvad, and individual members. While
the unit of inquiry was the marital dvad, only individual
interviews of the spouses were conducted. Offspring were
not interviewed because the families were in the early
stages of the family life cvele and the children were still
young, and particularly in the light of the sensitive nature
ot the rescarch problem.

With some of the families desiring interviews in the
agency rather than at home for reasons of confidentiality,
and with the time and financial constraints faced by the
familics it coming to the agency, there were limits on the

number and duration of interview sessions with some
families. Thus, for familics who could spare the time,
there were a greater number of interview sessions and
hours of interviews, as compared to interviews for families
pressed for time. Notwithstanding the limitation of time,
the interviews proceeded as largely nondirective, unstruc-
tured, open-ended conversations, rather than formal
question--answer sessions. Though they started at points
that the respondents wished to discuss, theme and tme
linkages allowed for the coverage of the various arcas of
the interview guide through the flow of a natural conver-
sation. Undoubtedly, in the midst of flexibility, some di-
rection was given when the focus was lost, and probes
were used as and when necessary.

Five couples were interviewed in Marathi, the region-
al language, and 2 couples in Hindi, the national lan-
guage. None of the respondents objected to the use of
the tape recorder after its purpose was explained to them.
During interviews, the observations were made about the
respondents (and about their homes, if the place of the in-
terviews was the residence). After the session ended, field
notes based on these observations were written up.

Protessional caregivers were also interviewed to pro-
vide an outsider perspective (For details, see D’Cruz &
Bharat, 2001). Professional caregiver interviews, con-
ducted during the data collection period, covered 6 of the
7 study houscholds. The interview guide was used and
data were recorded on cassettes. However, details on
some themes could not be obtained from them because
they had never discussed such issues with the respon-
dents. Data from these interviews were limited and fo-
cused mainly on the post-HIV diagnosis period.

Detailed follow-up of the families proved to be very
difficult because of time constraints. Therefore, this was
done only through contact with the professional care-
givers. There was follow-up of 3 families, chronicling
major cvents in their lives for a period of 1 vear, These
data were recorded through handwritten field notes.

Data Analysis

During the period of data collection, interviews were
translated and transcribed. 1 then read these transcripts
carcfully and repeatedly, immersing myself in the data
(Crabtree & Miller, 1992). This approach did not involve
prefigured categories but allowed my intuitive and inter-
pretive capacities to prevail (Crabtree & Miller, 1992).
Immersion allowed identification of themes, categories,
and patterns emerging from the data (Marshall & Ross-
man, 1999). This process was facilitated through the use
of various tools such as charts, matrices, event lists, causal
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neeworks, and memos (Miles & Huberman, 1994). These
tools were also used to examine the linkages between
themes, patterns, and categories, and thereby initiate in-
terpretation (Patton, 1990). Proceeding in this manner,
the 1 developed various understandings (such as conceprs,
causal hinkages, processes, and so on) of the phenomena
under study. These understandings were used to intorm
further data collection, through which they were tested
and challenged. Based on newer data, they were further
developed, thereby feeding back into the analvsis (Mar-
shall & Rossman, 1999). Iteration thus formed an inte-
gral part of the research process.

When all of the dara were collected, T immersed my-
self turther in the transcripts and the preliminary findings.
Through the use of Miles and Huberman's tools and
memoing, I not only identified more patterns, themes,
and categories in the data and looked for interpretations
at this level, but also subsumed under major themes,
those themes, patterns, and categories and their linkages
within and across respondents, that held together in a
meaningtul vet distinct way. Interpretations were made
based on this level of analysis.

Wherever major themes dovetailed while simultane-
ously retaining their singularity (Guba, 1978), they were
organized around core themes, which allowed for greater
interpretation and deeper understanding. The present
paper describes the core theme of the impact of
HIV/AIDS on the family.

Findings

That HIV/AIDS is an illness of the familv—and not
that of the individual alone—is brought out strongly
through the findings. Its impact is varied and increasing-
Iy pronounced with illness progression. Within all of the
7 houscholds, illness episodes of various kinds predated
the HIV diagnosis. Due to this, as well as because of the
progressive and incapacitating nature of their health prob-
lem, the impact of the infection in some families was felt
long before the medical diagnosis of HIV infection was
made. But it was the knowledge of their HIV serostatus
that markedly altered couples’ perception of their or their
partner’s health and their response to it. That is, they
were extremely disturbed to realize that their situation
would increasingly deteriorate. Concordant couples also
realized that wives would one day be in the same predica-
ment as the husbands. As time progressed and AIDS-re-
fated complications set in, the impact on the houschold
worsened. The major themes and themes discussed in this
section theretore describe the experiences of the house-

hold over time, using retrospective data in combination
with data pertaining, to current experience, in order to
highlight changes in the family due to HIV/AIDS. The
temporal dimension has been incorporated in two ways.
Three time periods related to specific events in the expe-
rience of HIV infection were identified in the couples” ex-
perience of the virus: Tl—the pre-illness phase, that is,
where there was no health problem; T2—the pre-HIV
diagnosis phase where illness bearing relation to the pos-
iive HIV serostatus was present but not diagnosed as
such; and T3—the post-diagnosis phase, that is the peri-
od following diagnosis of HIV infection. However, the
dynamics of only some major themes and subthemes were
found to be linked to this conceprualization. They are
therefore discussed as such. For other major themes and
subthemes, the progression of the infection was found to
be a more significant indicator of changes over time, and
so these are discussed in relation to the severity of HIV-
related illness.

Spousal Relationships

Good spousal relationships were reported by couples
in 4 tamilies in the pre-illness phase (T1). “Good rela-
tionship™ was explained as an overall smooth and satisfy-
ing relationship. Among the other 3 couples, alternating
phases of good and poor relationships were reported by
one; an initial good phase followed by a long drawn peri-
od of strain was reported by another; while the couple in
a third houschold spoke of a largely tenuous relationship.

Aspects of the lifestvle of the husband, involving drink-
ing and/or gambling or a sexual relationship outside the
marriage and the impact this had on the houschold, were
crucial factors determining spousal relations. The 3 house-
holds with strained spousal relations were those where the
husbands indulged in a risky lifestyle, squandered money,
and neglected the family, whereas the 4 families with good
spousal relations did not have such experiences.

In the pre-HIV diagnosis phase (T2), the illness of
the husband aftected spousal relationships only in the case
of 2 couples. Irritability in the husband, because of recur-
rent and severe illness as well as his perception of insuffi-
cient care, occasionally sparked off conflict for 1 couple.
In the houschold with a tenuous marital relationship,
however, caregiving on the part of the wife brought about
a positive effect on the spousal relationship. -

Following diagnosis of cach husband’s HIV-positive
status (T3), changes in spousal relationships were report-
ed in all 7 families. In 3 cases where the progress of the
husband’s infection was not yet severe enough to affect
family well-being and where past spousal relations had

T
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been good, HIV and its implications led to greater bond-
ing between the spouses. There was, for example, a
greater sense of support and of protectiveness between
the spouses. However, more complicated changes were
reported in the case of the other 4 couples where the hus-
band’s health was declining rapidly duc to the severe state
of HIV infection and had begun to affect the family’s cco-
nomic condidon and/or where spousal relations had
been poor in the past. Concern, support, compassion,
and protectiveness coexisted with anger and resentment
on the part of wives.

1 feel that be is vesponsible [for onr problems|. He
shoudd have listened to me when I told bim not to waste
money drinking, going to women, but he did what be
wanted and now we are suffering.... If I don’t get
angry then what .. it is such a tension for me... 1 feel .
compassion also—he is suffering so much. (Wife, 31,
HIV-neqative)

Out of 5 wives who knew or suspected the ctology of
the infection as being related to the lifestvle of the hus-
bands™ cither before and/or during the marriage, and
where the wives considered their husbands responsible for
the infection, 4 wives were angry and hurt, even when
spousal relationships in the past had been good. The
anger was not so much about the fact thar husbands had
visited CSWs or had had premarital or extramarital rela-
tionships as much as for causing problems for the entire
family. Three wives had earlier known and tolerated the
husbands” lifestyle, but the later upheaval it caused for the
houschold, cither through the acquisition of HIV and /or
through its cttects on the family cconomy, made all the
wives bitter toward their husbands. This was despite the
bonding in some couples. The wives were convinced that
the problems were invited problems and could have been
avoided. As economic hardships grew and resources
dwindled, there was more frustration and bitterness.
Wives perceived their husbands as directly responsible for
their suffering. Among these women, there was also the
case of a wife being angry with her husband for infecting
her. Yet, only 1 of these wives communicated her anger
directly to her husband.

Iam not angry that he went to another woman.
don’t mind what be docs. Let i do anvthing. But I
amt concerned about myself and my children. I don’t
want sy childyen to be deprived of anything. I told
him this when I heard that be had this illness and how
he aot it I got anary and fouabt with bim. I told him

that there was no point in my saying anything, becanse
the damage bad alveady been done. 1 was angry and
expressed it to him. [ told bim that if vou bad done this,
why did you want to destrov anyone clse. He said, “1
bardly knew that this would happen. My fricnds were so
forceful that I conld not piut them off. So that s wiy I
Ieft their friendship. After that I never went ont nor
did Lkeep any friends.” I was very anqry at that tine.
Now there is no benefit in being angrv—it docs not
chanae anvthing. But if be becomes irritable, I tell i
that if b bad not done that, we wonld not have to face
such days now. (Wife, 24, HIV-positive)

The other wives did not express their anger to their
husbands primarily because they felt that the husband was
suffering enough on account of the infection and its im-
plicadons. When HIV-related illness was severe, the hus-
bands™ pain and suffering was considered sufficient pun-
ishment for their past behavior. “What to say to him? He
is sutfering enough—imminent death, hospitalization ...
no improvement in his health ... so ill for so long™ (Wite,
31, HIV-negative).

Anger, resentment, and bitterness did not appear to
be related to concordance and discordance. Seropositive
and seronegative wives scemed to be equally angry, De-
spite anger, the wives were largely supportive towards
their husbands and provided as much care as was possi-
ble and/or required. Moreover, all of them maintained
that there was no change in their “respect™ for their hus-
bands, despite the experience. This is indicative of the ex-
tent to which the Indian value abour the revered position
of the husband in the life of a woman was ingrained in
the respondents.

Evervone, even the childven, Fnows that he is responsible
Jor the illness. He is repenting now. But we respect him
as much as before ... after all, be is the father. No mat-
ter what the father or husband is, one respects him.
(Wife, 31, HIV-neaative)

The terminal nature of HIV infection deeply atfected
spousal relations in all families, tempering wives® anger to-
ward their husbands for being responsible for the present
problems and misfortune of the household. It stimulated
in them a desire to do whatever was possible to preserve
the life and health of the husband, thereby influencing
their caregiving behavior in a positive way. To some ex-
tent, wives wished the husband to survive for their own
sake, widowhood being an undesirable social status that
they wished to avoid in a patriarchal socicty.

421



FAMILIES IN SOCIETY + Volume 83, Number 4

Even if be cannor work and is just at bome, it 15 fine
with me ... bur I wonld be happy if be survives, If there
is 5o man, a woman is afraid. People tall about single
wosen—they take advantage of them. (Wife, 31,

H IV-neaative)

The narratives highlighted that the wives did their
best to provide care to their husbands, in spite of the neg-
ative feelings in some cases. Caregiving by the wives was
appreciated by the husbands, and promoted good spousal
relationships, even in houscholds with poor past relation-
ships. This was true for all but 1 houschold. In this case,
the husband perceived care to be insuthcient, which led
to conflicts and tensions. The husband complained,

She hardly does anvthing for me—comes to the hospital,
brings food and goes. I bave ro ask her to put oil [on bis
body—this is a part of an Avurvedic treatment reqi-
men that the vespondent was following] to bathe me,
and only then she does it. On her own, she docs nothing.
1 have to ask her. She only comes to see me of her own
accord. (Husband, 36, HIV-positive)

The wife, on the other hand, reported,

He makes demands on me that I cannor fulfill. 1
have so little money to yun the house, and ver he will
ask for food that he likes, and if I don’t give it 1o
fiim, be gets very angry and seaves shonting. (\Wife,
31, HIV-negative)

Sexual Relationship Between the Spouses

Onset of HIV-related illness (T2) did not create any
major disturbances in the sexual relationship of 5 couples.
In 2 families, however, an impact on the couples’ sexual
functioning was reported. One of these was a newly mar-
ried couple for whom sexual activity ceased during illness
episodes.

In the case of another couple, the husband’s physical
condition precluded sexual activity. The husband com-
plained of severe joint pains because of which he was un-
able to perform sexually, and all sexual activity had
stopped.

The major impact on sexual functioning of the cou-
ples, however, was felt following diagnosis of the hus-
bands’ serostatus (T3). Even though sexual activity of the
couples was reported to be low in most houscholds,
knowledge of the HIV infection in the husband brought
in further eftects. Two couples opted for sexual absti-
nence, though the reasons given were different in cach

case. In the case of 1 discordant couple, the wife's deci-
sion to abstain came as a precautionary measure,

He is now in hospital, so 1o sex. Even when e comes
home, Iwill not indulge i it. I cannot afford to et
infected. T don’t care bow he feels. Feelings are not im-
portant, I also focl bad but what to do? (Wife, 31,
HIV-negative)

But for the husband, abstinence was mainly due to his
poor physical condition. The possibility of HIV transmis-
sion to the wite was a secondary reason.

Twill abstain from sex becanse I have no encrgy. 1
don’t know what fwifc] will feel ... If she wants to
have sex ... still I will not have it. 1 will tell her thar T
can’t manage it, that it is bevond me .. And plus, she
will get infected. (Husband, 36, HIV-positive)

For 1 concordant couple, sex scemed to have lost all
charm following the knowledge of HIV infection and its
effects on the family. “We are so depressed, who can think
about sex?” (Husband, 36, HIV-positive).

Reducing the frequency of sexual activity and the
adoption of safer sex methods like using condoms were
the responses trom the 5 other couples. Two discordant
couples said that they continued with sexual activity,
though 1ts frequency was reportedly lower than carlier
tmes, and condoms were used during intercourse.
Knowledge about the sexual route of HIV transmission
did not scem to make these discordant couples give up sex
altogether. In one case, the couple was voung and did not
wish to give up. In another, the husband wished to con-
tinue sexual activity. Post-test counseling advising the use
of condoms served to reassure them of protection for
wives. “We have been having sex. The doctor at [the
AIDS research center] told us to use condoms during
sex” (Husband, 39, HIV-positive).

Sexual impact of HIV/AIDS was felt differently by
husbands and wives. Wives in general scemed less affect-
ed than the husbands. Many of them considered sex
unimportant and easily dispensed with. Thus, curtailing
or giving up sex following husbands® HIV infection did
not affect them. “I would not mind if he stopped [sex]
completely but men want it. They cannor stop™ (Wife,

-33, HIV-positive).

It was mainly their husband’s sexual drives that were
adversely affected by the HIV infecton. However, most
of them accepted these changes as means of adapting to
and living and coping with the virus.

|
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Family Roles and Responsibilities

Prior to the onset of HIV-related illness, the distribu-
tion of family roles and responsibilities in most house-
holds was largely on traditional, gender-based lines, with
men mainly in the carner role and women in the home-
maker role. The husbands reported assisting with a few
houschold and child care tasks, but it was the wives who
performed the bulk of houschold and child care tasks in
all the families. In 4 houscholds, wives shared the carner
role too, with 1 of these houscholds becoming female-
headed for some time prior to the onset of illness. Once
HIV-related illness had set in, the husband’s ability to
perform his roles was atfected. The extent of the impact
depended on the severity of the illness and on theinci-
dence of hospitalization episodes. In the early onsct peri-
od, when illness was mild, physical condition interfered
with role performance only during episodes of illness.
However, once the husband’s health improved, he could
carry out all of his tasks. Thus, there were alternating pe-
riods of husbands being active and inactive.

As infection progressed into AIDS-related complica-
tions, the husbands were increasingly unable to perform
their roles, including the earner role. This was evident in
the case of 2 husbands in whom severe illness precluded
role performance, and for a while, only the earner role
could be managed with interruptions. Over time, the
physical condition of 3 husbands deteriorated to such a
degree of debilitation that it resulted in incapacitation
and inactivity. As a result, 2 of them had to give up their
jobs, while in a third houschold, the husband was able
to perform only the earner role during the spells when

he felt better and stronger. This was facilitated mainly by *

the proximity of his workplace to the residence, the
sedentary nature of his job, and the cooperation of his
department colleagues.

Since the wives were the only other adult member in
these 3 families, thev had no choice but to take on the
husband’s role and responsibilitiecs. With regard to the
carner role, since men were the main earners in these
households, their health status had a direct impact on the
family economy, necessitating wives to take on this role,
fully or pardally, if they were not already doing so. Wives
who were not earning carlier or who were working on a
part-time basis had to consider full-time jobs. Moreover,
wives also had to assume the caregiver role for their il
husbands. The impact was felt in terms of concentration
of all the roles solely in their hands, instead of being
shared with the husband. For some wives who had older
children or who had external supports, the burden was al-
leviated to some extent. In these housceholds, therefore, a

[N
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movement toward female-headedness was  discernible.
Despite this development, the internalization of patriar-
chal values came our strongly when spouses in 2 such
houscholds insisted that the husbands were heads of the
family with the decisionmaking role power as before. In
only 1 houschold, the husband, being totally demoralized
with severity of lus physical condition and prolonged hos-
pitalization, had washed his hands of all household-relat-
ed responsibilities and left them in the wife’s hands.

He tells mie what’s on is mind. He savs, “You see to the
children, educate them, sce to the house. Don’t expect
me to live.” I tell him my anxicties, but what can he
do? He is not carning or anvthing. He can’t help me
fuce them. He usnally does not vespond to whar I sav, be
keeps quict.... I feel be is unsupportive becanse he never
Aives me couraqe.... He says, “Do what you want, 1
will die.” I fecl bad about ir. (Wife, 31, HIV-negative)

Wives in these families evidenced a high degree of
burden, but faced their predicaments in adaptive ways.
Nonctheless, the experiences of these women are a mat-
ter of concern, particularly where the woman is also
seropositive and therefore in need of physical and emo-
tional care even in the asympromatic phase.

In 4 families where husbands were experiencing HIV-
refated illness but where the infection had not vet devel-
oped into serious ill-health conditions, there were fewer
changes in the distribution of family roles and responsi-
bilitics that occurred only during illness episodes.

Children

Four households illustrated the impact of
HIV/AIDS on children. As HIV infection in the father
progressed to a greater degree of severity and/or engen-
dered numerous changes in the family, it affected the
children negatively, especially the voung children, as they
were economically and emotionally dependent on their
parents. Children’s education and well-being were af-
fected most quickly and adversely. With the drop in the
standard of living, children were deprived of whatever
lifestyle they had been used to carlier.

Children are deprived and they express it. They want to
Ao out here and there, .. [they want to go for [ tuitions
at school—which I can’t give them. The childven feel
upsct when they see others gerting food, clothes, toys, out-
ings, and they cannor get. The vounger two [children ]
do not vealize my circumstanees because they are small
[and [ so they go on harassing se for what they want.
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The elder two ave smore sensible and do not do so—only
once in a while, If' I explain to them [the clder two],
they keep quict but the younger two do not ... they et
anmry with me.” (Wife, 31, HIV-ncaative)

In one houschold where cconomic impact was severe,
the cldest child (a girl of 14) withdrew from school of her
own volition to start carning. In contrast to direct major im-
pacts described carlier, there were some subtle changes re-
ported too. For example, in one houschold, the disturbance
in a child’s cherished routine of an evening walk with the fa-
ther, attected the child emotionally.

Changes in the quality of life, tension at home, and fre-
quent and sometimes prolonged absence of the father due
to hospitalization, aftected children’s psychoemotonal state.

The children arve much subdued now—sior like before,
because the atmosphere [in the houschold [ is such that
one feels something is wrong. They ery a lot too. They
don’t sy much but I can sense their feeling of sadness.
(Wife, 31, HIV-negative)

Although children could sense the changed atmo-
sphere in the family, especially when change and loss were
of greater severity and affected them directly, not all of
them could comprehend the enormity of their parents’
problems. Younger children felt only their own losses, but
older children who understood the situation better be-
came more responsible. For example, in one houschold,
the mother reported that the older children had stopped
quarrelling because thev realized that it upset her. They
also began to help with the housework. Morcover, once
the elder child came to know what illness the father had,
she decided to leave school and start earning in order to
help the mother out. According to the mother,

because she [the danghter] knows that e [the father]
has this ilwess, she savs, “I will work and earn some-
thing and belp vou; otherwise, how will you manage?
You will die of worry and whar will become of us?”
(Wife, 31, HIV-negarive)

Family Formation

Before the seropositive diagnosis was known (T2),
HIV-related illness episodes did not affect decisionmak-
ing regarding family formation for 4 couples vet to com-
plete their family size. Only 1 couple aborted a pregnan-
cv during the husband’s TB episode for fear of infection
in the new-born. However, once HIV serostatus was con-
firmed (T3), it made a major ditference in decisions re-

garding additions to familics yet to complete their forma-
tion process. For the 3 couples, (1 of whom had been re-
cently married), HIV infection meant an end to their de-
sire of having any or any more children.

No mare childven now that we know that we have this
disease. If we did not, then I wonld not have minded.
The doctors bave adviscd us against it and I agree witl)
them beeanse why to create more problems for onrselves,
(Husband, 38, HIV-positive, with one child)

Undoubtedly, all the 3 couples were disturbed at hav-
ing their plans thwarted. This feeling was particularly
acute in the case of the couple that had not even started
the process of family formation. Moreover, this couple
had carlier aborted a pregnancy and they now deeply re-
gretted doing so, realizing that HIV/AIDS had put a
stop to their dreams.

We both fecl bad about not having a child and we tell
cach other this. We both reqret the [earlier] abortion.
She still says that she wants a child, even after knowing
my diagnosis ... I explain to her the risks involved for
berself and for the child, and how it is wrong, sinful to
40 abead knowingly. Then she keeps quice. She does not
cry or get anmy about it. I feel bad about it—both
about not having a child and about hureing ber. I tell
ber that we will adopt a child ... I rold her this abour
1=2 months ago. She was happy about it. (Husband,
30, HIV-pasitive)

Infection with the virus reportedly interfered with the
couples” decision to expand the family size, but this did
not alwavs result in regular use of contraception to avoid
pregnancy. While 2 couples reported using oral contra-
ceptives or condoms on a regular basis, 1 continued sex-
ual activity without any precautions.

Family Economy

The baseline economic condition of the family was
found to significantly influence the resource drain that
HIV/AIDS brings with it. The middle-class houschold
did not report any substantial economic impact of HIV,
possibly because their relatively more stable economic
condition was able to absorb the costs, at least till the
time of data collection. However, the 6 other families re-
ported deterioration in their economic conditions. The
impact was more pronounced in 3 houscholds with se-
vere illness of the husbands, and in 1 houschold where
the husband had lost his job.
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The source of treatment was the starting point of the
cconomic eftect that HIV-related illness had on the fam-
ilv, trom the time of onset of the symptomatic stage. Most
familics in India prefer to seck treatment from the private
health sector, as this is viewed as more ethicient and cffec-
tive than the public sector. People theretore do not mind
incurring expenditures for this purpose. Most couples (6)
in this study reported secking treatment for initial HIV-
related health problems in the private health sector, when
their scropositive status was not known. Multiple and re-
current episodes of sickness resulted in mounting medical
expenditures in terms of consultation fees, treatment fees
(for injections, medicines, ctc.), and cost ot medicnes.
This constituted a significant drain on family resources.
However, the indirect costs (e.g., travel costs, traveling
ume, and waiting time) incurred were minimal “when
seeking treatment from the private sector. For the 7th
family, which was accessing health care from a public sec-
tor hospital, direct costs were incurred only on a few oc-
casions when medicines were unavailable in the hospital
dispensary and had to be purchased privately. In this case,
since the husband was employed in the hospirtal, indirect
costs were absent.

All of the families experienced considerable reductions
in the direct costs of treatment (1.¢., consultation fees,
treatment fees, and medicines) in the post-diagnosis
‘phase, when thev shifted treatment to the public sector.
But indirect costs skvrocketed. It is pertinent to note that
for most familics, the ransfer of treatment to the public
health sector was because of the private sector’s refusal to

treat HIV-intected individuals, rather than because of

family tinancial considerations. Only 1 houschold shitted
treatment voluntarily for economic considerations, and 1
was recommended to the public sector by a private sector
doctor on economic grounds. Because there are very few
organizations/hospitals providing HIV/AIDS-related
services in Mumbai, manv patents and their caregivers
had to travel considerable distance, incurring heavy ex-
penditures, indirect costs and undergoing physical exer-
tion. These expenses worked out to be very steep for fam-
ilies given their baseline economic condition and
deteriorating financial status because of HIV /AIDS.
Absence from work was not uncommon during
episodes of illness, especially severe illness. During the ini-
tial phase of HIV-related illness, such occurrences were
fewer for the husbands in the sample, but with the grow-
ing severity of the infecdon, not only did the frequency
and length of absence increase, but 3 husbands were
physically incapacitated and hence could not continue in
their jobs. Two of them were completely unable to work,

whereas the 3rd husband could manage work only during

the spells when he felt better and stronger, since the job

requirements and environment were both conducive to

such a development. The effects of missing work and in-

abihty to carn were largely contingent on the nature of
employment. Husbands who were self-emploved (2) or |
who worked as temporary dailv wage earners (3) were the

most aftected, as they suffered loss of income. Interrup-

tions in carning implied reduced pay packets for the fam-

ily, and the inability to work resulted in a drastic fall in

family resources. The husband in permanent emploviment

(1) was in a better position, because of the fringe benctfits

the job entailed. Medical and personal leave benetits al-

lowed him to miss work without facing cuts in income, at

least up to a given length of ame.

The loss of a job because of the husband’s HIV status,
despite the absence of any major health problem, was a
significant cause of 1 family’s economic setbacks. In order
to subsist, the husband, previously a temporary daily wage
carner, began to sell liquor. In comparison to the carlier
emplovment, the present means of livelihood brought in
lower returns and did not assure a fixed and regular in-
come. Thus, discrimination faced by the husband at his
work setting was instrumental in plunging the houschold
into economic despair.

Inability of the husband to work made the wives in
single-earner houscholds (3) consider entering the work-
force. The wife working on a part-time basis (1) consid-
ered full-time emplovment, while in another household,
the eldest child, a 14-vear old girl, entered the workforee
in order to case the burden on the mother.

Disturbances in the work life of the wives (2) were
also reported, particularly as the severity of HIV-linked
infections increased and with it, the need to provide care.
When the household was female-headed, wives gave their
earner role top priority as family survival depended on it
Other wives had to take leave from their jobs till the ill-
ness abated, and this sometimes led to reduced income,
depending on the nature of emplovment.

With expenditures outweighing income, families
coped through their savings, if they had anv (4); through
loans, if they had no savings, or once their savings were
depleted (6); and /or through the support of their infor-
mal support networks (4).

Most familics, being from the lower or lower-middle
classes, had limited savings (it anv), which saw the family
through the initial illness phase only. Houscholds without
any savings and those whose savings were depleted, relied
on loans from the informal support system and in some
cases, from more formal sources, to whom repayment had



FAMILIES IN SOCIETY + Volume 83, Number 4

to be made with interest. In some familics, these loans
added on to carlier loans.

Given the economic condition of the family and the
likelihood of it deteriorating with the progress of the in-
fection, couples, especially the wives, reported great anx-
iety about the repayment of loans. One wife, who had the
largest amount to repay, and a major part of whose mari-
tal life had been spent repaying loans, said,

I am very tense—sometimes 1 can’t sleep and wy head
aches. This bappens when 1 actually start thinking
abouz the situation—What will happen? How will we
manage? How will swe repay the loans? How can we go
o coping with this illness? (Wife, 33, HIV-positive)

Another wife whose family was undergoing severe
economic impact, said, “I am extremely anxious because
of money problems—I have to return so many debts to
people, to the company [where she works]. I don’t know
how to do this—I keep thinking abourt this.” (Wife, 31,
HIV-negative).

A drastic change in the quality of life was reported by
3 households, and a worsening of the existing quality of
life in another 3 houscholds was observed. A husband
from a houschold in the first set said,

There is nothing in the house. The children are rotally
deprived. We get very little money from her family and
have to manage with that. We bave not been able to
pay for [the elder child’s] ediscation expenses this aca-
demic year [lis fees, dress, books], so he Ias not restened
school yet. Food is scarce for us. The children seem to be
weaker physically. Evervthing is scavce at home. We
bave to be very frugal and sparing. The kids do not re-
ally know what is happening but they do feel the pinch.
They were used to gesting a lot and so now they keep
asking for things that we can’t give. So we tell them
that they will get it when Iam better. I used to take
them out once @ weck. That has stopped completely. Due
10 lack of moncy, there is a great change in our lifestvie.
There is a lot of deprivation. Both of us feel very bad
about it. (Husband, 36, HIV-positive)

Changes in quality of life were observable in relation
to clothing, education of children, leisure, recreation, and
social activities. In 1 houschold, the nutritional levels of
the family were also affected, whereas in other house-
holds, wives ¢nsured that the nutritional level did not suf-
fer because they were aware of the significance of good
nutrition in stalling the progress of the infection. Yet food

and snacks brought from outside, which were once fie-
quent pleasures, were totally stopped. Social activities
were stopped in all the houscholds. In one household, the
childreii’s outings comprised visits to the hospital where
the father was admitted, but these too were infrequent
because of the expense involved. Children’s education
was affected. One houschold reported that while the ¢l-
dest child had voluntarily terminated her education in
order to assist the family monctarily, for the other three
children, payment of fees, provision of extra tuitions and
purchasing of unitorms and books were serious problems.
Another houschold reported that while they could
presently manage money only for the eldest child’s private
school and tuitions (though it was difficult at 500 Rupees
[Indian currency] per month), sending the two younger
children to the same school was out of the question—they
would have to go to a government-run school. All cou-
ples feared that the children would not complete their ed-
ucation in this changed economic condition. Spouses
were very tense about the situation, especially abour the
cducation of the children. The future plans of the family
were thus destroved.

Couples, especially the wives, put their best foot for-
ward to make ends meet and shield the children from de-
privation. Intra-houschold allocation of resources favored
children and the husband over the wife. However, despite
all such efforts, children were unable to escape the effects
of economic deprivation.

The provision of material and financial support from
both informal and formal sources cushioned the intensity
of the economic impact to some extent. Four families got
some support from relatives, while 4 families were in re-
ceipt of formal support through a nongovernmental or-
ganization providing services to seropositive people and
their families, specifically to children of HIV-infected par-
ent(s). Though it did not take care of all problems and
needs, this support was of great benefit to the families.
Formal support, in particular, provided some stability to
the family’s quality of life, putting an end to their need to
borrow. Some nutritional requirements, children’s educa-
tion and medical expenses were taken care of. Yet, in spite
of support, families were unable to save and loans were
still to be repaid.

Economic deterioration due to HIV/AIDS brought
about psychoemotional distress in all the couples. This be-
came acute once the diagnosis of' HIV. seropositivity was
known, because couples anticipated further downsliding.
Wives in families experiencing greater degrees of cconom-
ic distress (4) evinced intense anger toward their husbands
for bringing such cconomic hardship to the family.
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Al tlis [the problems the family is facing | is of this
husbasnd—if he had some seuse, this would not Iaye
bappened. Thinas would have been fine. He never lis-
tened to me about squandering money drinking, soing
twomen . that is why things arc so bad today. [ do
not knew why he did not listen to me. I cansot under-
stand bis wiind. Fe should have some sense in bis bead,
15 it not? 1 used to always tell hin to snve—thar we
needed money for the childven, for their education and
Sor their marriage. But e wonld not listen. He wonld
sy, “We will save, Now they are young, so therve is no
need.” And e wsed to spend away. (Wipe, 31, HIV-
neaative)

Aspirations and Future Plans

Diagnosis of HIV positivity spelled the end of whatever
aspirations and plans couples had for themselves and their
children. When the exact nature of the illness was not
known (T2), couples continued to dream of a better future,
despite strained spousal relations and poor ¢conomic condi-
tion in some families, which were seen as part and parcel of
family life. But knowledge of the husband’s HIV diagnosis
(T3) marked the beginning of despair and uncertainty for all
the spouses, as expressed in these words, “Every thing has
been destroved™ (Husband, 36, HIV-positve).

Even though some spouses (2) at times denied the
loss of their aspirations and their feelings about the same,
depression over shattered dreams was common in all the
atfected families. Some husbands expressed guilt over
their responsibility in creating such a disastrous situation
for the family.

Twanted my family to come up, to do well, to become
“big,” to be vich, but that will not happen. How will it
happen? When I could have done it, I did not do it.
When I had moncy, I sguandered it—drinking, bay-
ing a good time. I never listencd ro anvone, not even
my pavents. They used ro warn me, corvect me, but I
drd not listen and now this is the result. (Husband,
38, HIV-positive)

Couples now had to look at the furure in a different
light and consider alternatives for the survival of the fam-
ily. Anxiety, uncertainty, and insecurity about the future of
the family, in particular the children, were palpable in all
the couples. Women were worried about how they would
manage after the deaths of their husbands. Additionally,
shelter for those with no home of their own, widowhood,
and in the case of scropositive women, their future health
Status Were pressing concerns. )

Three couples made some plans for the future where-
as the other 4 could only explore their options. A man
from the first group said,

I'have the land in the r":'!!a;m'. We want to go asnd put
it in the childven’s nanies. Then if T am well, we will
return to Bombay where Twill work. If not, we will sot-
tle in the village and do farming. Ouce 1 dic, | my
wifef will setele in the village and work on the v,
That way, she will bave sosmcthing of her 0w, 110 rent,
no obligations. (Husband, 36, HIV-positive)

In contrast, a woman from the second group said,

We have nor made anv arrangements. We bave no
money for anytling. I am afraid abour it. Whar will
happen to us? So far, my brother has helped me a lot
and what brother will desere bis sister? I can stay with
him if want, if I don t get this place. I kaow my in-
lasws will do nothing. Up ro now, they have never both-
ered abour [onr child ], so why will they do so lager. 1
Seel that only my brother will see to her, but so far [
have not told them anvthing or asked them. I have only
thar hope. (Wife, 33, H IV-positive)

Comparing couples that planned versus those who
only explored their options, the deciding factor was the
material and financial resources available to the families.
Families with such resources were in a position to make
plans, whereas those who lacked these resources only ex-
amined alternatives available to them. “No preparations
for the future after my death—we do not have enough
money for the present, how can we think about the fu-
ture?” (Husband, 38, HIV-positive).

From the data, it appeared that concordant couples
with children wortied about the future of their children
after their deaths, and for them, regardless of the avail-
ability of material /financial resources, social resources,
like support from relatives, were of utmost importance.
Some dependence on others was unavoidable for the fu-
ture of the children in these households. Those with good
support systems had no reason to doubt that they would
provide such help, but for others with a reluctant support
svstem or none, and /or who had not thought bevond the
husband’s death, spouses worried about the future.

Discordant couples did not appear to consider social
resources to be of such critical significance, since the
surviving spouse would be present to manage the fam-
ily cither through available resources and/or carning
capacity. Yet there were differences in spousal percep-
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tion. For the husbands in discordant houscholds, the
knowledge that the wite would be around atter their
deaths to see to the family relieved some of the tension.
“I have no thoughts for the family’s future. [my wife)
15 there and she will sce to the children™ (Husband, 36,
HIV-positive).

For the wives, however, there was a great deal of anx-
iety and to some extent, diffidence, as to how they would
manage single-handedly, even though these families also
happened to be female-headed and had been so for some-
time in the past. *I don’t know how I will manage alone.
Where will T get money from? How will T bring up the
children? How will I mecet expenses and satisf needs?™
(Wite, 31, HIV-ncegative).

There were also periods of hope. During these times,
the spouses felt that the husbands would improve or a
cure would come, allowing them to do something for
their families.

Limitations of the Study

The study generated considerable data on a private
and sensitive topic, giving insights into various dimen-
sions of the family experience of a stigmatizing, debilitat-
ing, and terminal health condition. The adoption of qual-
itative rescarch methodology allowed for an in-depth,
contextualized understanding of people’s experiences of
HIV/AIDS, from their own point of view. At the same
time, the inclusion of a clinical sample brought in biases
in representativeness and sample features.

The use of a rewospective design can be faulted for
poor recall due to memory loss. Moreover, time con-
straints precluded follow-up with families after data col-
lection and so this was undertaken only with the profes-
sional caregivers, covered only 3 houscholds, and
included only major events in their lives.

Reliance primarily on in-depth interviews as the
method of data collection could be criticized in terms of
emploving highly subjective data. At the same time,
given the intimate nature of family life, the sensitivity of
the topic, ethical guidelines, and time and resource con-
straints, interviewing was judged to be more feasible
than observation.

The attempt to incorporate an outsider perspective
was hindered by the limited data that protfessional care-
givers could provide, and by the secondary position ac-
corded to observation as a means of data collection in the
study. Thus, largely, it is the insider viewpoint that the
study is able to represent.

Implications for Practice

The findings of the study have direct implications tor
program planning, policy formulation, and service delivery.

The intense stress that seropositive individuals and
their families undergo in coping with the virus, its impact
and implications, underscores their need for emotional
support to help them adjust to the situation, Counscling
facilities and emotional support services that go bevond
mere pre-test and post-test counseling need to be incor-
porated into the repertoire of services provided by HIV-
testing and HIV /AIDS-treatment centers. These should
include both individual and group-level interventions.

The paucity of secondary and tertiary HIV /AIDS-re-
lated services in the city of Mumbai has come out clearly
in the studv. Most interventions in HIV /AIDS focus on
primary prevention activities, namely, education and
awareness programs. While the efficiency and eftective-
ness of these programs certainly need to be stepped up,
providers of care need to widen their focus and initiate
treatment centers, hospices, and other such institutions.
Within these institutions, free and subsidized treatment
and sliding scales should be formulated in order to reduce
the costs of care for the lower socioeconomic groups.

The findings of this research has docuemented the
devastating economic impact of HIV/AIDS on the fami-
Iy that creates needs for material and financial support, es-
pecially for poor families. The data go on to show that the
response to these needs has largely been by the voluntary
sector. However, since such organizations cater to specit-
ic needs and specific types of familics, as the data have
shown, a greater number of organizations, catering to
more needs and more families is called for. Other arcas
needing intervention are respite care for caregivers, assis-
tance with planning for the future, and support with the
direct and indirect costs of treatment. Support to main-
tain health of the seropositive person and the caregiver is
also very important. Institutional care for scropositive
people and/or for the children in aftected houscholds is
required if wives are unable to provide care because of
their carner roles.

The economic impact of HIV/AIDS on the family
arises in part duc to its affects on employment.
HIV/AIDS-related discrimination at the workplace re-
sulted in the loss of a job tor 1 respondent in the present
studv. For others, the growing severity of the infection
initially resulted in interruptions in work artendance,
and later forced dropping out tfrom the workforce. Both
sets of events plunged the houschold into economic de-
spair. Three sets of interventions would be instrumental

428



D'Cruz « Enguifing Darkness: The Impact of HIV/AIDS on the Family

in maintaining better cconomic conditions. First, aware-
ness about the epidemic throughout the workforee to
dispel myths and develop sensitivity toward HIV-posi-
tive individuals. HIV-positive people would then fecl
less threatened about disclosing their serostatus with
others, and knowledge of seropositivity: would evoke
sentiments of support and empathy, rather than acts of
discrimination. Sccond, policies against dismissal from
cmplovment on the grounds of HIV/AIDS need to be
tormulated. Third, the possibility of providing a part of
the salary and /or some benetits during periods of severe
illness and /or incapacitation, particularh within the un-
organized sector, needs to be explored. This would
buffer against the downfall in quality of life, conserve
savings to some extent, and procrastinate the taking of
loans till as long as possible.

The experiences of women reported by the present
study underscore the relevance of gender-sensitive inter-
vention programs. Women are not only burdened by their
caregiving and support roles, but they also experience
acute distress. Moreover, seropositive women need care
and support for their physical and emotonal conditions.
Women’s needs, therefore, require immediate, adequate,
and comprehensive attention. The provision of emotional
support; respite care; material and financial support; sup-
port with regard to treatment and shelter and planning for
the furure; emplovment; training; assistance with caregiv-
ing, cspecially if carning is an unavoidable role of the wife;
and attention to health needs, especially those of seropos-
itive women, are all of utility. This should not solely be the
responsibility of the voluntary sector, but of the commu-
nity and of the informal support nerwork as well.

No child in an HIV/AIDS-affected family remains
untouched by the iafection. Material deprivation, psy-
choemotional distress, disruption of the individual life
cyvcle, and a “parentfication™ process are the most com-
mon outcomes. Services and programs to arrest these
processes need to be developed, so that children may
lead as normal a life as possible. Sometimes, children may
need to be institutionalized since the family environment
proves to be even more damaging, and institutionaliza-
tion is a betrer option to ensure a more normal life for
the children than the one they are being exposed to in
the HIV-attected houschold. Institutional facilities to
provide a home to orphaned children are also of impor-
tance. This is so because for children with concordant
parents, the future is a pressing concern. Parents may not
always have the resources to provide for the children’s fu-
turc and cven if they do, after their deaths, children may
still be in need of guardians because the extended family

may not wish to deal with the illness whether the chil-
dren are HIV-infected or not, and /or because economi-
cally, they are not in a position to do so. If the children
do have guardians to look after them after their parents’
deaths, it is important to check that they are not being
exploited or abused in any wav.

One discordant couple in this rescarch, forced to cur-
tail family formation on account of HIV /AIDS infection,
spoke of adoption as an alternative to gratifving their
needs for parenthood. A review of adoption and foster
care policies is therefore inevitable. Whether seropositive
parents should be allowed to adopt, whether the serosta-
tus of such parents should be disclosed prior to the adop-
tion procedure, and so on, are issues of concern. With re-
gard to children, whether HIV-positive children can be
adopted, whether children of HIV-positive parents can be
adopted, whether serostatus of the child to be given in
adoption should be revealed, what procedure should be
followed if the child’s serostatus is discovered after adop-
tion, are issues that call for exploration.

The study documented the cases of 2 discordant cou-
ples who continued sexual activity, though the frequency
was reportedly lower than earlier imes and condoms were
used during intercourse. This is because post-test coun-
seling advising the use of condoms served to reassure
them of protection for wives. In reality, condoms are not
100% safe and put wives at great risk of infection. There
is, thercfore, a need for a critical re-examination of advice
on safer sex measures for HIV-infected people.

[n addition to measures specitic to the problem, de-
velopmental policies, especially those pertaining to overall
socioeconomic  development and women’s empower-
ment, would go a long way to create environments con-
ducive to better coping with the experience of
HIV /AIDS within families.
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