Disclosure of HIV-positive status: Five women's stories
Kimberly, Judy A;Serovich, Julianne M;Greene, Kathryn
Family Relations; Jul 1995; 44, 3; ProQuest Social Sciences Premium Collection

pg. 316

DISCLOSURE OF HIV-POSITIVE STATUS

FIVE WOMEN’S STORIES*

\

Judy A. Kimberly, Julianne M. Serovich, and Kathryn Greene**

Estimates of the incidence of HIV infection suggest women’s rates of infection have continued to rise steadily. This qualitative
study investigated the factors contributing to 5 HIV-positive women’s decisions to disclose or not to disclose their HIV status to
family members and friends. Data were analyzed using grounded theory principles, resulting in a proposed model of disclo-
sure that applies to these women. Implications for helping professionals and future researchers are discussed.

The Human Immunodeficiency
Virus (HIV), the virus that causes
Acquired Immune Deficiency Syn-
drome (AIDS), is one of the most severe
health threats in this country. From June
1981, when the first case was diag-
nosed, to December 1994, there were
over 440,000 cases of AIDS reported to
the Centers for Disease Control, with
61,400 or about 14% of these cases
women (CDC, 1994). Given that symp-
tomology of women’s HIV infection is
inadequately researched, it has been
suggested that underreporting of HIV in-
fection in women is occurring (Corea,
1992). Regardless, the incidence of HIV
infection in women continues to rise
steadily. For example, from July 1991 to
June 1992, 13.7% of reported AIDS cases
were women. This percentage has in-
creased each subsequent year, with
women comprising 15% of the total
cases from July 1992 to June 1993 and
17% from July 1993 to June 1994 (CDC,
1992, 1993, 1994). Considering that
women made up almost 23% of reported
HIV infection cases (from states with
confidential reporting laws) through De-
cember 1994 (CDC, 1994) and assuming
that HIV will eventually progress to
AIDS, women are likely to constitute an
even higher proportion of future AIDS
diagnoses.

Although heterosexual transmission
accounts for only 3% of HIV infection
cases among men, 36% of women with
HIV contracted the virus via heterosexu-
al intercourse (CDC, 1994). When
women and HIV are discussed, three
groups of women are most studied:
prostitutes, injection drug users, and
women of color (Welch Cline, McKen-
zie, & Glassman, 1992). Although these
subgroups are important populations for
research, scientists have typically
viewed women in relation to others, pri-
marily their sexual partners and chil-
dren, rather than as significant victims
themselves of this epidemic (Welch
Cline et al., 1992). Women as transmit-
ters of the disease to men and babies are
examined more often in the social sci-
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ence literature than women as victims of
the disease (Anastos & Marte, 1989;
Cohan & Atwood, 1994; Corea, 1992;
Hunter, 1992).

With few exceptions, little research
concerning women and disclosure in
the context of HIV has emerged. There
has been no research examining this
issue specifically from the perspective of
HIV-positive women, yet understanding
women’s experiences in disclosing such
information is important for a number of
reasons. First, disclosure is necessary for
support services to be garnered. These
services can take the forms of medical
information and care, social services,
mental health services, and emotional
support from family and friends. With-
out disclosure, an HIV-positive woman
may not be able to secure the services
and support she wants or needs.

Second, disclosure is necessary to
reduce the perpetuation of women as
“invisible participants” in this epidemic.
Examinations of the role of women in
the HIV/AIDS epidemic have been limit-
ed to women’s relationships with others
(e.g., prostitutes, mothers of infected
children). For women to continue to
gain visibility within the scientific, medi-
cal, and social services communities, dis-
closure of their serostatus must be ad-
dressed.

Although the reasons for HIV-posi-
tive women to reveal their status are im-
portant, women may experience diffi-
culty in disclosing. The sources of these
difficulties may be twofold. First, people
with HIV are more stigmatized than peo-
ple with diseases such as toxic shock
syndrome or Legionnaire’s disease
(Hughey, 1986), cancer and coronary
disease (Walkey, Taylor, & Greene,
1990), or leukemia (St. Lawrence, Hus-
feldt, Kelly, Hood, & Smith, 1990). This
stigma may center around the percep-
tion of AIDS as a gay male disease or its
association with activities such as infi-
delity and injection drug use. Given the
possibility of stigmatization, it is under-
standable why HIV-positive women may
choose not to disclose their status.
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Second, disclosure of one’s HIV sta-
tus could put women at risk for losing
employment, housing, health insurance,
friends, or custody of their children. By
keeping her status private, a woman
minimizes other potential sources of
stress (Welch Cline et al., 1992), thereby
aiding her physical, emotional, and men-
tal health as an HIV-positive woman.

Given the stipulated costs and bene-
fits of disclosing one’s HIV positive sta-
tus, it is understandable why disclosure
can become a central dilemma in the
lives of women who learn they are in-
fected with HIV. This research attempts
to understand these women’s experi-
ences from the perspective of the
woman who has contracted the disease.
The purpose of this research is to assess
factors contributing to HIV-positive
women’s decisions to disclose or not to
disclose their HIV status to family mem-
bers. In order to better understand this
process of disclosure, the research ques-
tion under consideration for this study
was:

RQ: What decision making process-
es do women experience in decid-
ing to disclose or not to disclose
their HIV status to family mem-
bers?

METHODOLOGY

Sampling

Maximum variation sampling proce-
dures were used to sample potential par-
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ticipants for this study. Lincoln and
Guba (1985) note that when investiga-
tors seek to understand phenomenon
“in all of its various ramifications and
constructions” (p. 201), it is preferable
to sample on the basis of divergence of
experiences. The participants for this
study were 5 adult women chosen be-
cause of their diverse ethnicity (1 His-
panic, 2 African American, 2 Caucasian),
mode of contraction (2 from husbands,
2 from either IV drug usage or unpro-
tected sex, and 1 unknown), as well as
age (24 years to 42 years). Women living
in a medium-sized community located in
the southwestern United States were
identified and contacted by the Director
of Support Services at a nonprofit com-
munity based agency that serves HIV-
positive individuals. This sampling pro-
cedure allowed for a diverse sample and
ensured the anonymity of the partici-
pants.

Procedures

All semi-structured interviews were
conducted in April, 1993 in a clinical
setting. Each interview lasted from 45 to
90 minutes and was conducted by the
second author, a Caucasian, female clini-
cian. Because these women'’s process of
disclosing their HIV-positive status and
the recipients of that disclosure were of
primary interest, questions focused on
who was and was not told and reasons
why. Stimulus questions included, “Who
did you tell/not tell you were HIV posi-
tive?” “Why was that person told/not
told?” “What did you consider or what
factors were involved in deciding to
tell/not tell this person that you were
HIV positive?” Additionally, the actual
process of disclosure (“when” and
“how” questions) was also examined.
Each woman was paid $25 for her par-
ticipation.

Data Analysis

In order to understand these
women’s experiences, the data were an-
alyzed using grounded theory proce-
dures, which allow the researcher to de-
velop and understand theory and typolo-
gies inductively from the phenomena in
question with a focus on processes and
interactions (Strauss & Corbin, 1990).
For this investigation, four steps were
taken to analyze the data. First, inter-
views were transcribed verbatim,
checked for accuracy by the investiga-
tors and participants, and edited for
identifying information. Next, the inter-
views were coded for content based on
the interview dialogue, with sections
pertaining to disclosure to family mem-
bers being isolated in text. The text was
then read and reread by all investigators
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with the goal of identifying categories,
themes, or recurring processes. Lastly,
the interviews, as well as the processes
extracted by the investigators, were sub-
jected to peer debriefing by a disinter-
ested third party. Here, any biases of the
investigators were probed, and the basis
for interpretations clarified. This step is
congruent with Lincoln and Guba’s
(1985) suggestions that peer debriefing
occur “for the purpose of exploring as-
pects of the inquiry that might other-
wise remain only implicit within the in-
quirer’s mind” (p. 308).

FIVE WOMEN’S

STORIES

Although these women’s experi-
ences cannot be generalized to all indi-
viduals facing this situation, what fol-
lows are descriptions of these women’s
ordeals, thoughts, and feelings about dis-
closing their HIV-positive status and why
they chose the individuals to whom they
disclosed. All women’s names have been
changed to protect their identities.

Ann

Ann is a 38-year-old, divorced Cau-
casian female whose mode of contrac-
tion and time of diagnosis is uncertain.
She presented herself as an amiable
woman, easily adapting to the setting
and using her sense of humor to put her-
self at ease. Although Ann was given an
HIV-positive diagnosis 8 years ago, she
believed the original diagnosis was inac-
curate and that she actually contracted
HIV 1 year prior to the interview. Ann
had been a heroin user “on and off” for
20 years, but had also engaged in unpro-
tected sexual activities with other injec-
tion drug users.

Ann’s initial disclosure was to “no-
body” because “the doctors told me I
only had a year to live.” Ann had not
wanted members of her family to know
she was HIV positive because they “had
been through enough” due to her fa-
ther’s recent death. Specifically, she had
not wanted her son to know because
she did not want him to “see me die.”
Ann’s reluctance in telling her family
changed a few months before the inter-
view and they now know her HIV status.
On telling her son, Ann states, “he wants
nothing to do with AIDS, or me, or any
of it.” Her reason for telling him was,
“Well, if I die, I don’t want him to think
I died a coward. We were honest with
each other. I didn’t feel that there was
anything he could do for me right now
but I wanted to give him the respect.”

When Ann told her mother, her
mom responded with “. . . I don’t know
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what you think I can do about it, we’ve
all got our lives to live” and “Well, it’s
amazing that you didn’t get it sooner.”
Ann was uncertain why she told her
mother but she did state she missed
“being part of a family.” Her disclosure,
however, did not bring her the close-
ness she had hoped.

Ann’s sister is also HIV positive. She
and her sister “do not get along that well
. . . there’s no love lost between us.” Ac-
cording to Ann, her sister tried calling
several times after finding out Ann was
positive but “she overdramatizes and I
can’t. . . . I'm just the opposite. I'll make
jokes and, you know, not hurtful jokes,
but you know, kidding around, instead
of letting the grief totally take me.” Ann
wasn’t sure why or when she told her
sister; nevertheless, when her sister dis-
closed to Ann that she also was HIV pos-
itive, Ann reported feeling “hurt” but
could not articulate an explanation of
that feeling.

Ann’s disclosure of her status to
those outside of her family is primarily
limited to her boyfriend and those per-
sons living within her present communi-
ty. Ann told her boyfriend “because he’s
the most important man in my life . . . if
I didn’t care about him, I wouldn’t
have.” She did not tell her ex-husband
because his whereabouts (and serosta-
tus) is unknown. Ann describes her real
friends as “hanging in there” when they
were told of her HIV-positive status. She
stated, “I don’t really feel there’s anyone
I would feel ashamed about telling. I
look at it like if they are my friends, this
won’t matter. If they aren’t, I'd rather
weed those people out of my life right
now.”

Ann reflected that one of the prob-
lems she has in living with HIV centers
around the decision to disclose or not
disclose her status to the men she
meets: “I also wonder what kind of man
would come near me if he knew I was
HIV positive. But I wouldn’t go with a
man unless he knew . . . . it’s so hard to
tell somebody that, it’s like you know, it
has to be an instant turn off for them.”

Barbara

Barbara is a 32-year-old, single,
African American woman who contract-
ed HIV either engaging in sexual activi-
ties with injection drug users or through
her own injection drug use. She was di-
agnosed at a community mental health
and rehabilitation facility approximately
6 months before the interview.
Throughout the interview, Barbara
seemed tense and timid and unable to
completely relax.
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Barbara’s initial disclosure that she
was HIV positive was to a friend approx-
imately 2 days after her diagnosis. Bar-
bara told him because she did not fear
rejection from him (“he’s understand-
ing”) and because her stress level had
peaked (“I got tired holding it in. I was
about to explode.”). In regards to her
family, Barbara decided to tell her mid-
dle brother first because “he got more
sense than all of them [other brothers}.”
Although she told her brother at his girl-
friend’s house, Barbara did not tell the
girlfriend. Barbara states that the girl-
friend “knew something was wrong
’cause he’s crying and stuff.” It is un-
clear as to how much time passed be-
fore Barbara disclosed her status to her
brother’s girlfriend, but she eventually
did. Barbara relates that they are “pretty
close” so she did not feel threatened by
telling her.

Approximately 3 weeks after telling
her brother, Barbara told her mother.
Much of her reluctance centered around
her mother’s failing health. Her mother
had returned home after a stay in the
hospital when Barbara told her. Barbara
reported guilt about not telling her
mother sooner but “she was in the hos-
pital when I find out and I didn’t go over
there and see her that much and I had
this. You know, I had to explain it to her
that this was the reason I didn’t go see
her there.” Her mother was surprised,
but understanding, and Barbara was re-
lieved that “she accepts me still.”

After telling her mother, Barbara
told her father. As she puts it, “I'm more
close to my daddy than anybody” and
disclosed to him because she needed to
release some of the stress she was expe-
riencing. She “just had to tell some-
body.” In addition, Barbara described
the need to warn as a reason for disclos-
ing her HIV status to her other brothers.
She was afraid they would each contract
HIV and thought by telling them “then
they’ll be careful.”

Of her four aunts, only one knows
of Barbara’s status because she is “closer
to her than any of the others.” Barbara
told this aunt while her mother was in
the hospital. Her aunt advised Barbara
against telling anyone else of her status,
even her mother. Barbara speculates
that her aunt’s reason for not wanting
her mother to know was due to her
mother’s health. Barbara believed anoth-
er of her aunt’s motivations may have
been to protect her. As Barbara stated
“with others, I think she [aunt] probably
knows how they would accept it.”

Of her cousins, Barbara disclosed to
one at a birthday party, although they
hadn’t seen each other in almost 7 years.
Barbara’s decision was based on her
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cousin’s age, “she the oldest,” and her
personality, which Barbara described as
“understanding.” Barbara described the
disclosure process as, “[we were]
standin’, we hugged, and I told her I had
HIV.” Her cousin cried but Barbara was
not certain whether her cousin was cry-
ing because it had been 7 years since
they had seen each other or if it was be-
cause Barbara was HIV positive. Barbara
has no children of her own and, at the
time of the interview, was not involved
in a dating relationship.

Interestingly, Barbara relates that
when she is asked by friends, she denies
being HIV positive. The exchange is usu-
ally couched in terms of “something
they heard.” Barbara is unconcerned
with whether these people find her re-
sponse sincere but does relate that her
friends’ actions indicate her HIV status is
of little consequence to them because
“they aren’t afraid to be around me.”

Paula

Paula is a 24-year-old, married His-
panic woman who contracted HIV from
her husband, Rick. Approximately 7
months prior to the interview, Paula
found out she was HIV positive after
Rick had been in the hospital with pneu-
monia and was tested. At the beginning
of the interview, she spoke quite softly
and often into her hands but, after rap-
port was established, she visibly relaxed,
crossing her legs in the chair and using
her hands to gesture for added empha-
sis.

Because Rick was already HIV posi-
tive, Paula “knew I already was, I didn’t
know how far along, but I knew.” Con-
sequently, after her test results came
back positive, they told Rick’s family to-
gether. According to Paula, her mother-
in-law’s and sister-in-law’s reactions
were ones of disbelief (“they were just
stunned”) and fear (“they wanted to get
the whole household checked”).

Disclosing her status to her two chil-
dren (a boy 6 years old and girl 4 years
old) has been a difficult decision for
Paula. Because of their age, to this point,
she has told them only that she and Rick
are “just sick.” She told the children they
were ill themselves only so they could be
tested. Paula has shown her son videos
about HIV and she tells him “little by lit-
tle how he can contract it and how it’s a
very serious disease” but not that she is
HIV positive. Paula believes she will tell
her children “when they get a little bit
older” and will tell them together be-
cause “she [her daughter] learns as fast
as he does now. So she’ll mostly know
what’s going on then because she’ll be
learning from him.”
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Paula also related that she had dis-
closed her HIV status to her mother and
sisters the night before the interview but
did not tell her father or brother. She
will not tell her father because she feels
he will not offer her much support.
Paula’s perception is that his reaction
would be “. . . okay, you die, you die. So
what?” Similarly, Paula does not believe
she will tell her brother because “He’s
the type of person who really wouldn'’t
care. He’d probably say, ‘Well, you've
got to die someday.’ He’s like my dad.”

Paula had not told her mother and
sisters until the night before the inter-
view because she “just didn’t feel they
would be supportive in any way or any
kind.” Paula told her mother for three
reasons: (a) “it was about time,” (b) she
needed support, and (c) she wanted to
begin discussing later arrangements for
child care once she becomes ill. The
precipitating factor the previous
evening was the fact that she, Rick, and
their children had been living with his
family and she had not been receiving
the promised support that her mother-
in-law said she would provide.

Paula expressed that just telling her
mother was “a big chip off my shoulder”
and she and her mother decided the
next person that should know was her
oldest sister, June. Paula relates she
called June on the phone and had to
convince her she needed to talk about
something important. June was reluctant
at first and finally asked, “Is this life and
death?” Paula replied, “You could say it
that way.” June then asked if the “issue
was on AIDS,” to which Paula respond-
ed in a vague manner. She reported, “All
I heard was a yell across the phone, a
scream, I heard crying, dropping the
phone, and picking it back up.” June
said she would be right over. After June
arrived and they talked about Paula’s
health, Paula’s mother suggested that
June call Paula’s second sister, Louise.
According to Paula, this was fine be-
cause “I felt much better that they all
knew at one time . . . instead of finding
out one day after another. I did not want
to go through the process of having to
retell them over again. I wanted to get it
over now.” After Louise’s arrival, Paula
told her by saying, “I have the news that
Pm HIV.” Louise’s reaction was one of
“Oh my goodness, and then saying my
name over and over. She couldn’t say
anything else, she looked like she had
gotten torn apart.” As for her youngest
sister, Mary, Paula does not want her to
know because “she has a lot of things to
deal with ‘cause we just found out that
her husband was messing on her. And
well, I was like, does she need to know
my problems?”
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There is only one person outside
the family who knows about Rick and
Paula’s serostatus. Approximately 6
months after her diagnosis, Paula told a
friend. Paula’s reasons for disclosing to
her was that she felt her friend was
“more of a [type of] person that would
support, which she did.”

Carol

Carol is a 42-year-old, married Cau-
casian woman who contracted HIV from
her husband, David. David was hospital-
ized with what they thought was the flu,
at which time blood tests were run and
he was diagnosed. Approximately 18
months prior to the interview, Carol was
diagnosed. Carol is a vivacious and gre-
garious woman and freely explained her
situation and feelings without reserva-
tion throughout the interview.

Much of the disclosure of Carol’s
HIV status was done in conjunction with
the disclosing of David’s status. The first
people they chose to tell were Carol’s
mother and sister, Sue. Carol relayed that
she called her mother and sister and told
them over the phone that David had
been diagnosed with AIDS and that she
was being tested the next day. After
Carol received her results, she said her
mother and sister came by the hospital
to see David and she was able to tell
them in person. At that time, Carol re-
quested that they have her included in a
prayer chain they had initiated on
David’s behalf because “I wanted their
prayer cover directly, specifically, for
that [her being HIV positive] as well.”
Carol also called two pastors and “vari-
ous national and international folks to
get a significant amount of prayer cover.”
As she put it, “literally within an hour,
thousands and thousands of people had
been contacted” and she had no reserva-
tions about so many people knowing.

Carol’s half sister, a missionary, was
not contacted right away because she
could not be reached. In addition,
Carol’s first ex-husband does not know
of her status as they have not been in
contact since 1976. She reported, “I
don’t know of any reason to tell him.
We just don’t have any kind of a rela-
tionship.” Carol’s second ex-husband
does know she is HIV positive. He was
told shortly after her diagnosis because
Carol was staying with him while David
was in the hospital. Carol’s reason for
disclosing to him was because his family
owns a pharmaceutical company that
has a research and development depart-
ment and she hoped he could persuade
the company to research HIV.

Carol’s aunts and uncles also know
of her status. As for her daughters (ages
22 and 19), both Carol’s mother and sis-
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ter told each of them. Carol related that,
at that time, because she was with David
at the hospital providing his care, she
only made one attempt to call her
youngest daughter who was away at col-
lege. Similarly, her oldest daughter was
living out of town and did not have a
telephone, so they waited until she con-
tacted Carol’s mother to tell her. Carol’s
father was deceased at the time of her
diagnosis.

As for their son, Mark (age 8), Carol
and David sat down together and told
him because they wanted him to be test-
ed and because “we’ve always been very
honest with our children about the real
world they have to live in.” They also
wanted him to be involved in choosing
his caretaker in the event they should
become ill. Carol stated that the process
of disclosing to Mark went like this:
“Honey, you know how sick daddy has
been and you know that the doctors
couldn’t find out what was wrong. Well,
they finally thought that we should have
an AIDS test made. And we did and the
results have come back positive. Daddy
has AIDS and momma has been tested
and it’s what they call HIV positive and
that’s the virus that causes the condition
AIDS.”

Carol did relate that if she could do
it over again, she would tell Mark in the
same way but not keep him isolated
from David as much as she did. She com-
mented, “I didn’t want Mark to witness
the deterioration that was obvious. It
frightened him. It was more frightening
not to be there. Not to have time with
his dad.” After they told Mark, Carol
went to his school and disclosed her sta-
tus to the principal and asked him to tell
the school nurse and Mark’s teacher.

Linda

Linda is a 33-year-old African Ameri-
can woman who contracted HIV from
an unknown origin a year before the in-
terview. She looked physically tired and
apprehensive about being interviewed.
At the time of the interview, Linda was
unemployed and living with her
boyfriend, son, and grandchild.

Linda was tested for HIV by the
health department after seeing a doctor
for nausea. Initially she kept the news to
herself, “I'm hopin’ and prayin’ like it’s
not what it was” while a retest was
done. After the confirmation came back
she still told no one because “I tried to
deal with it myself at first.” It wasn’t
until a month had gone by that Linda de-
cided to tell her 18-year-old daughter
and 19-year-old son. Her reason she ex-
plained was “I guess ‘cause they under-
stand a lot of stuff. You know they read,
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they can read better than I can.” The
need for more information about AIDS/
HIV was the reason Linda, 3 months
later, told her youngest sister and broth-
er-in-law. She was frustrated with the
health department and could not read
well enough to understand the pam-
phlets that were provided; as she stated,
“They coulda explained it better than
what they did.”

The desire for more information
was intertwined with a need for support
and someone with whom to talk. Linda
reported that her younger sister was the
one closest to her, although she also
considered her aunts to be very support-
ive. This need for support was what mo-
tivated her to tell all her aunts. “I had to
[tell aunts and sister] cause, like I said, it
was killin’ me. I was gonna have a ner-
vous breakdown. I jes’ had to have
somebody, someone to talk to.”

Although Linda had a boyfriend, it
was difficult for her to tell him. She re-
called that she left her boyfriend with
no explanation and refused to see or talk
with him for 2 or 3 weeks. She ex-
plained that it was “cause I didn’t know
how to tell him.” During their time
apart, he continued to call and visit her
sister trying to find out why she left him.
One night she was at her sister’s house
when he showed up so she told him. He
responded well to the news and “he still
wanted me to come back.”

Linda chose not to tell her mother,
brother, older sister, baby grandchild,
and 12-year-old niece. Although she
wanted her mother to know, her mother
was in poor health and in the hospital
with heart trouble. Linda reported that
one of her aunts told her mother and her
mother confronted her but she denied
being HIV positive: “I jes’ didn’t know
how to act. ‘Cause I don’t know how to
tell her nothin’ like that. You know,
when the time come or somethin’ she’ll
know but other that, jes’ me tellin’ her, I
don’t think she need to know.” There
were also people Linda felt should not be
told. Her brother and sister lived out of
town and could not help her so there
was no reason to tell them.

DISCUSSION

Despite the unique situations for
each woman, commonalities exist; the
following model (see Figure 1) provides
a framework for understanding the dis-
closure processes of these women. Each
step of this six-step process brings its
own special dilemmas, barriers, and deci-
sions. Although this six-step process is
based on the disclosure patterns of only
5 HIV positive women, over 60 disclo-
sive episodes were discussed during the
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course of these women’s interviews.
Therefore, although still exploratory, the
process outlined here can serve as a be-
ginning framework for understanding
and assisting women with disclosure. Ad-
ditionally, this model can be helpful for
therapists, social workers, medical per-
sonnel, family members, or friends who
work with and struggle to help these
women. This knowledge is especially im-
portant because it is realistic to expect
that, as this epidemic continues, women
will be increasingly affected and infected
(CDC, 1994; Shayne & Kaplan, 1991).

The following section describes
each step and proposes therapeutic in-
terventions for each. It should be noted
that, although these steps are presented
in a linear fashion, there is no reason to
believe women experience them in such
a strictly uniform manner. In fact, some
women may go back and forth between
steps and some steps might not be expe-
rienced at all.

Step 1: Adjusting to the
Diagnosis

For these women, the first step of
the disclosure process was adjusting to
the shock of their diagnosis. These
women needed time to make personal
adjustments to their diagnosis before
telling others. As Linda remarked, “I
tried to deal with it myself at first.” Four
of the 5 women in this sample reported
they told no one initially after receiving
their diagnosis.

After a period of struggling with the
diagnosis themselves, these women
came to a place in which they could
begin thinking about telling others. Al-
though this time varied in length, it usu-

Figure 1. Process of disclosure.
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ally coincided with the time between
testing and retesting or between a part-
ner’s diagnosis and her own test results.
For example, those women who were
married and received their diagnosis
after their husbands were diagnosed had
a period of time where they could begin
thinking about their own serostatus and
how to tell others. This window of time
may have served as a psychological
buffer for these women in that they
were already contemplating the possibil-
ity of being HIV positive. As Paula stat-
ed, “I already knew I was [HIV positive],
1 didn’t know for how long, but I already
knew.” For those women who were not
tested because of their partner’s diagno-
sis, this buffer period did not exist and,
therefore, reaction to the diagnosis took
a different form.

Interventions. At this step of the
disclosure process, interventions might
include aiding women in adjusting to
their diagnosis and reaching a level of
personal acceptance. For some women,
adjustment might be facilitated by inter-
ventions such as support groups or crisis
counseling. For others, this time might
involve additional education about the
disease and/or information about avail-
able services.

Step 2: Evaluating Personal
Disclosure Skills

After these women reached some
level of being able to deal with the diag-
nosis, the next step was an examination
of whether they possessed the skills nec-
essary for telling others. Here, these
women evaluated their ability to dis-
close relevant yet disconcerting informa-
tion. This process is evidenced by re-
ports of apprehension about not know-
ing how to approach the subject. For ex-
ample, Linda stated she had not told her
mother because “I jes’ didn’t know how
to act. . . ‘Cause I don’t know how to
tell her nothin’ like that.”

Interventions. A reaction such as
Linda’s speaks to the need for HIV-posi-
tive women to be counseled on strate-
gies for successful disclosure. Programs
might be developed to educate these
women on pros, cons, difficulties, and
strategies for both telling family mem-
bers and having their own needs met.
Such programs might include role plays,
support groups, or discussions of suc-
cessful/unsuccessful approaches to dis-
closure utilized by other women.

Step 3: Taking Inventory

The next step in this process is eval-
uating the appropriateness of disclosing
to a potential recipient. This process en-
compasses taking inventory of one’s
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family and friends network and decid-
ing, seemingly on an individual basis,
whether that person should be told. Cri-
teria for evaluation centered around the
person’s role (family, nonfamily) and the
level of social distance (intimate, nonin-
timate). For example, Barbara stated she
did not tell some people because “it was
none of their damn business.” For most
of these women, family members were
considered appropriate recipients,
whereas nonfamily members, such as
persons in the community, were consid-
ered less appropriate. This classification
supports previous research findings
(Serovich & Greene, 1993; Serovich,
Greene, & Parrott, 1992), which suggest
that individuals create informational
boundaries concerning appropriate re-
cipients of disclosure and that the rela-
tionship quality and anticipated re-
sponse are significant predictors of dis-
closure of HIV testing information
(Greene & Serovich, 1994).

Interventions. Deciding whether to
disclose to others can be one of the most
difficult processes for HIV-positive
women. Women may need assistance in
defining their family boundaries or ap-
propriate recipients of HIV testing infor-
mation in order to help reduce the po-
tential stress arising over such decision
making processes (Stulberg & Bucking-
ham, 1988). It is important to note, how-
ever, that because individuals create
boundaries on an individual basis, deci-
sions about who to tell and who not to
tell are idiosyncratic. In addition, women
need to be informed of the legal rights of
HIV-positive persons and laws surround-
ing HIV disclosure. For example, state
laws vary as to whom the disclosure of
HIV testing information is required.
Thus, although it may be morally correct
to disclose to one’s partner, it may not
be a legal requirement. In fact, in most
states, partner notification programs
exist in order to confidentially inform
past partners of potential risk (For a com-
prehensive review of state laws, see
Campbell, 1990; Hermann & Schurgin,
1991).

Step 4: Evaluating Potential
Recipients’ Circumstances

In this phase of the disclosure pro-
cess, these HIV-positive women evaluat-
ed the circumstances that might prohib-
it disclosure. At this point, someone may
be deemed appropriate, but circum-
stances surrounding that person prohib-
it disclosure. For instance, for the
women in this study, prohibitive circum-
stances included poor health, the age of
the person to be told, whether the fami-
ly member was enduring a crisis
him/herself, and physical proximity.
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Except for Carol, none of the
women who had children or extended
family members (usually nieces and
nephews) under 13 years of age told
them they were HIV positive. These
women told children that “they were
sick” or “may not feel well a lot of the
time” but none actually stated she was
infected with HIV. These women stated
that because they were unsure if the
children were able to understand the in-
formation adequately and correctly, the
decision was made to reveal only that
they were sick.

Some family members were not told
because they were experiencing person-
al difficulties themselves or were experi-
encing health problems. For example,
Paula did not tell her youngest sister be-
cause she “has a lot of things to deal
with.” In talking about her son, Ann re-
lated “I didn’t feel there was anything he
could do for me right now . . . cause he
was going through a lot of trips behind
my dad dying.”

An additional circumstance that may
prohibit disclosure is distance. If a fami-
ly member lives far away, he or she may
be unable to provide the support de-
sired by the discloser. For example, be-
cause Linda interpreted distance as un-
availability, she saw no reason to tell her
brother and sister.

Interventions. Interventions at this
step may focus on two options. First,
women may need assistance in accept-
ing that some friends and family mem-
bers may never know about their illness.
It is plausible that this situation may
arouse feelings of guilt for not telling
them and fear or anxiety that others may
find out anyway, as well as sadness or
anger in not being able to share this in-
formation and garner needed services or
support. In this situation, women may
need assistance in either processing and
accepting the situation or making differ-
ent choices. Second, women may need
to develop plans for later disclosure
when children are older, people are
healthy, crises have been resolved, or
the person is closer in proximity.

Step 5: Anticipating Reactions
of the Recipient

Anticipating the reactions of the po-
tential recipient of this information is
the next factor in predicting whether or
not these women disclosed. Here, these
women tried to foresee how the person
would respond to being told she was
HIV positive. Anticipatory reactions took
three forms: supportive, hostile, and am-
bivalent. Most of the women even expe-
rienced a period of “testing the waters”
with someone they knew would be un-
derstanding. For example, Paula told her
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friend, “you look like you can support
me until I tell my sisters.” These women
also related that telling people whom
they anticipated would be understand-
ing made it easier for them to tell others.
Once the process began and they re-
ceived support, it was easier to tell oth-
ers. For example, Paula, in trying to de-
cide whether to disclose to one of her
sisters, asked her a lot of questions re-
garding HIV “to see how she’d deal with
the situation when I did tell her.” It
should be noted that those people
whom the women anticipated as being
supportive were still cautiously ap-
proached because of the inherent risks
involved with disclosing this informa-
tion.

Women elected not to disclose
when a hostile reaction was predicted.
Paula stated that initially she did not
want to tell members of her family be-
cause “I thought they would have reject-
ed me because of the way we grew up
and stuff.” She also related that one of
her sisters was not considered as a care-
taker of her children because her hus-
band was “the type that doesn’t really
understand the disease yet. He’s like,
you have it—you gotta get away from
me.” Other women feared not having a
romantic relationship and wondered, as
Ann did, “what kind of man would want
to come near me if he knew I was HIV
positive?” Additionally, when it was an-
ticipated that a person would react am-
bivalently, she or he was not told. Exem-
plary of this is Paula, who did not tell
her father or brother because “[they]
aren’t the type of person who would re-
ally care.”

Interventions. At this step, women
may need to work at clarifying anticipat-
ed reactions. For example, processing
how the person responded to sensitive
information in the past may be useful.
Similarly, coaching women in ways to
“test the waters” and how to clarify
whom they may be able to ask for help
is also relevant here. Deciding that some
individuals may never be told or may be
told later may also be appropriate.

Step 6: Motivation for
Disclosure

The final step in these women’s de-
cisions to disclose was their motivation
for disclosure. Here, if they had decided
that disclosure to a particular person
was appropriate, the women still had to
have some motive to disclose their sta-
tus. For these women, motivation took
two forms: support and obligation. Sup-
port included expressive needs, such as
the cathartic nature provided by telling,
and instrumental needs, such as acquir-
ing accurate disease information and
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care for children. Obligation included a
sense of duty and a desire to warn or
help the person.

The most prevalent motivation for
disclosing their serostatus among these
women was the need for expressive sup-
port. Comments such as “I got tired just
holding it in. I was about to explode”
and “I was goin’ crazy and had to tell
someone” reflected the importance of
needing to share the burden. As Linda
clearly stated, “I was gonna have a ner-
vous breakdown. I jes’ had to have
somebody, someone to talk to.”

These women also needed to dis-
close to acquire instrumental support.
This support took two forms: care for
children and information about HIV.
Paula and Carol, both of whom had
young children, told family members in
order to secure caregiving for their chil-
dren when the women got sick and after
they were gone. Not surprisingly, each
discussed the issue of her children’s wel-
fare with other family members, primari-
ly female siblings. Carol revealed that
she and Rick had gone through a list of
possible family members and crossed
them off one by one in attempts to agree
on who would be the best caretaker. Be-
fore this could be done, however, they
felt that each family member had to be
told and agree to care for the child.

Some women reported that disclos-
ing was necessary to obtain additional
information about HIV. Linda stated that
she disclosed to her older children and
youngest sister so they could give her in-
formation because “they can read better
than I can.” Carol remarked that she
“wanted every drop of information that
anyone had about it. I was like a little
sponge, just sucking it up and assimilat-
ing everything.”

Another facet of motivation for dis-
closing their HIV status was a sense of
obligation to tell their family members.
This obligation was manifested in two
ways. First, there was a need to protect
their family members. For example, Bar-
bara felt that by disclosing her status to
her brothers “maybe they’ll be careful.”
Secondly, disclosure occurred out of a
sense of duty. Ann stated that her reason
for disclosing to her son was that she
“wanted to give him the respect” of
knowing.

Interventions. At this point, a
woman may need to identify persons
best suited for meeting her instrumental
and expressive needs. For example, a
woman may need to identify those per-
sons whom she might rely on for emo-
tional support. This process of clarifying
her needs and identifying who might
best meet them serves two purposes.
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First, this process can assist women in
clarifying what they hope to attain from
the disclosure. Second, it can help
women establish that the persons are ap-
propriate sources for meeting identified
need(s). Women may also need a time
for preparing themselves in the event
that the recipient is unable or unwilling
to be of assistance.

IMPLICATIONS FOR

EXPANDING THE
MODEL

There are a few concluding points
and caveats that need to be made about
the applicability of these findings. First,
because these women were open
enough about their HIV status to seek as-
sistance from the agency from which
they were recruited and were willing to
be interviewed, this sample is inherently
biased. Therefore, it is of primary impor-
tance that these findings be placed in
the context of the women interviewed.
The described process may not be ade-
quate for explaining the disclosure pro-
cesses for the multitudes of persons that
are affected by this disease. That is, fac-
tors such as gender, age, income,
race/ethnicity, social class, mode of con-
traction, sexual orientation, and the na-
ture of the relationship may influence
the utility of such a model. For example,
Crandall (1991) found the women who
had contracted HIV from heterosexual
sex reported feeling more stigmatized
than the men who had contracted HIV
through homosexual sex. This further
suggests that the applicability of this
model to hemophiliacs, adolescents of
either gender, gay men, lesbians, or het-
erosexual men may be limited.

In addition, these women did not
address disclosure to nonintimates, such
as employers, landlords, coworkers, or
bank tellers, even though the nature of
the interview did not impose such a re-
striction. Future researchers might con-
sider exploring the disclosure process
for women to nonfamily members.

Second, there is no theoretically
proposed time requirement or restric-
tions for movement through the steps.
For some women, as in the case of
Carol, the stages may be moved through
quite rapidly. Other women, however,
might take considerable time in making
decisions. What remains important is
that women be able to identify where
they are in the process, feel good about
where they are, and be assisted in taking
steps at a pace that feels comfortable.

Third, the interventions discussed
here are proposed in reaction to the
women interviewed for this research.
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The goal of these suggested interven-
tions is to help women find the path to
disclosure that maximizes their support
and fulfills their needs. The proposed in-
terventions are not exhaustive and,
therefore, helping professionals are en-
couraged to be creative in developing
therapeutic programs, procedures, and
interventions that most fully meet the
needs of the women with whom they
work.

Next, it is hoped that the ideas ex-
pressed here will provide future re-
searchers with diverse avenues for ex-
ploration into the lives of HIV-positive
women. What interventions and strate-
gies are most effective at different steps
of the disclosure process? How are the
various steps managed most effectively?
More specifically, how do women dis-
close to their children? Does disclosure
vary by age of the child and what is the
corresponding reaction by the child?
What coping strategies do the women
employ? What strengths of HIV-positive
women will assist with their survival?
These questions are especially meaning-
ful in the facilitation of medical care and
maximization of the quality of life for
HIV-positive women because such re-
search may predict women’s willingness
to seek medical services, social service
support, and therapy.

Lastly, this research has implications
and applicability for women in general
as they struggle with other stigmatizing
information. For example, it would be
expected that mothers of HIV-positive
children might experience a similar pro-
cess to those who are infected them-
selves. Is the model, then, congruent
with the experiences of women who
face disclosing information such as rape,
abortion, or sexual abuse? Future re-
searchers might test this model with
larger and more diverse populations of
women who struggle with various se-
crets that burden and subsequently op-
press.
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