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Abstract
The purpose of this grounded theory study was to investigate how Danish HIV-positive persons live with their disease,
focusing on HIV-related stressors. Using the Glaserian method, we analyzed textual data from in-depth interviews with
16 HIV-positive persons. Decisions about disclosure appeared to be a major concern and a determining factor for HIVrelated stress. Consequently, we developed a substantive theory about disclosure decisions in which three different
strategies could be identified: (a) disclosing to everyone (being open); (b) restricting disclosure (being partly open);
and (c) disclosing to no one (being closed). Disclosure was a continuum; none of the three strategies automatically
relieved HIV-related stress.The theory describes the main determinants and consequences of each strategy. Our study
demonstrates the importance of recurrent individual considerations about disclosure choices and plans, and offers
a theoretical basis for interventions designed to assist persons living with HIV to make the best possible individual
decisions regarding disclosure, and thereby reduce HIV-related stress.
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Mortality rates for those infected with human immunodeficiency virus (HIV) have decreased substantially in
recent years as a result of improved medical effectiveness
(Jensen-Fangel et al., 2004; Keiser et al., 2004; Mocroft
et al., 2003; Van Sighem et al., 2005). Although highly active
antiretroviral therapy (HAART) has transformed HIV from
a terminal to a chronic disease (Lohse et al., 2007), this
transformation has not changed the way the public
views the disease (Joint United Nations Programme on
HIV/AIDS, 2007). The fact that HIV remains a highly
stigmatized disease throughout the world (Herek, Capitanio,
& Widaman, 2002) is also significant in Denmark (Danish
AIDS Foundation, 2009). Although overt expressions of
HIV-related stigma have declined during the past decade,
nearly one in four Danes remain fearful of having direct
contact with an HIV-positive person; every 5th HIVpositive person has told two or fewer people that they are
infected; and every 3rd HIV-positive person is afraid that
their HIV status will become known in their social circle
(Carstensen & Dahl, 2008; Danish AIDS Foundation).
The psychosocial impact of receiving an HIV-positive
diagnosis is well documented. Receiving this diagnosis is
almost always a life-changing and traumatic experience
(Leserman et al., 2002). Difficulties associated with discrimination and stigmatization necessarily complicate the
coping process, and a need to implement holistic models

of care that address the psychosocial, spiritual, and physical dimensions of living with HIV infection has therefore
been advanced (Barroso & Powell-Cope, 2000). Collectively,
these stigma-related experiences might contribute to stress
and adjustment difficulties among persons living with
HIV (Clark, Lindner, Armistead, & Austin, 2003; Heckman
et al., 2004; Lee, Kochman, & Sikkema 2002).
It is well established that persons with an HIV infection have high rates of stressful life events. In particular,
HIV presents individuals with multiple challenges that might
overwhelm their coping resources and impair their psychological adjustment to the ongoing demands of managing
this stigmatized, chronic disease (Bouhnik et al., 2005;
Ironson et al., 2005). Furthermore, because HIV-positive
people might respond to stigma by concealing their disease from others, concerns about the consequences of
inadvertent disease disclosure could interfere directly
with self-care efforts. Researchers have begun to outline
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the effects of stigma on adjustment and health, and conceptual models of adjustment to HIV disease increasingly
recognize the importance of stigma (Heckman, 2003;
Schmitz & Crystal, 2000). Psychological factors might
also affect HIV disease progression, and the impact of
stressful events on changes in disease markers has previously been reported (Leserman et al., 2002). The association between HIV and depression is attributed to multiple
factors, including poorer cognitive and physical functioning because of HIV or treatment side effects (Clifford,
2008; Hult, Chana, Masliah, & Everall, 2008; Vance, Farr,
& Struzick, 2008), health-induced anxiety and stress, HIVrelated stigma, and social isolation/loneliness (Rodkjaer,
Laursen, Balle, & Sodemann, 2010; Vanable, Carey, Blair,
& Littlewood, 2006).
Danish researchers found that self-reported emotional
strains such as guilt, shame, stress, loneliness, living a
double life with HIV as a secret, and stigma had an emotional impact on the daily life of HIV-positive persons,
and were significantly associated with a higher risk of
depressive symptoms (Rodkjaer et al., 2010). These feelings are difficult to define, and stress, for example, can
include many conditions; it can refer to the strain involved,
to the physical and mental changes taking place in one’s
body, and to an individual`s sense of inadequacy. Stress
can lead to depression, and depression is documented as
the second most common form of psychological distress
experienced by individuals with HIV (Bing et al., 2001;
Ciesla & Roberts, 2001; Leserman, 2008; Rabkin, 2008).
To close the gap between meaning and measurement
(Barroso & Sandelowski, 2001), the purpose of this qualitative study was to explore how HIV-positive persons
in Denmark live with the disease, focusing on stressors
related to HIV.

Method
We used a Glaserian grounded theory research design
with concurrent interview data collection and a constant
comparative analysis (Glaser, 1978; Glaser & Strauss,
1967; Lomborg & Kirkevold, 2003).

Participants
Sixteen participants were recruited from an outpatient
clinic that provides care for 11% of the total HIV-positive
population in Denmark. The participants had all participated in a cross-sectional, questionnaire-based study
about HIV and depression in 2008 at the same outpatient
clinic. The maximum variation sample consisted of
4 women and 12 men, 8 of whom were heterosexual and
8 of whom were homosexual, ranging in age from 22 to
66 years. Ten participants had previously been or were
currently (at time of interview) diagnosed with depression,
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and 8 were diagnosed with HIV before 1996 (when there
was no access to HAART), whereas the other 8 were
diagnosed after 1996.

Data Collection
Data were collected from in-depth, semistructured individual interviews with the 16 participants. All interviews
were conducted by the first author (Rodkjaer) between
March and August 2009, and lasted about 1.5 hours each.
The interviews started with a few open-ended questions,
allowing the persons to express in their own words what it
was like living with HIV. Next, some predefined themes
guided the interview, focusing on (a) facilitators/barriers
to living with HIV, (b) strategies for coping with HIV,
and (c) stress and depression. The interview guide was
flexible and was developed concurrently throughout the
process of data collection and analysis. Immediately after
each interview, the interviewer made a general summary
and the participant was invited to elaborate and/or correct
any potential misunderstandings.

Analysis
Digital audio recordings of the interviews were transcribed verbatim and entered into the computer program
NVivo 8 (QSR International, 2008). The systematic data
handling and search functions in this program helped us
to structure and manage our data (Richards & Richards,
2003). The analytic process included open, selective, and
theoretical coding. In the open coding process, the transcripts were inductively analyzed line by line, and several
codes were developed to assess the data. Subsequently,
the open codes were clustered into categories. After an
analysis of the first six interviews, the core category “making individual decisions regarding disclosure” emerged as
a main concern, which was ethnographically faithful and
enduring beyond the single participants. Once the core
category was generated, the sampling became selective
along the line of this category. Subcategories and their
properties were developed using further data collection
(six interviews) and a constant comparison of the data as
a whole. In the theoretical phase of the analysis, the
relationships between the core category and its subcategories were determined and described. The process continued until no new properties emerged and theoretical
saturation was reached. In accordance with the grounded
theory method (Glaser & Strauss, 1967), memos were
written during the entire analytical process to record
ideas about emerging categories and assumptions about
their relationships. The first and last authors (Rodkjaer
and Lomborg) worked together and discussed the analytical progress using the data and memos throughout the
analysis.
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Ethical Issues and Approval
The study was approved by the Regional Health’s Human
Research Ethics Committee and the Danish Data Protection
Agency. Before starting an interview, the patient was introduced to the study, told that all information would remain
confidential, and assured that declining to participate in the
study would in no way affect their access to treatment.
Furthermore, participants were informed about their right
to withdraw from the interview at any time. Before beginning the interview, the participant signed a consent form
that addressed the purpose of the research, explained the
confidentiality issues, and explained that the interviews
would be tape recorded and transcribed.

Findings
An analysis of how the HIV-positive persons incorporated the disease into their lives revealed detailed information about disease-related stressors. Their main concern
was “making individual decisions regarding disclosure”
to find the right balance to suit their current personal
life situation. The three different strategies of disclosure
imposed different dilemmas and possible stressors; the
three strategies were (a) disclosure to everyone
(being open); (b) restricted disclosure (being partly
open); (c) disclosure to no one (being closed). None of the
strategies automatically released disease-related stress.
Decision making concerning disclosure was shaped by
factors specific to the individual, as well as factors specific to the social environment. Sharing their HIV status
could provoke anxiety and cause perceived threats to their
personal well-being because HIV is still associated with
stigma and prejudice. One woman expressed,
People have so many prejudices because it has to
do with your sexuality, and they think you have
lived a promiscuous life. I think it will take years
before this attitude changes. Maybe when they
develop a vaccine, so you can’t transmit it to others. When you talk about diabetes or cancer, people
feel sorry for you, but that is not necessarily the
case if you say you have HIV.
It took a good deal of time for the participants to find—
and energy to sustain—their emotional balance in life,
and coming to terms with being HIV positive. Within the
context of a society that stigmatizes the disease, a new
personal identity as “a person living with HIV” had to be
incorporated into the self. Whether the HIV-positive person wanted to or not, he or she had to “crack their individual code” on whether or not to disclose their HIV status
and find some kind of balance or peace within themselves.
One patient stated,

As time passes, you learn how to crack the code
before things get worse, and you learn how to cope
with HIV. . . make peace with it in a way . . . that
is important to me, so I can get on with my life.
The participants were not only physically infected with a
virus, but also “psychologically infected” because of the
challenge regarding disclosure. One of the participants
described it with this metaphor: “I had been hit by a hard
bullet. This bullet is constantly being activated and deactivated, and it has something to do with my loneliness and
living in secrecy with HIV.”
Each participant coped very differently, according to
his or her choice of disclosure strategy and also within that
individual strategy, depending on individual resources
and the individual’s way of meeting life challenges in
general. It appeared that a personal commitment to life,
along with a sense of control and the ability to see obstacles as challenges, influenced their strategic preferences.
Making an active choice by weighing the pros and cons
of the consequences of disclosure seemed to be of great
importance. Having a desire to disclose, the participant
still contemplated potential reactions and consequences.
Making individual decisions regarding whether or not to
disclose influenced the participants’ experiences in terms
of secrecy, control, social support, and protection against
stigma and prejudice, and was, therefore, a prior determinant of disease-related stress. An outline of the three disclosure strategies and their consequences in terms of
secrecy, control, social support, stigma, and prejudice is
presented in Table 1.
Decision making was both an acute and recurring challenge rather than a momentary phenomenon. Once the
diagnosis was stated, disclosure was one of the first things
that had to be considered. The decision was often characterized by having mixed emotions and questions, such as
whom to tell, when to tell them, and what to tell them. The
majority of participants indicated that they had adopted a
way of no or limited disclosure during the early postdiagnostic phase. This strategy gave them the opportunity to
come to terms with their HIV status before dealing with
the reaction from others. Disclosure was an ongoing process throughout life, and not just an issue at the time of
diagnosis, and turning points or transitions occurred over
the years. Some persons did change their strategies. As
illustrated in Figure 1, the transition could go either (a) from
disclosure to no one to restricted disclosure, and sometimes even to disclosure to everyone; (b) from restricted
disclosure to disclosure to everyone; or (c) from disclosure to everyone to restricted disclosure (e.g., when the
HIV-positive person had a new job and/or moved to
another area).
The participants’ respective disclosure strategy sometimes changed over time and was related to their individual
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Table 1. Consequences of the Three Strategies of Disclosure
Restricted Disclosure
(Being Partly Open)

Disclosure to Everyone (Being Open)

Disclosure to No One
(Being Closed)

Relief from secrecy
Loss of control
Social support

Secrets
Control
Social support

Secrets
Control
Social isolation

No protection against stigma and
prejudice

Protection against stigma
and prejudice

Protection against
stigma and prejudice

Disclosure to no one

Restricted disclosure

Disclosure to everyone

Figure 1. Transitions between different disclosure strategies

development, whereas some seemed to gain openness with
increasing age, alleviating their worries. Positive experiences after disclosing their HIV status motivated some
toward being more open, whereas negative experiences
had the opposite effect. One man said,
It overwhelmed me being interviewed by the newspaper, because I wasn’t prepared for the consequences. The journalist didn’t keep his promise
about what to write, and he wrote things that we
hadn’t agreed on. . . . It took me quite some time to
cope with this, and to cope with both negative and
positive responses from people. . . . I will never give
an interview again, or go public about my HIV status.
Some patients explained that they needed to start afresh,
and changed strategy when they moved to another town
or changed jobs. A woman said,
I am having treatment, and HIV does not influence
my work effort so I can’t see the point in telling it
to my boss now that I am changing jobs. . . . I don’t
see myself as a sick person, and I want to focus on
the healthy side of me. HIV is not an issue for me
any longer, and it doesn’t influence my daily life. .
. . I want to start a new life where HIV is not in the
front but [is] just something I live with. If people
ask me I will just tell them. But I will not tell them
as the first thing.

Disclosure to Everyone (Being Open)
HIV-positive persons who disclosed their HIV status to
everyone in their network had the simple strategy of
always disclosing their status to other people. This strategy was not synonymous with being easy; rather, it
imposed on the person a variety of thoughts on how and
when to communicate it to other people. Typically, the
decision was made soon after the diagnosis, and the HIVpositive person’s attitude was that their network must
accept them as they were if they were still to be part of
the person’s life. This strategy relieved the participant
from living with secrets and the stress associated with
worries about “who have I told what to,” “what if they
find out,” and “which story shall I tell.” Not everyone in
the HIV-positive persons’ network accepted their status,
and some of their network might therefore disappear
during the disclosure process. A man expressed it in this
way:
If my friends couldn’t accept it then we couldn’t be
close friends. . . . They thought I was too hard on
them, but as I said to them, I won’t live a life with
friends that are afraid of me, that don’t want to
drink from the same cup as me, or are worried that
I could infect their children when I give them a
hug. They had to make a decision and a lot of them
dropped me. . . . It was very hard, but I know it was
the right thing for me to do.
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Choosing the open strategy did not mean disclosure to
everyone the participants met, but if people asked them
they would disclose their status. Unintentional disclosure
and concerns about others finding out about their HIV in
an inadvertent way was the reason for choosing this strategy. The participants who chose the open strategy wanted
people to get to know them a bit before they told them
about their HIV status, especially people they were or
wanted to be close to. This approach was chosen so as to
be seen as the person they were without interference from
other people’s opinions and prejudices about HIV. Once
other people felt sympathetic toward them, then HIV
would not be in the foreground in the relationship. One
woman stated,
I like people to have a chance to know me a bit
before I say anything, especially people I am
close to. Then they have an opinion about me
without knowing I am HIV [positive], and I think
this makes a difference. . . Hopefully they will
think of me as a nice person, and then HIV is just
a minor thing.
Being open helped the HIV-positive persons accept
their new identity by balancing their integrity with their
HIV status. The HIV-positive person had to be prepared
to face stigmas and prejudices, and to support the persons to whom he or she had disclosed. In fact, very often
people had a lot of questions and needed a lot of information, and it required a lot of energy to tell them about
their HIV status and also provide HIV information. The
participants prepared themselves beforehand to be confronted in an unpleasant way, and to protect themselves
if people met them in a negative way, although it often
turned out positively. One man said, “My girlfriend
reacted in a positive way when I told her. I don`t know
how I would have coped if I haven’t had her support.”
Another participant agreed about the importance of
social support:
None in my family had been condemnatory at all.
They felt it as a vote of confidence that I told
them about HIV . . . and they support me in a
good way. It is hard to imagine if they were not
there for me . . . it is nice to know that somebody
cares for you.
This strategy induced loss of control about who knew about
their HIV status, what others would be thinking, and who
the person to whom they had disclosed their status would
tell. The HIV-positive person who chose this strategy felt
that the way out of stigmas and prejudices was to talk
about it, and for some, this strategy served as a kind of
therapy.

Restricted Disclosure (Being Partly Open)
Restricted disclosure was a mixture of the two other strategies. It was the most common choice, and also the most
complex. Some of the participants managed this complexity, living a balanced life, whereas others suffered from
emotional distress and depression. It was a commonly
employed tactic for protecting oneself from potential stigma
and rejection. It required constant decision making and
problem solving about what information to share and with
whom, and there was no simple way to decide who to disclose the information to. Most participants were exceedingly reluctant to disclose their HIV status to more than a
chosen few, usually partners, immediate family, and close
friends. Disclosure of HIV status varied depending on
several factors, including the type of relationship; a wish
not to worry or “burden” loved ones, particularly young
children and elderly parents; wanting to avoid pity, questions, or well-meaning advice; or to avoid unpleasant situations. A woman said the following:
I haven’t told my children who are 13 and 15 years
of age. I don’t think they have to worry about me
because I feel okay. . . . To keep a secret will also be
a burden to them and I don’t think that is healthy for
them.
There was concern about being stigmatized, rejected,
and discriminated against because of a lack of knowledge about HIV. Alternatively, this concern was balanced by a need to share this information with others.
There were several reasons for choosing this strategy,
and it had a number of implications. Reasons for nondisclosure of HIV status included fear of being talked
about behind one’s back and being ostracized by others.
Not focusing on HIV was facilitated by restricted disclosure, and telling as few people as possible about
their diagnosis meant there were fewer occasions when
they had to acknowledge the reality of the diagnosis
and discuss it. The HIV-positive person did not want to
be “the HIV-positive person” at his or her work place,
but to be seen as “the teacher,” or “the nurse,” and so
forth. Some described it as a dilemma when they had
only disclosed their status to some of their friends or
family, especially if they all were gathered together and
there was always a chance that their HIV status would
be disclosed inadvertently; concerns about privacy could
be great. Not disclosing felt like lying and being dishonest, and it was difficult lying to loved ones when they
usually told them things that were important to them and
talked about issues that influenced their lives. Not disclosing HIV, not being able to be a whole person, was
a constant stressor, and some felt “left out of a normal
life.”
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Participants composed individual explanations/stories
or ways of telling people who confronted them with questions, without mentioning HIV, and were psychologically
prepared when meeting people unexpectedly. The story
had to be very close to the truth so they could feel comfortable telling it, and not be too absurd because then people
asked too many questions. A woman told this story:
I made up this story saying that I have an infection
in my blood that the doctors diagnosed when I was
hospitalized, after I had been travelling a lot due to
my work . . . and I can’t remember the Latin name,
but the doctors want to control it for research purposes. . . . I have said it so many times now that I
believe it myself.
There was a sense that, by confiding their secret, they
would unfairly force others into secrecy too, and that was
a reason for only disclosing it to a few others. Some gave
the person to whom they disclosed the information the
permission to share it with someone, so they had someone
to discuss it with.
Overall, this strategy stressed being afraid of not being
able to keep track of their own lies, and they had to live
with secrets. Some described it as “being a secret agent;
constantly afraid of being revealed,” or “living a double
life.” For some, this “double life” was less dominating
after they had lived with the disease for a couple of years,
because they adapted the strategy and their secrets as a
“normal” part of living. Most HIV-positive persons worried about others finding out about their HIV status in an
inadvertent way, and found it stressful not having control
over who knew and who did not know. A man expressed
this dilemma:
Some of my friends know and some don’t, and I have
a son and a daughter and it is only my daughter who
knows. It is a problem when we are, i.e., at a birthday, because sometimes the ones who don’t know
ask me questions because they care for me. . . . I
don’t always know what to say, and I don’t know if
the others have told them that I am HIV positive.
It was customary to take a day off from work when
visiting the hospital, saying that they were, for example,
going to the dentist or were on vacation. This strategy had
implications for how the HIV-positive person accessed
social support. They got support from the network they
disclosed their status to, and described that having someone to talk to about HIV apart from the staff at the hospital
supported their ability to balance their lives with HIV and
minimize their worries and anxiety. Restricted disclosure
was employed to gain some control over their condition
by informing only close relatives, and doing so at a time
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when they felt ready to deal with others’ reactions. This
desire for control might explain the finding that many
participants had told relatively few people about their
HIV status, as well as explain the fear of how people would
react if they found out. Telling just one person meant having to wonder if they had told their spouse, children, friends,
and acquaintances, and suddenly the individual would
lose control over who and how many knew about their
HIV status, which induced concerns about the ability of
others to cope with the information.

Disclosing to No One (Being Closed)
Those who chose to keep their secret had a relatively simple strategy similar to that of persons who disclosed to
anyone, but the strategy was the opposite: never to disclose
their status. Many described HIV as being compartmentalized, something kept absolutely separate from everyday
consciousness and from most aspects of life. One man
said,
I never talk about my private life at work like my
colleagues do, and I think they think I am a bit
strange not telling anything. . . . If I did tell I would
be afraid they would find out that I am gay and
HIV positive.
The main reason for keeping their diagnosis a secret was
similar to that of those who disclosed their status to some:
protecting themselves from potential stigma and rejection.
Stressors associated with this protection method, such as
fear expressed by others, ostracism, and degradation, as
well as stressors within the individual’s family network
such as denial, anger, guilt, and uncertainty, did have an
impact.
The need for silence could mean loneliness, and some
avoided intimate relationships so they would not have
to bear the burden of disclosure to their partner, protecting themselves against rejection and not having to worry
about infecting others. By not disclosing to anyone, they
could not mobilize their social network for help in living
with HIV, but had to maintain their own coping strategies.
Some believed they could no longer maintain meaningful
relationships, and did not have the social support that others did, or optimism about their future. One man said,
I was very social before I got HIV. Now I have built
up my own defenses. I live alone. I work at home,
and no one knows about HIV, not even my 20-yearold son. . . . I don’t think that is healthy for me, but
I think it is difficult to change now. . . . I would like
to tell my son now that he is no longer a child, but
I think it is very difficult, and I have learned to
cope with my loneliness.
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The ability to control knowledge of one’s HIV status
was very important. By maintaining silence about this
issue, some expressed that they felt they were supporting
the suspicion or rejection of HIV-positive persons in the
society, but they did not have the courage to stand up.
Living in secret with HIV was preferred, although a lot of
energy was spent keeping it a secret, influencing their
daily lives in a negative way. Disclosure to no one was the
key to normalcy, the key that ensured that life would go on
as if nothing had changed, even though everything had
changed. It was a paradox, because they were affected by
consequences they wanted to hide from anyway, because
they isolated themselves from socialization. This strategy
prevented positive effects such as increased social support
and decreased stress. A man stated, “My social life is suffering. I have lost my ability to communicate with other
people.” The social life of HIV-positive persons who
chose this strategy suffered because the strategy influenced their ability to communicate with other people.

Discussion
Our findings show that living with HIV is as much a psychological and social phenomena as a physiological and
medical concern. Continuously making individual decisions to determine the best possible way to disclose their
diagnosis to others was a preoccupation of HIV-positive
persons. It was a complex and potentially stressful phenomenon, a lifelong challenge, and a dynamic and ongoing social and psychological process.
There are some limitations to the study. There might
be some limitation because of the recruitment strategies
in that HIV-positive persons who chose not to disclose
might also tend not to access health care services. In
Denmark we have the Danish HIV Cohort Study
(DHCS). The cohort covers all HIV-infected individuals monitored by Danish HIV-treatment clinics (Obel et
al., 2009). The overall estimate is that most of the HIVpositive persons in Denmark do attend the visits at the
outpatient clinics. There is free access to antiretroviral
treatment and free visits to the hospital. We cannot
assume that our findings from using the grounded theory
reflect all the details of the entire range of attitudes,
experiences, and behaviors among HIV-positive persons.
There might be gender and cultural differences, differences according to means of infection (i.e., homosexual,
heterosexual, transsexual, drug use, or born with HIV),
and differences between children, youths, and adults that
we have not considered in our study of the Danish HIVpositive population. However, we do believe that our
theoretical account of HIV-positive persons coping with
disease-related stressors fits the overall reality of HIVpositive persons living in Denmark. Our theoretical
account is relevant for HIV-positive persons and also
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informal and formal health care professionals who meet
with HIV-positive persons.
The substantive theory contributes to an explanation
of the psychological strains of living with HIV, but might
need modification once the general cultural attitude toward
HIV changes. In accordance with Taylor (2001), our findings demonstrate that the stigma associated with HIV was
experienced differently by each person, and changed
dynamically for those who disclosed their status throughout the course of the disease. Disclosure is a complex issue
that has received increasing attention (Ciccarone et al.,
2003; Crepaz & Marks, 2003; Kalichman, DiMarco,
Austin, Luke, & DiFonzo, 2003), and is associated with
issues of accessibility and the efficacy of social support,
as well as being related to individual stage of infection and
state of health. Misinformation and fear also contribute to
the persistence of HIV-related stigma, and this stigma
might jeopardize the person’s mental health (Major &
O’Brien, 2005).
Although the literature highlights the potential costs of
disclosure, there is a tendency to designate disclosure as
being therapeutic, functional, healthy, and something that
should be encouraged. Our findings indicate that disclosing one’s HIV status should not be a goal in itself, but an
ongoing discussion regarding disclosure toward a healthier individual strategy. We have shown that the persons who
chose to disclose their status to no one suffered because
they lacked social support, and had difficulties maintaining close personal relationships because of stress associated with the disease. Social avoidance or rejection
can hinder people’s psychological and physical health
(Brashers, Neidig, & Goldsmith, 2004). Those who
chose to disclose to everyone risked facing peoples’ stigmas and prejudices. This strategy, which was not the
most common one, seemed to necessitate the person had
a high sense of self-esteem. Restricted disclosure was a
mixture of the other strategies, and because of its complexity, it was a challenge to find a good balance. Our
findings reveal that disclosure is not a static phenomenon, but a lifelong process. Baumgartner (2007) also
found that disclosure was a component interwoven
throughout a process, and found three types of disclosure:
(a) telling significant others, (b) public disclosure, and
(c) situational disclosure. The author argued that HIV-positive
persons found a process of disclosure that correlated with
the level of incorporation of the HIV identity.
Our findings underline the relevance of The Shifting
Perspectives Model of Chronic Disease, by Paterson
(2001), who indicated that living with a chronic disease is an
ongoing and continually shifting process in which a “disease
in the foreground” or “wellness in the foreground” perspective has specific functions in the person’s world. The major
paradox of living with the “wellness in the foreground” perspective of chronic disease is that, although the sickness is
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distant, the management of the disease must be foremost;
that is, the disease requires attention in order not to pay
attention to it. The person must recognize the disease as a
fact of life, while at the same time rejecting the limitations
and significance of it. The model implies that researchers
and clinicians should extend their focus on chronic disease
from how it affects the person’s well-being to a conceptualization of the person’s perspective of the disease in the
larger sociocultural and psychological context. In relation
to HIV and disclosure, it is therefore an ongoing challenge for the health care team to support the HIV-positive
person’s ability to balance disclosure, and not just an
issue to discuss at the time of diagnosis.
Baumgartner and David (2009) argued that it takes time
from the initial emotional reaction to incorporating HIV
into the self, a time of transition that bridges the period
immediately after diagnosis and the present. In our study,
we found that turning points occurred for those who disclosed their status and experienced the reality that coping
strategies that proved to be more successful emerged during transition as they confronted the challenge of their
diagnosis, and who took control of and responsibility for
their lives and acted on a new awareness. Positive experiences with disclosure motivated one toward being more
open.
In a review, Arnold, Rice, Flannery, and Rotheram-Borus
(2008) found nearly similar strategies of disclosure. They
concluded that, rather than examining HIV disclosures
in the context of relationships (partner, family, friends,
employers, health care providers, and so forth), it is possible to understand disclosures around personal identity.
The findings in our study support this understanding, showing that (a) disclosure is an individual matter related to
individual resources and ways of meeting challenges in life;
i.e., resilience; and (b) disclosure is related to the situational conditions in which the person is living. HIV-positive
persons with higher levels of hardiness (which is an
aspect of resilience) are shown to exhibit positive mental
and physical health outcomes (Farber, Schwartz, Schaper,
Moonen & McDaniel, 2000). Consistent with prior research
(Holt et al., 1998), our findings demonstrate that disclosing
one’s HIV status is both an acute and recurrent stressor,
and disclosure has a dual meaning, being both a stressor
and a mechanism by which individuals cope with their
infection.
We found that disclosure most often occurred after carefully weighing the positive social, physical, psychological,
and emotional dividends against the negative consequences
of disclosure. This was also reported by Serovich (2001).
We found a relationship between stigma and disclosure,
and this was consistent with a previously described dilemma
(Chesney & Smith, 1999). If the person chose disclosure,
then they no longer had to deal with concealing a secret;
in contrast, they were then exposed to stigma reactions
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and stigmatization. In our study, we found that disclosing
one’s HIV status to others supposedly allowed people
to achieve social support, which is in line with findings
from other studies (Emlet, 2006; Kalichman et al.,
2003; Serovich). However, it also allowed for the possibility of stigma, shame, and rejection, as also published
elsewhere (Brashers et al., 2004). A conclusion of a
meta-analysis was that disclosure correlates positively
with social support, and stigma correlates negatively with
both reported disclosure and social support (Smith, Rossetto,
& Peterson, 2008).
The findings from our study show that keeping secrets
was associated with personal distress and loneliness, which
is consistent with the existing literature (Wiener, Battles,
& Heilman, 2000). Expecting and fearing rejection because
of stigma was associated with more constricted social networks, and social networks might be particularly important
for successful psychological adaptation to HIV (Mavandadi,
Zanjani, Ten Have , & Oslin, 2009). It is generally thought
that keeping a secret might stress one’s body (Pennebaker,
Hughes, O’Heeron, 1987), and that disclosure to some might
result in better mental and physical health (Pennebaker,
Colder, & Sharp,1990).
Fighting the stigma toward HIV, which is the main
barrier to disclosure, seems to be a double-edged sword.
Should the change occur from the HIV-positive persons
or from their surroundings? In a meta-analysis, the authors
suggested that reducing the existing stigma surrounding
HIV and providing another way to discuss it without
inducing stigma might, in the long term, influence how
often those living with HIV disclose their status to others,
allowing them the opportunity to gain support and limit
further transmission (Smith et al., 2008). Our findings
support this idea. Thus, on an individual level, health professionals should offer a basis for interventions designed
to assist people living with HIV in reducing disclosurerelated stress, making effective disclosure decisions, and
learning communication skills for effective disclosure.
Disclosure is integral to the incorporation process of living
with HIV, and advances in HIV treatment have increased
the interest in the quality of life of HIV-positive persons.
It appears from our study that people living with HIV
struggle with disclosure as a lifelong stressor, and that
only some found a persistent strategy for preventing stress
and depression. To address disclosure on an interpersonal
level, the intervention needs to be individually tailored,
and the role of the health care professional becomes that
of assisting people with HIV with their ability to identify
and understand their perspectives about HIV, help guide
the patient when turning points occur, intervene earlier,
and encourage a more positive adaptation. Researchers
in previous studies have concluded that overall stressmanagement interventions significantly improve mental
health and quality of life (Scott-Sheldon, Kalichman, Carey,
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& Fielder, 2008), and interventions designed to address
negative self-image or personalized stigma could address
a range of needs including individual counseling, cognitive
behavioral therapy, social support, empowerment,
and group counseling (Emlet, 2007; Galvan, Davis, Banks,
& Bing, 2008; Heijnders &Van Der Meij, 2006). To our
knowledge, there are no studies that have taken the different strategies described in this study into account when
developing interventions, or that considered disclosure as
an ongoing challenge throughout life, as described by
Paterson (2001).
Taking the above-mentioned discussion and our findings into consideration, we suggest that researchers and
clinicians should extend their focus on chronic disease
as a continually shifting process. The infected person
might benefit from a systematic and ongoing discussion
of all the issues linked with disclosure to reduce the
stress and depressive symptoms, focusing on what puts
the person off balance rather than thinking of risk factors to adopt a more healthy disclosure strategy to stay
in balance. We also suggest that future research should
examine disclosure and interventions designed to
increase comfort with disclosure. Interventions should
focus on communication strategies adopted by HIVpositive persons to live a balanced life—with a lifelong
perspective.
In this article we have demonstrated the importance of
recurrent individual considerations about choices and
disclosure plans, and we offer a theoretical basis for interventions designed to assist persons living with HIV to
make the best possible individual decisions regarding disclosure of their HIV status, and thereby reduce HIV-related
stress.
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