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HIV status disclosure is often characterized as a dilemma. On the one hand, disclosure can promote health,

social support, and psychological well-being. On the other, disclosure can lead to stigmatization, rejection, and
other negative social interactions. Previous research has shown that HIV status disclosure is a reasoned process
whereby the costs and benefits to oneself and to others are weighed. As such, understanding disclosure requires

understanding the reasons for and against disclosure employed by people living with HIV (PLWH). In this
study, disclosure among a population disproportionately affected by HIV in the Netherlands, namely African
and Afro-Caribbean diaspora, was investigated. Reasons for nondisclosure were fear of stigmatization, previous

negative experiences with disclosure, having observed the stigmatization of other PLWH, shame, the desire to
protect others � particularly one’s children and family � from stigmatization by association and/or worrying,
and the belief that one’s HIV status is a private matter. Participants reported disclosing because they were in a

close and supportive relationship, disclosure led to emotional release, disclosure could lead to emotional or
financial support, they felt a perceived duty to inform, and they had a desire to educate others about sexual risk-
taking. The findings suggest that stigma plays an important role in disclosure decisions among these
populations. They further point to a need for HIV-related stigma reduction interventions in African and

Afro-Caribbean communities and culturally sensitive counseling for PLWH whereby caregivers do not
automatically assume that disclosure is best but rather provide a safe environment in which the costs and
benefits of disclosure can be weighed and strategies for disclosure can be developed, if perceived as beneficial by

PLWH.

Keywords: HIV/AIDS; disclosure; stigma; ethnic minorities; culture

Introduction

In the Netherlands, ethnic minorities are dispropor-

tionately affected by HIV/AIDS. In fact, among

people living with HIV (PLWH) in the Netherlands,

one in every five is of African or Caribbean origin

(HIV Monitoring Foundation, 2008). Previous re-

search has demonstrated that, because of HIV-related

stigma, disclosure of HIV status is an important

concern among PLWH of African and Caribbean

origin, both in their home countries and among

the diaspora (Anderson & Doyal, 2004; Kumar,

Waterman, Kumari, & Carter, 2006; Visser, Neufeld,

de Villiers, Forsyth, & Makin, 2008).
The term stigma refers to a distinctive, discredit-

ing characteristic that renders its bearer tainted,

flawed, or inferior in the eyes of others (Bos, Kok,

& Dijker, 2001; Crocker, Major, & Steele, 1998;
Goffman, 1963; Jones et al., 1984). The origin of
stigmatization lies in the cognitive representations of
people who possess the stigmatized condition. These
cognitive representations may trigger emotional and
behavioral reactions from others that subsequently
result in stigmatizing behavior such as avoidance,
blaming, and exclusion (Bos, Schaalma, & Pryor,
2008; Dijker & Koomen, 2003; Stutterheim et al.,
2009). Stigmatizing responses to PLWH are pro-
moted by a number of perceptions including the
perception that HIV is highly contagious, the percep-
tion that HIV is severe and fatal, and the perception
that PLWH are personally responsible for having
acquired HIV. HIV-related stigmatization is further
exacerbated by the fact that HIV has traditionally
been associated with certain forms of norm-violating
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behavior such as homosexuality, commercial sex
work, and intravenous drug use (Bos, Dijker, &
Koomen, 2007; Herek, 1999).

Because of HIV-related stigma, PLWH face a
dilemma of disclosure (Pachankis, 2007). On the
one hand, disclosure can lead to stigmatization in
the form of discrimination, rejection, and other
negative social interactions (Black & Miles, 2002;
Landau & York, 2004), and stigmatization has been
found to be detrimental to PLWH’s psychological
well-being (Riggs, Vosvick, & Stallings, 2007;
Stutterheim et al., 2009; Vanable, Carey, Blair, &
Littlewood, 2006). On the other, disclosure can be
beneficial. It has been found to promote treatment
adherence (Chesney & Smith, 1999), safe sex (Mel-
chert & Patterson, 1999; Serovich & Mosack, 2003),
social support provision (Bos, Kanner, Muris, Jans-
sen, & Mayer, 2009; Smith, Rossetto, & Peterson,
2008), closeness in relationships (Herek & Capitanio,
1996; Parsons, VanOra, Missildine, Purcell, &
Gomez, 2004), and psychological well-being
(Derlega, Winstead, Oldfield, & Barbee, 2003; Smart
& Wegner, 1999). Clearly, both advantages and
disadvantages of disclosure have been established.

So what determines whether one discloses or
conceals one’s HIV status? Previous research has
contended that HIV status disclosure is a reasoned
process whereby the perceived costs and benefits to
oneself and to others are weighed. When PLWH
consider the benefits to outweigh the costs, disclosure
is highly probable. When the costs outweigh the
benefits, concealment is more likely (Black & Miles,
2002; Derlega, Winstead, Greene, Serovich, &
Elwood, 2004; Serovich, 2001; Valle & Levy, 2009).
As such, understanding disclosure patterns requires
understanding PLWH’s reasons for and against
disclosure (Calin, Green, Hetherton, & Brook,
2007). This has been studied extensively in North
America and Europe but less extensively in Africa or
the Caribbean (for an overview of the literature, see
Table 1). Almost no studies exploring the reasons for
and against disclosure among HIV-positive African
or Caribbean diaspora have been conducted. One
exception is a study conducted by Calin and collea-
gues (2007) who investigated disclosure among Black
African PLWH in the UK. In their study, reasons for
nondisclosure cited were fear of rejection, broken
confidentiality, assumptions of promiscuity by family
and friends, negative previous experiences with dis-
closure, and the desire to protect others, particularly
family members, from worrying. Reasons for disclo-
sure included knowing that one’s current or previous
sexual partner was at risk for infection, believing that
one’s partner had a right to know, and knowing that
one’s confidant is also HIV positive. Participants also

reported disclosing their status because they were in a
close relationship with someone they could trust,
because confiding brought relief, because disclosure
could lead to emotional support, and because they
felt the need to explain physical decline (Calin et al.,
2007).

Given the high prevalence of HIV among African
and Afro-Caribbean diaspora, we believe that addi-
tional investigation of the reasons for and against
disclosure employed by these PLWH is warranted,
especially given that, to date, only one study has
explored disclosure among African diaspora and no
studies have investigated disclosure among Afro-
Caribbean diaspora. Further, we contend that a
better understanding of how HIV-positive African
and Afro-Caribbean diaspora approach the issue of
disclosure will enable professionals to better support
these PLWH. Consequently, in this study, we ex-
plored the reasons for nondisclosure and disclosure
employed by African, Dutch Antillean, and Surina-
mese immigrants living in the Netherlands.

Methods

Study participants were recruited in one of three
ways: directly by the interviewers (snowball sam-
pling), via an online recruitment announcement
placed on the Dutch HIV Association website, or
through folders distributed by the Humanitas Foun-
dation and/or HIV nurses working in Dutch hospi-
tals. Once recruited, participants were provided with
information regarding the purpose of the study and
the procedure by either a researcher or an interviewer.
Informed consent was obtained and a monetary
reward of t30 was provided. Approval for this
study was granted by the Faculty of Psychology
and Neuroscience’s Ethics Committee at Maastricht
University.

In total, 42 PLWH of African (n�15), Dutch
Antillean (n�11), or Surinamese (n�17) descent
(one participant identified himself as both Antillean
and Surinamese) were interviewed in face-to-face
semistructured interviews by trained peer interviewers
or researchers (SS, IS, or MB) in either Dutch or
English, depending on the participant’s preference.
Interviews were conducted between January 2005 and
May 2008. A structured protocol of theory-based
open-ended questions with follow-up probes was
employed in the interviews. Sociodemographic data
were also collected and are displayed in Table 2.
Interviewers were not aware of participants’ disclo-
sure status prior to the interview. This was considered
advantageous as previous knowledge of disclosure
status could generate interviewer bias and impact
the direction of the conversation. All interviews were
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Table 1. Overview of the literature on reasons for and against disclosure of HIV status.

Author(s), year, and study sample

Reasons for disclosure

Being in a close and supportive
relationship

Calin, Green, Hetherton, & Brook, 2007 (Africans in UK); Derlega, Winstead,
Greene, Serovich, & Elwood, 2004 (USA); Gorbach et al., 2004 (MSM USA);

Sachperoglou & Bor, 2001 (Greece); Simoni et al., 1995 (Women USA); Visser,
Neufeld, de Villiers, Forsyth, & Makin, 2008 (Women South Africa)

Emotional catharsis Calin et al., 2007 (Africans in UK); Derlega et al., 2004 (USA); Ostrom, Serovich,

Lim, & Mason, 2006 (Women USA); Serovich, 2001 (MSM USA); Serovich &
Mosack, 2003 (MSM USA); Valle & Levy, 2009 (African-American IDU USA)

Disclosure could lead to emotional

support

Black & Miles, 2002 (African-American women USA); Calin et al., 2007 (Africans

in UK); Chandra, Deepthivarma, & Manjula, 2003 (India); Derlega et al., 2004
(USA); Ford, Wirawan, Sumantera, Sawitri, & Stahre, 2004 (Indonesia); Greeff
et al., 2008 (Sub-Saharan Africa); Ostrom et al., 2006 (Women USA); Serovich,
2001 (MSM USA); Simoni et al., 1995 (Women USA); Valle & Levy, 2009

(African-American IDU USA); Yoshioka & Schustack, 2001 (Asian-Americans
USA)

Disclosure could lead to instrumental/

practical support

Greeff et al., 2008 (Sub-Saharan Africa); Ostrom et al., 2006 (Women USA);

Disclosure could lead to financial/
instrumental support

Chandra et al., 2003 (India); Valle & Levy, 2009 (African-American IDU USA)

Perceived duty to inform Calin et al., 2007 (Africans in UK); Chandra et al., 2003 (India); Derlega et al.,
2004 (USA); Gorbach et al., 2004 (MSM USA); Holt et al., 1998 (UK); Ostrom
et al., 2006 (Women USA); Parsons, VanOra, Missildine, Purcell, & Gomez, 2004
(IDU USA); Petrak, Doyle, Smith, Skinner, & Hedge, 2001 (UK); Serovich, 2001

(MSM USA); Serovich & Mosack, 2003 (MSM USA); Siegel, Lekas, &
Schrimshaw, 2005 (Women USA); Simoni et al., 1995 (Women USA); Sowell,
Seals, Phillips, & Julious, 2003 (Women USA); Visser et al., 2008 (Women South

Africa)
Desire to educate regarding sexual

risk-taking
Black & Miles, 2002 (African-American women USA); Derlega et al., 2004 (USA);
Frye et al., 2009 (IDU USA); Greeff et al., 2008 (Sub-Saharan Africa); Paxton,

2002 (Africa and Pacific Asia); Petrak et al., 2001 (UK); Serovich & Mosack, 2003
(MSM USA); Visser et al., 2008 (Women South Africa)

To explain physical decline Calin et al., 2007 (Africans in UK); Greeff et al., 2008 (Sub-Saharan Africa); Visser

et al., 2008 (Women South Africa)

Reasons for nondisclosure

Fears stigmatization/discrimination/
negative reactions

Chandra et al., 2003 (India); Holt et al., 1998 (UK); Kumar, Waterman, Kumari, &
Carter, 2006 (Women Barbados); Parsons et al., 2004 (IDU USA); Petrak et al.,
2001 (UK); Schrimshaw & Siegel, 2003 (USA); Steward et al., 2008 (India); Valle &
Levy, 2009 (African-American IDU USA)

Specifically . . .
Rejection/abandonment Calin et al., 2007 (Africans in UK); Derlega et al., 2004 (USA); Ford et al., 2004

(Indonesia); Frye et al., 2009 (IDU USA); Gorbach et al., 2004 (MSM USA);

Greeff et al., 2008 (Sub-Saharan Africa); Levy et al., 1999 (France); Serovich, 2001
(MSM USA); Serovich & Mosack, 2003 (MSM USA); Siegel et al., 2005 (Women
USA); Simoni et al., 1995 (Women USA); Valle & Levy, 2009 (African-American

IDU USA); Visser et al., 2008 (Women South Africa); Zea, Reisen, Poppen,
Bianchi, & Echeverry, 2003 (Latino MSM USA)

Being blamed for HIV infection Calin et al., 2007 (Africans in UK); Greeff et al., 2008 (Sub-Saharan Africa);

Serovich, 2001 (MSM USA); Valle & Levy, 2009 (African-American IDU USA);
Visser et al., 2008 (Women South Africa)

Gossip/breaches of confidentiality Calin et al., 2007 (Africans in UK); Greeff et al., 2008 (Sub-Saharan Africa); Petrak
et al., 2001 (UK); Serovich & Mosack, 2003 (MSM USA); Siegel et al., 2005

(Women USA)
Abuse Ford et al., 2004 (Indonesia); Valle & Levy, 2009 (African-American IDU USA);

Visser et al., 2008 (Women South Africa)

Previous disclosures have led to
stigmatization

Black & Miles, 2002 (African-American women USA); Calin et al., 2007 (Africans
in UK); Greeff et al., 2008 (Sub-Saharan Africa)

AIDS Care 197



recorded with a digital voice recorder and transcribed
verbatim.

Data were processed using QSR NVivo 2.0. Each
transcript was read thoroughly while listening to the
corresponding recording to identify emerging themes
and establish categories to which text fragments were
assigned. As coding occurred, categories and sub-
categories were linked to one another. All emergent
categories were documented, as were changes made to
the categories and the rationale for the changes made.
Coding continued until saturation was evident and no
new codes were formed. Following the within-case
analyses of the individual transcripts, across-case
analyses were conducted to identify the overarching
themes relevant to the different ethnic groups and the
sample as a whole.

Results

Disclosure targets

Participants reported a number of disclosure targets
including immediate family, extended family, sexual
or romantic partners, friends, and colleagues or
management at work. Although the qualitative meth-
ods and approach employed in this study were not
designed to establish estimates of disclosure preva-
lence, the data did suggest that partners and im-
mediate family members are the most common
targets for disclosure, followed by friends and
extended family. Disclosure at work was infrequent.

Reasons for nondisclosure

Perhaps the most prevalent reason reported for
concealing one’s HIV status was fear of stigmatiza-
tion. In fact, many participants indicated that, in the
past, they had personally experienced stigmatization
following the disclosure of their HIV status and did
not want to experience these kinds of reactions again.
One Surinamese woman stated, ‘‘I have had a couple
of bad experiences and I don’t want that again.’’
Another Rwandan woman said, ‘‘I did not want to go
down that road again.’’ Also, a number of men who
have sex with men (MSM) referred to poor experi-
ences related to coming out about their sexual
orientation and stated that they expected similar
reactions to an HIV status disclosure: The following
comments of a Surinamese MSM illustrate this:

Participant: I have seen how people reacted to my

homosexuality and I thought, ‘‘Wow!’’

Interviewer: Was it very negative?

Participant: From some colleagues, it was, but it

wasn’t directed straight at me. I just heard how they

talked about it after the fact. One guy told another

and that guy told another. I just think, ‘‘Wow, if they

talk about gays that way, what would they say about

HIV?’’ So I just decided I’d rather not have that.

Additionally, a number of participants indicated
that they would rather keep their status concealed
after seeing how other PLWH are stigmatized. One
Antillean man stated, ‘‘Now they don’t know about
me but I have heard how they talk about other people

Table 1 (Continued)

Author(s), year, and study sample

Has observed stigmatization of other
PLWH

Black & Miles, 2002 (African-American women USA); Frye et al., 2009 (IDU
USA)

Feels shame Black & Miles, 2002 (African-American women USA); Derlega et al., 2004 (USA);

Serovich & Mosack, 2003 (MSM USA); Simoni et al., 1995 (Women USA)
Wants to protect others from courtesy

stigma
Black & Miles, 2002 (African-American women USA); Chandra et al., 2003
(India); Greeff et al., 2008 (Sub-Saharan Africa); Ostrom et al., 2006 (Women
USA); Yoshioka & Schustack, 2001 (Asian-Americans USA)

Wants to protect others from worrying Black & Miles, 2002 (African-American women USA); Calin et al., 2007 (Africans
in UK); Derlega et al., 2004 (USA); Ostrom et al., 2006 (Women USA); Petrak
et al., 2001 (UK); Serovich, 2001 (MSM USA); Simoni et al., 1995 (Women USA);

Valle & Levy, 2009 (African-American IDU USA); Vallerand, Hough, Pittiglio, &
Marvicsin, 2005 (Women USA); Waugh, 2003 (UK)

HIV status is a private matter Derlega et al., 2004 (USA); Gorbach et al., 2004 (MSM USA); Ostrom et al., 2006

(Women USA); Schrimshaw & Siegel, 2003 (USA); Serovich & Mosack, 2003
(MSM USA); Siegel et al., 2005 (Women USA); Valle & Levy, 2009 (African-
American IDU USA)

Disclosure is futile Chandra et al., 2003 (India)
The relationship is superficial Derlega et al., 2004 (USA); Serovich & Mosack, 2003 (MSM USA); Visser et al.,

2008 (Women South Africa)
Communication difficulties Derlega et al., 2004 (USA); Schrimshaw & Siegel, 2003 (USA); Serovich & Mosack,

2003 (MSM USA); Visser et al., 2008 (Women South Africa)

198 S.E. Stutterheim et al.



Table 2. Demographic and background characteristics of sample (n�42).

Variable African (n�15; %) Antillean (n�11; %) Surinamese (n�17; %)

Gender
Male 43.7 70.0 47.1
Female 56.3 30.0 52.9

Age
Years of age, mean (SD) 35.6 (8.5) 43.8 (10.2) 37.8 (11.8)

Range (min�max) 18�51 27�62 22�70

Level of educationa

Low 18.8 30.0 23.5
Moderate 50.0 30.0 53.0
High 31.2 40.0 23.5

Employment/income
Full-time work 18.8 33.4 25.0

Part-time work 12.5 22.2 0.0
Receiving benefits 43.8 22.2 58.4
Studying 6.2 0.0 8.3

Volunteer work 6.2 0.0 0.0
Combination 12.5 22.2 8.3

Marital status
Married 20.0 0.0 13.3
Common law 13.3 0.0 13.3

Single 53.4 90.0 53.3
Divorced 0.0 0.0 13.3
Widowed 13.3 10.0 6.8

Sexual orientation
Heterosexual 80.0 40.0 68.8

Homosexual 20.0 60.0 31.2

Means of transmission

Through sex 81.3 100.0 93.8
Through blood transfusion 12.5 0.0 6.2
Other 6.2 0.0 0.0

Time since diagnosis
Less than 2 years 20.0 0.0 13.3

2�4 years 20.0 20.0 13.3
4�6 years 20.0 30.0 20.0
6�8 years 0.0 0.0 33.4

8�10 years 20.0 30.0 0.0
More than 10 years 20.0 20.0 20.0

Treatment
Antiretroviral therapy 60.0 85.7 100.0
No therapy 40.0 14.3 0.0

Current health
Very poor 6.7 0.0 11.1

Poor 13.3 0.0 0.0
Reasonable 6.7 14.3 33.3
Good 26.7 42.8 44.5
Very good 33.3 14.3 0.0

Excellent 13.3 28.6 11.1

aLow, less than highschool; moderate, highschool and some vocational training; and high, college or university degree.

Note: Percentage of those participants with valid data; in most cases, missing data did not exceed 10%; on some sensitive topics such as means

of transmission, treatment, and current health, missing data exceeded 10%.
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who have HIV, like ‘Have you seen him?’. I’d rather
not go through that.’’

In fact, the PLWH in our study were keenly aware
of the potential stigmatizing reactions they may
experience if they choose to disclose. Some partici-
pants mentioned thinking that others will reject,
avoid, or abandon them. A Ugandan woman stated,
‘‘If I come and tell you, you’ll just throw me out.
I keep quiet.’’ An Antillean man further illustrated
this: ‘‘I don’t dare talk about my HIV because I am
scared to be rejected.’’ Another form of stigmatiza-
tion feared was gossip and breaches of confidenti-
ality. Gossip was a major concern given the fact that
the diaspora communities in the Netherlands are
relatively small and that members are well-connected.
The following excerpt from an interview with a young
Zambian woman illustrates this fear of gossip:

You can’t trust people! Definitely don’t tell other

people ‘cause if she tells another � one person ‘‘don’t

talk’’, [that person] will go and tell another one, and

they will go to another one [saying,] ‘‘Don’t you say it

but that one is positive.’’

Some participants also claimed that disclosure would
lead to blaming. One Surinamese man said,
‘‘I know exactly how they think in those circles, and
I don’t feel like being confronted with this whole
thing like that maybe it’s because of my ‘sins’. I don’t
want a whole sermon on it.’’ This fear of blaming
appeared to be particularly salient among partici-
pants with religious families, perhaps reflecting
how the prominence of the Christian faith in these
diaspora communities impacts PLWH’s sense of
acceptance by others, of rather, lack thereof.

Another reason cited for nondisclosure was
shame. When asked why she has not told people
that she is HIV positive, one woman from Cameroon
answered, ‘‘Because of the shame it carries, the
disgrace it carries.’’ Another male participant from
Suriname said, ‘‘I’m ashamed of it. I am ashamed
that I have HIV. I don’t tell people. Those who know,
know. I am just so ashamed of it.’’ This reflects what
is termed internalized stigma. Internalized stigma
occurs when a person possessing the stigmatized
condition internalizes society’s negative views about
that condition (Lee, Kochman, & Sikkema, 2002).

Yet another reason for nondisclosure related to
the impact disclosure could have on others. Many
participants reported not wanting to disclose because
it may result in stigmatization by association toward,
particularly, their children. Stigmatization by asso-
ciation, also termed courtesy stigma, is a phenom-
enon whereby the negative attitudes toward a
stigmatized person are extended to people associated
with that person (Goffman, 1963; Neuberg, Smith,

Hoffman, & Russell, 1994). One African participant
said she would not tell others, ‘‘especially for my son.
They will point at him and I don’t want that.’’
Another woman from the Dutch Antilles said, ‘‘Your
kids suffer. Everyone will tell the other kids and then
my kids won’t have friends anymore. No, leave that
problem to me. Let me experience it all, not my kids.
I want them to have a good childhood.’’ Again,
concerns regarding the potential for stigmatization by
association appeared to be particularly relevant given
the small and well-connected nature of the diaspora
communities.

Also, many participants conveyed opting to con-
ceal their status so as to spare others, particularly their
parents and children, from pain and from being
worried. One Antillean man said, ‘‘I have told a few
of my closest friends but not my parents because
I think it might be too much for them.’’ Another
Kenyan man described his decision to not tell his
parents as follows:

Well, when I knew that I was doing good, I thought it

is not really a good idea to tell my parents because it

might give them stress, especially when you are the

one that’s prayed for. You will worry them so

I thought it is good I keep it like that [quiet].

Another participant, originally from Suriname, con-
veyed that she did not want to tell her children
because of ‘‘the grief it would bring them, that they
would not be able to go on with their lives, that they
would be too concerned, and that they would think,
‘mom is going to die soon.’ ’’

A final reason provided for nondisclosure was the
right to privacy. A number of participants indicated
that they felt no need or obligation to share their
status while they are still healthy and able to function.
One Ugandan man stated, ‘‘I don’t see any reason to
tell them yet that this is the situation. I don’t tell them
when I have a headache or stub my toe, cross the
street, etc. Likewise, I don’t feel it is valuable to tell.’’

Reasons for disclosure

Participants also conveyed a number of reasons in
favor of disclosure. The first has to do with the nature
of the relationship between the PLWH and the
person to whom they disclosed. Participants who
felt they were in a close, trusting relationship also felt
that disclosure to that person was appropriate. One
Kenyan man stated, ‘‘I tell them � the ones that
I trust. You can’t say it to anybody but you have
some people sometimes you trust.’’ Another Antil-
lean man said, ‘‘I told people I could trust � people
I have a connection with.’’ Yet another participant
from Suriname, when asked why he told particular

200 S.E. Stutterheim et al.



people, responded, ‘‘Because I have a good relation-

ship with them.’’
Another reason for disclosure was emotional

catharsis. A number of participants reported no

longer wanting to keep their ‘‘secret’’ to themselves.

One Antillean man said, ‘‘When I kept it to myself,

I didn’t feel good. I didn’t feel good because I was

keeping this secret and it just makes you depressed.’’

Another man, who is both Surinamese and Antillean,

said, ‘‘It was too much. You just feel caged and then

you need to vent so you make a choice: ‘I’m going to

tell it now.’ ’’ Also, a Zambian woman indicated that

she had told her sister because ‘‘it was so terrible to

me so I can’t hold it.’’
An additional reason for disclosure was the need

for social, instrumental, and/or financial support.

One Surinamese participant stated, ‘‘I felt that they

needed to know because it is a difficult thing. I don’t

know how to say it . . . I just thought they needed to

know so that they know what I am dealing with.’’

Another woman from Zimbabwe reported having

told some family members in order to ensure support

for her children:

What if something happens to me now? Who would

look after my kids? Then you start thinking of your

relatives and say, ‘‘I think this person could really

take care of my kids,’’ and then, in that way, you

really confide in them and then you tell them.

Yet another reason for disclosure provided was that

the PLWH felt a sense of responsibility or duty to

inform new sexual partners. Many participants re-

ported feeling compelled to share their status with

new sexual partners. One Antillean participant said,

‘‘I tell it right away and they can decide if they want

to get involved with me.’’ This sense of responsibility

and duty is also exemplified by the following com-

ment from an African woman:

I have a new boyfriend. We have talked and I am

working on telling him. He wants a relationship with

me and wants us to be honest. He’s told me a few

things about himself and I should tell him.

The final noteworthy justification for HIV status

disclosure was the desire to educate others. A number

of participants reported that they would be willing to

be open about their HIV status if it would contribute

to decreasing others’ sexual risk-taking. One young

Surinamese woman said, ‘‘I know that she [a friend]

is kind of easy with the boys and stuff so I told

her because it is not something you expect. You

don’t think you can get HIV.’’ Another Antillean

participant said, ‘‘If I know that you will do some-

thing with the information, I’ll tell you.’’

Discussion

Although previous studies have established a number

of reasons for and against disclosure employed by

PLWH in Western countries and, to some extent,

the developing world (see Table 1), this study is, to

our knowledge, one of the first to explore how HIV-

positive African and Afro-Caribbean diaspora ap-

proach decisions to disclose. In our study, the reasons

for nondisclosure reported were fear of stigmatiza-

tion, previous negative experiences with disclosure,

having observed the stigmatization of other PLWH,

shame, the desire to protect others � particularly

one’s children and family � from stigmatization by

association and/or worrying, and the belief that one’s

HIV status is a private matter. Participants reported

disclosing because they were in a close and supportive

relationship, disclosure led to emotional release,

disclosure could lead to emotional or financial

support, they felt a perceived duty to inform, and

they had a desire to educate others about sexual risk-

taking. These results are very much in line with the

work of Calin and colleagues (2007) who studied

disclosure among Black African PLWH in the UK.
Our findings, as well as those of Calin et al.

(2007), suggest that stigma plays an important role

in disclosure decisions among African and Afro-

Caribbean diaspora. In our study, participants not

only cited fear of direct stigmatization and stigmati-

zation by association as reasons for nondisclosure;

but they also reported personal experiences with

enacted stigma, shame (i.e., internalized stigma),

and the stigmatization of other PLWH as justifica-

tions for HIV status concealment. This is not

surprising given that high levels of stigma have

been reported in African and Caribbean countries

(Anderson et al., 2008; Kalichman & Simbayi, 2004).

In a study conducted with PLWH in Sub-Saharan

Africa, Greeff and colleagues (2008) found that

refusal to disclose was a result of seeing how other

PLWH had been treated. Also, participants cited the

effect disclosure could have on the family (i.e., being

shunned and stigmatized) as a reason for conceal-

ment. In a study conducted in Barbados, 30% of

participants that had only disclosed their HIV status

to health-care providers indicated fear of stigmatiza-

tion as the reason for nondisclosure to others. An

additional 23% indicated not disclosing to their

current sex partner in order to avoid abnormal

reactions and possible violence (Kumar et al.,

2006). Clearly, our findings with African and

Afro-Caribbean diaspora in the Netherlands are

congruent with research results from studies con-

ducted in Africa and the Caribbean.
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Previous research has contended that cultural

values may play an important role in disclosure-

related decision-making (Simoni et al., 1995;

Yoshioka & Schustack, 2001). Interestingly, our

analyses did not lead us to believe that the reasons

employed by African and Afro-Caribbean diaspora

in the Netherlands differed substantially from those

employed by North American and European PLWH

or by PLWH in other parts of the world. In fact,

many of the reasons for and against disclosure cited

by the participants in our study have also been found

in studies conducted not only in the countries from

which our participants originated but also elsewhere

(for an overview of the literature, see Table 1).

Perhaps it is not the case that cultural values generate

different reasons for and against disclosure but rather

that cultural values impact the importance assigned

to a given reason. It may be that in some cultures

some reasons weigh more heavily than others. For

example, among Asian PLWH, fear of bringing

shame to the family and thus the desire to protect

family for stigmatization by association may weigh

heavier than other reasons (Yoshioka & Schustack,

2001). Among African PLWH, who have likely been
subjected to or observed more stigmatization than

many other PLWH, fear of stigmatization may weigh

heavier than other reasons (Greeff et al., 2008). In our

study, we found that fears of gossip and stigmatiza-

tion by association were particularly salient reasons

for nondisclosure because of the relatively small and

well-connected nature of diaspora communities. We

recommend that future research follow this qualita-

tive study with quantitative investigations of, firstly,

the relative importance of each of the reasons for and

against HIV status disclosure across communities and

cultures and, secondly, the impact of the relative

weighting of reasons on actual disclosure.
Some limitations to this study should be men-

tioned. First, given the qualitative nature of the data,

caution should be applied in generalizing the results

of this study to other populations. Second, despite

efforts to interview a relatively equal number of men

and women per group and to have representative

participants in terms of educational attainment, age,

and sexual orientation, in this study, Antillean

women and older Africans were underrepresented

while highly educated Antilleans and gay Antillean

men were overrepresented. Nonetheless, the reasons

cited in this study appeared relatively consistent

across all participants thus suggesting that these
themes cut across the boundaries of gender, age,

education, and sexual orientation. Third, there is

potential for interviewer bias in this study. This,

however, was combated insofar as possible by the use

of digital voice recordings and verbatim transcrip-
tions (Hancock, 1998).

Our finding that stigmatization impedes HIV
status disclosure has important practical implica-
tions. Firstly, it points to the need for culturally
sensitive counseling for PLWH of African and Afro-
Caribbean descent. We contend that, given the high
prevalence of stigma in African and Caribbean
communities (Anderson et al., 2008; Kalichman &
Simbayi, 2004), health-care providers should not
automatically assume that disclosure of HIV status
is best. Rather, they should consider the cultural
context in which disclosure occurs and the potential
for negative reactions to HIV status disclosure. In
their efforts to support African and Afro-Caribbean
PLWH, we recommend that health-care providers use
their unique role to provide these PLWH with a safe
environment in which the costs and benefits of
disclosure can be weighed and strategies for effective
disclosure can be developed, if perceived as beneficial
by PLWH. A supportive and safe environment for
PLWH is imperative (Bos, Schaalma, & Pryor, 2008;
Nyblade, Pande, Mathur, MacQuarrie, & Kidd,
2003) and can be promoted not only in health-care
providers’ offices but also in the communities in
which HIV-related stigma is so prevalent. We re-
commend culturally appropriate theory and evidence-
based HIV-related stigma reduction interventions
that tackle a number of manifestations of stigma
across a broad range of settings within and beyond
African and Afro-Caribbean communities (see Bos,
Schaalma, & Pryor, 2008; Brown, Macintyre, &
Trujillo, 2003; Stutterheim et al., 2009). Also, given
that some participants conveyed negative experiences
with disclosure in the past, we recommend the
implementation of skill-building interventions that
aid and support PLWH to disclose in ways that are
most advantageous and least likely to generate
negative responses (see Bos, Dijker, & Koomen,
2007). Further, structural supports for PLWH (e.g.,
ongoing counseling programs, support groups) can
also contribute to more advantageous disclosures of
HIV status and ameliorate the negative impact of
HIV-related stigma experiences.
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