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ABSTRACT

Background and Objective: Stigmatization and discrimination are phenomena familiar to all human immunodeficiency virus (HIV)-positive
patients, which create a significant amount of stress; little is known about the role of family support in alleviation of this stressful condition.
The current study aims to investigate the relationship between the perceptions of family support, stigmatization, and symptoms of post-
traumatic stress in HIV-positive patients in Pakistan.

Methods: A total of 100 seropositive patients, aged between 18 and 50 years, were approached through professional organizations in
Lahore, Pakistan, based on purposive and snowball sampling strategies. The magnitude of stigma experienced by the patients was assessed
by administering the Berger HIV stigma scale. The multidimensional scale of perceived social support and post-traumatic stress disorder
checklist were used to assess post-traumatic stress symptoms (PTSS) and perceived family support (PFS).

Results: The study identified a positive relationship between experiencing stigma and the development of PTSS. Also, a significant inverse
relationship between PFS and PTSS was observed, whereas a consequential negative association between experiencing stigma and PFS was
evident in patients who disclosed their illness to their families.

Conclusion: The current study documents that HIV seropositive patients in Pakistan experience high levels of stigma, especially in relation
to the disease disclosure to their families and other social contacts. An already immune compromised status and stigmatization leads to

significant stress symptoms which ultimately decrease the perception about accessibility of social support in the times of crisis.
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Introduction

Human immunodeficiency virus (HIV) is subject to incredible
stigma. HIV is a virus, but stigma is not; however, stigma
severely infects a person’s health, and social and personal life
more than any other kind of virus. The lifelong disease, HIV,
increased drastically in Pakistan to around 165,000 patients
but only 15,370 cases were registered and 22,000 were
newly infected by the disease. The result of survey concluded
that Pakistan’s largest populated province, Punjab had the
highest number of cases of HIV/acquired immunodeficiency
syndrome (AIDS), i.e., almost 60,000, whereas in Sindh it
was 52,000, in Khyber-Pakhtunkhwa (KPK) it was 11,000,
and many cases were reported in Balochistan.? From January
2016 to June 2019, 24,331 additional cases of HIV/AIDS had
been registered nationwide, 3,878 cases were from Punjab,
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2,521 cases from Sindh, 881 and 291 new cases from KPK and
Balochistan, respectively.® According to the Punjab Health
Department, certain cities of Punjab are most vulnerable and
at risk of rapid HIV transmission including Lahore, Dera Ghazi
Khan (DG Khan), Multan, Rawalpindi, Gujrat, Faisalabad, and
Sargodha. In Pakistan, basic reasons for the drastic increase
in cases are lack of substantial information and awareness
about HIV and nondisclosure due to fear of stigmatization,
rejection by loved ones, and discrimination within society.*
Pakistan is situated in South Central Asia with neighboring
high-risk countries for HIV transmissions such as India,
Afghanistan, and China. In 1987, the first case of HIV was
diagnosed.®> The most common modes of the transmission of
the life-threatening virus, HIV, in Pakistan are heterosexuality,
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unclean blood transfusion or blood products, injecting drug
use, male-to-male or bisexual relationships, mother-to-child
transmission, and transmission of undetermined origin.®

Various empirical evidence show that people living with
HIV (PLWH) lack treatment compliance due to stigmatization
involved as reflected by poor medical adherence.” This may
escalate the disease leading to gradual and progressive
suppression of the human immune system and to the
development of AIDS. AIDS is a lifelong disease that attacks
the immune system CD4 (T cells) that fight against infections/
viruses and reduces the amount of CD4+ cells making the
body more vulnerable to other infections and cancers.?

Stigma is aberration from social expectation, divergence
between social desire, expectation, and actual situation.
Stigma is associated with functional limitations, chronic
ilinesses (cancer and HIV), and physical diseases. The patient
often feels guilty and ashamed about the illness which
often results in causing psychological disturbances.® There
are several empirical investigations that reflect upon the
multidimensional nature of stigma associated with HIV. This
stigma can be characterized as social stigma, self-stigma, and
treatment system stigma.’® When a person experiences any
illness, the stigma associated with it often leads to negative
experiences like rejection, marginalization, and ultimately
discrimination. The PLWH feel increased levels of stress
which have an adverse effect on their health causing a
further decrease in the CD4+ cells count.*?

PLWH face psychological stress due to the stigma
associated with the disease. Perceived family support (PFS)
can play a vital role in amending and enhancing their well-
being. It has a buffering effect on stress and promotes
emotional well-being, whereas actual support is directly or
indirectly related to the disclosure of HIV status.* Social fear,
rejection, and discrimination associated with the iliness leads
to stigmatization and often makes it difficult for them to talk
about HIV with their family, doctors, and stakeholders.* The
disclosure of having HIV is thus a daunting task and many
factors cause ahindranceinits course. Conversations entailing
a confession of having HIV go through a difficult, selective,
and systematic process because it is directly related to a
decrease in support and increased levels of discrimination.
One of the factors that impacts these conversations is the
type of relationship one has to the person.®

Post-traumatic stress disorder (PSTD) is a serious and
petrifying illness that develops when an individual witnesses
a terrifying event or any substantial trauma. According to
Zhang et al.’s, males and females with HIV encounter many
stressful events, among which revealing their illness is the
most stressful one. Disclosure of HIV arises other stressors
including sexual assault/abuse, marital violence, and even
separation or divorce. Many women with HIV are victimized
by society resulting in the escalation of stress levels which
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affect their health or result in HIV progression. Studies
reveal that health impairment due to HIV is more likely to
cause psychological symptoms of depression and PTSD in
the patients.” HIV stigma is a potential stressor for PLWH.
Vanable et al.’® found the relationship between experiencing
stigma, depression, medication adherence, HIV disclosure,
and sexual risk among HIV-positive men and women as these
experiences are associated with psychological adjustments.

With Pakistan being among the countries that are in
the transition phase, there is an alarmingly high risk of the
spread of HIV. The country shares its border with India and
Afghanistan and there are frequent opportunities of people
travelling in these countries. Furthermore, the high rates
of poverty and illiteracy, no proper check and balance on
contaminated blood transfusions, and disposal of used
syringes and injections, lack of awareness about sexual safe
practices, and lesser use of contraceptives lead to higher
probability of spread of sexually transmitted diseases
especially in rural areas.”

On the contrary, scant research is published in Pakistan to
elaborate this issue. The current study aims to identify the
role and potential link between stigma experienced by the
HIV patients, PFS, and post-traumatic stress symptoms (PTSS)
with or without disclosure of the disease.

Methods

This cross-sectional, descriptive study was conducted on
100 HIV-positive patients recruited through the snowball
sampling strategy from Services hospital, Lahore, with the
permission of Punjab AIDS Control Program (PACP), a project
of Secondary Health Department of Punjab, Pakistan, and
from different nongovernmental organizations (NGOs). The
study was conducted from November 2021 to April 2022.

Inclusion criteria were HIV-positive male, female, and
transgender patients aged between 18 and 50 years with
an average time of 6-12 months since diagnosis. Exclusion
criteria were patients with debilitated health conditions and/
or who were not comfortable in response sharing.

The Berger HIV stigma scale (HSS), the multidimensional
scale of perceived social support (MPSS), and post-traumatic
stress disorder checklist (PCL-5) were applied in the proforma
and permission was taken from respective authors. During
the data collection process, all relevant ethical considerations
were undertaken, and every patient was counseled during the
questionnaire-filling process. To approach the transgender
community, permission was taken from a local NGO. Patients
were debriefed about the research purpose, and to ensure
their willingness to contribute to current research, an
informed written consent was taken from each participant.
Participants were informed about the purpose of research;
confidentiality and privacy of information were maintained
during the research.



Zia and Khalid. Biomedica. 2022;38(3):149-156

Demographic information like age, gender, education,
religion, marital status, family system, city, source of
transmission, and disclosure of illness were recorded.

Berger HIV stigma scale

This scale comprises two sets of items; the first set has 23
items and second set has 17 items. The first set measures
social and emotional aspects of having HIV, whereas in the
second set of items a person must imagine if she/he did not
disclose having HIV. The tool covered four domains related
to stigma that were “internalize stigma subscale, disclosure
concern subscale, negative self-image subscale, and public
attitude subscale.” Each question was to be answered on a
4-point Likert scale where 1 represents strongly disagree and
4 represents strongly agree. ltem numbers 8 and 21 were
reverse scored as suggested by the original author.?®

The multidimensional scale of perceived social
support

Zimet et al.** developed the MPSS which intended to measure
the perception of social support or availability of support
when it will be needed. This scale was translated by Jibeen
and Khalid 22 into the native language (Urdu). MPSS consists
of 12 items related to 3 domains: family subscale, friends
subscale, and significant other subscale. Each dimension is
assessed with four items. It is 7-point Likert scale (with 1 =
very strongly disagree and 7 = very strongly agree).

Post-traumatic stress disorder checklist

The PCL-5 scale was developed by Weathers et al.%. It is used
for multiple purposes, including checking the effectiveness
of treatment, pre and post-testing of PTSD symptoms,
screening of PTSD, and making provisional PTSD diagnosis.
It consists of 20 items that are based on the Diagnostic and
Statistical Manual of Mental Disorders, 5th edition (DSM-
5) devised by the American Psychiatric Association. DSM-5
criteria of PSTD, such as disturbing, repeated unwanted
memories or dreams related to traumatic event, reliving of
traumatic event in imagination, feeling upset, avoiding places
and person’s that are reminders of the experience, selective
amnesia, strong negative thinking, blaming oneself or others
for the experience, loss of interest, concentration problems,
and insomnia. The PCL scale’s item are scored on a 5-point
Likert scale (with 0 = not at all and 4 = extremely). All items
were designed according to DSM-5 criteria for PTSD.

All selected tools were in the native language (Urdu) and
proper instructions were provided to all the patients. For
some participants, items of questionnaires were read out
when they felt uncomfortable or if they had any query while
reading it. In the end, the patients were regarded for being
part of the research and counseled.
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Results

In the current study, three tools and demographic sheets
were used for collecting biographic, personal information,
and responses of patients. The demographic peculiarity of
the data showed that majority of the patients were aged
between 27 and 36 years (n = 40, 40%). There were 60
males, 33 females, and 7 transgenders; 26% of the patients
were illiterate, whereas 74% were educated (from primary
schooling to Master’s degree). All the participants were
Muslims. Regarding areas of residence, 51% of the patients
belonged to Lahore, 9% from DG Khan, 5% from Sialkot, 8%
from Mianwali, and 6% from Gujranwala.

The data included 59 married patients, while 25 were
single; 5 were widowed and 11 had divorced. Furthermore,
43% of the patients belong to a nuclear family system and
57% lived in a joint family system. Less than half of the
patients (47%) disclosed about their illness to their family
and other close social contacts, whereas 53% had hidden
their seropositive status.

The main modes of HIV transmission in this population
were through contaminated needles/blades and dental
tools, followed by sexual contact with HIV-positive husbands,
while 15% of the patients were unsure of their route of
transmission (Figurel).

It was found that those who had disclosed their
seropositivity to family and friends or significant closer
ones, experienced more stigma and lesser perception of
family support as compared to the patients who did not
disclose. This mean difference was calculated by computing
independent sample t-test (Table 1) that showed a significant
(p < 0.05) mean difference between the patients with and
without disclosure. The value of Cohen’s d indicated a
medium effect size.

The participants who did not disclose their illness (M =
4.42, SD = 1.46) had a higher PFS as compared to the ones
who had disclosed their illness (M = 3.77, SD = 1.67). The
value of Cohen’s d indicated a small effect size.

According to the hypothesized model (Figure 2) of
the current study, stigma has a positive relationship with
the development of PTSS, negative relationship between
experiencing stigma and perception of family support,
and negative relationship between PFS and development
of PTSS. Table 2 shows a significant relationship between
stigma, PFS, and PTSS. There is a significant strong positive
relationship between stigma and internalized stigma, stigma
and disclosure concern, stigma and negative self-image, and
stigma and social attitude related to HIV. There is a significant
weak negative relationship between stigma and PFS, stigma
and family support, and stigma and social support. There is
a significant positive association between stigma and PTSS.
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Figure 1. Bar chart showing source of transmission of HIV in n = 100 patients.

Table 1. Relationship between disclosure about illness and stigma and perceived family support (n = 100).

YES \[o)
(47) (G2)) 95% ClI
Variables M SD M SD t(98) P LL UL
S 124.42 18.69 108.43 214 -3.98 0.001*** -23.94 -8.03
1S 514 10.56 44.4 10.95 -3.24 0.001*** -11.26 -2.71
DC 28.06 3.36 247 3.95 -4.58 0.001*** -4.8 -1.9
NS 38.43 5.52 34.7 6.07 -3.21 0.001*** -6.03 -1.4
SA 61.68 9.78 54.6 10.73 -3.42 0.001*** -11.09 -2.94
PFS 3.77 1.67 4.42 1.46 -2.04 0.04* -1.26 -0.01
FS 4.06 2.02 4.78 177 -1.89 0.05* -1.47 0.35
SO 3.51 1.86 4.26 2.01 -1.93 0.05* -15 0.01

DC = Disclosure concern, FS = Family support, IS = Internalize stigma, NS = Negative self-image, PFS = Perceived family support,
S = Stigma, SA = Social attitude related to HIV, SO = Significant other. Note. *p < 0.05, ***p < 0.001.

There is a significant weak negative relationship between
the perception of family support and internalized stigma, PFS
and negative self-image, PFS and social attitude related to
HIV, and PFS and PTSS. There is a significant strong positive
association between PFS and family support and PFS and
social support.

There is a significant moderate positive relationship
between post-traumatic stress and internalized stigma, PTSS
and disclosure concern, PTSS and negative self-image, and
PTSS and social attitude related to HIV. There is significant
weak negative relationship between PTSS and family support.

Discussion

To the best of the authors’ knowledge, this study is the first
of its kind in Pakistan to investigate the relationship between
stigma, PFS, and PTSS experienced by HIV-positive patients.
It further explored the differences in experiencing stigma
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and PFS in people who had disclosed their illness. Moreover,
various demographic characteristics were probed to identify
the key etiological factors involved in the transmission of HIV
in patients reporting from different cities of Pakistan.
Demographic analysis of the present study shows that
majority of the participants were male and only a few
transgenders were included. Majority of the participants did
not disclose their illness to their families due to fear of stigma
and discrimination, whereas less than half disclosed about
their illness to their families to call for care and support and
to overcome the stress and anxiety inflicted by the disease.
According to a recent (2019) report of the International daily
newspaper, “THE NEWS,” 75,000 patients were reported in
Punjab, 60,000 in Sindh, 5,000 in Balochistan, and 15,000
in KPK?*, This increase in HIV spread is attributed to drug
abuse with injection, use of contaminated needles, blades,
dental tools, contaminated blood transfusion, contraction
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Figure 2. Hypothesized model.

Table 2. Summary of intercorrelation between subscales of stigma, perceived family support, and post-traumatic stress symptoms among

HIV-positive patients (n = 100).

1 2 3 4 5 6 7 8 9 10
1S 1 0.938** 0.796** 0.935"* 0.972** -0.299** -0.217* -0.279* -0.219* 0.633**
2.1 1 0.655** 0.831** 0.951* -0.351** -0.255* -0.318** -0.267** 0.615™*
3.DC 1 0.755™* 0.736** -0.166 -0.080 -0.161 -0.155 0.508**
4.NS 1 0.894** -0.306™* -0.228* -0.285" -0.219* 0.543**
5.SA 1 -0.295** -0.232¢ -0.280* -0.195 0.610**
6. PFS 1 0.766™* 0.805** 0.828** -0.239*
7.FS 1 0.390** 0.472** -0.231*
8.SS 1 0.518** -0.173
9.80 1 -0.172
10. PTS 1
M 116.9 48.11 26.48 36.68 58.38 4.1 4.44 4 3.91 38.64
SD 21.46 11.25 4 6.05 10.77 1.59 1.92 2.07 1.97 21.45

DC = Disclosure concern, FS = Family support, IS = Internalize stigma, NS = Negative self-image, PFS = Perceived family support,
PTS = Posttraumatic stress, S = Stigma, SA=Social attitude related to HIV, SO = Significant other, SS = Social stigma. Note. *p < 0.05,

**p < 0.01, ***p < 0.001.

from husband or sexual partner through unsafe sex, lack
of knowledge, and awareness and religious considerations
in lower to middle-income families regarding the use of
contraceptives in Pakistan.?

Limited researchers have identified HIV disclosure issues,
including how HIV-related stress and stigma get affected by
disclosure and how it impacts the support and care of HIV
patients. Research carried out in Ghana identified that PLWH
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who had a higher perceived stigma and emotional stress
encountered greater concerns related to HIV disclosure.?®
Another study revealed that the apprehensions of disclosure
positively correlated with the HIV-associated stigma. These
concerns were found to be higher in females and unmarried
patients in comparison to other PLWH.?” Furthermore, this
life-threatening condition is traumatic for the patient and
they experience intrusive thoughts about illness and death.
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In these scenarios, depression and PTSD emerge as the most
frequently occurring phenomena requiring urgent medical
and psychological care.®

The present study revealed that people who had disclosed
illness experienced more stigmatization as compared to
those who did not. According to the American Medical
Association?®, HIV-positive patients who do not disclose
illness experience isolation and stress while detaching
themselves from society to maintain secrecy. Clark et al.*®
suggested that people were afraid of discrimination and
stigma due to which they preferred not to disclose. Negative
self-image and internalized stigma also worsen the illness and
make HIV-positive patients more prone to PTSS. Howell and
Maguire3! also reported a significant relationship between
stigma and disclosure.

The current study reports a significant mean difference
in the level of family support after disclosure of disease as
compared to nondisclosure. It is also evident in the literature
that when a person discloses their seropositivity, the
perception of available support decreases eventually, due to
the increase in stigma related to HIV seropositivity. Huang
et al.*? report that family support is very important during
the first 2 years of diagnosis as the patients is undergoing lot
of stress and uncertainty regarding his/her health. However,
many patients have fear of family rejection and discrimination
leading to nondisclosure or more isolation after disclosure.

Stigma has a significant strong positive relationship with
PTSS. Breet et al.?* studied PTSD in HIV-positive patients after
experiencing stigma in Nigeria. They reported that AIDS is
a lifelong successive illness; during treatment, the person
experiences a series of traumas thus leading to psychological
issues. HIV seropositivity serves as a trigger for developing
PTSS because stigma is severe enough to introduce death
threat, shame, loss of loved ones, and integrity. All these
stigmatizing events play an important role in intensifying
fear, helplessness, and feeling of loss. The people who are
experiencing PTSD symptoms consistently re-experience
stigmatizing occasions.?*

Furthermore, the current study showed that post-
traumatic stress has significant weak negative relationship
with family support. An increase in perception of family
support has likelihood to cause a decrease in PTSS. Clinical
evidence reveals that PTSD is linked with disease progression
of HIV which is characterized by a significant decline in CD4+
cells.?> When a person has a less stressful life with the support
of family members, their immune system starts working in a
responsive manner with consequent better quality of life and
lesser chances of rapid progression of the disease.

Conclusion
A considerable level of stigma is experienced by HIV-positive
patients, which is associated with gender, level of family
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support, and stress disorders. A decrease in the perception
of family support is associated with the disclosure of the
disease and thus the development of PSTD in these patients.
Therefore, sufficient family support can act as an excellent
buffer against the stigma and help in reducing psychological
distress.

Limitations of the study

The study is to be reviewed considering the following
limitations encountered while conducting the research.
The sample of the study is not representative of the
population as it comprised only those patients who were
attending the healthcare facilities. This makes the study
less generalizable concerning social diversity. Many patients
were uncomfortable sharing their intrinsic experiences
of living with HIV and refused to respond to the questions
appropriately. Lastly, sufficient amount of privacy could not
be warranted due to unfavorable logistic arrangements, such
as lack of space for the administration of questionnaires
which might have led to respondents’ bias.
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