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Objective: The current study was undertaken to qualitatively investigate the
coping strategies and impact of disease in HIV/AIDS patients.

Methodology: The study was conducted at the Divisional Headquarters
Teaching Hospital, Mirpur, Azad Jammu and Kashmir from January to April
2019. The hospital is a divisional hospital for three districts namely Mirpur, Kotli,
and Bhimber catering to a population of approximately 1.5 million. In-depth
interviews and focus group discussions were conducted with twenty HIV/AIDS
patients. For the analysis, the Interpretative Phenomenological Analysis
technique was used. The major domain of the impact of HIV/AIDS was further
divided into nine major themes. The other major domain was coping with
HIV/AIDS which included themes of spiritual coping, problem-focused coping,
and avoidance coping.

Results: Findings highlighted depression among people living with HIV/AIDS.
The first sub-theme was the positive aspect which explains the family attitude
towards illness as now they have become more caring and supportive towards
the participant. The impact of disease is multifaceted including social,
emotional, financial, and occupational. The participants were more inclined
towards spiritual coping and problem-focused coping as compared to the
avoidance coping.

Conclusion: The findings of the study highlighted the need of the assessment
and management of the participants through a psychologist. HIV/AIDS patients
need counseling and awareness on the disease and the things to consider while
on treatment to cope with the stress. They must be provided the updated
information on HIV/AIDS. The management of HIV/AIDS patients requires that
issues of psychological stresses be coped with professionalism.
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Introduction

HIV/AIDS and coping mechanisms have a critical
relationship. The infection with HIV/AIDS may result in
the adoption of coping strategies, which may have
adverse Acquired

negative, consequences.

immunodeficiency syndrome (AIDS) has emerged as one
of the major healthcare complications due to its pandemic
status and severe disease features. Globally, 37.9 million
[32.7—44 million] people were living with HIV at the end
of 2018. Of these, 1.7 million were children (less than 15
years old).! AIDS is caused by human immunodeficiency
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virus (HIV) resulting in serious, systemic dysfunction of
the immune system. The global incidence rate of
HIV/AIDS is declining? attributed to a combination of
factors, including the significant scale-up of antiretroviral
therapy over the past few years, the impact of HIV
prevention efforts, and the natural course of HIV
epidemics. However, the incidence of HIV infection is
increasing in Pakistan, reaching approximately 165,000
cases in 2019.3 Unfortunately, the cases reported so far,
represent only the "tip of the iceberg". Poor awareness
about HIV/AIDS with lack of information, persistent
scarcity of financial resources, weak regulatory oversight
and common misunderstanding that HIV only infects
'individuals with bad characters'
affecting the spread of HIV/AIDS.*3

arc some aspects

Epidemiological data from surveys of the general

population indicate that women experience more
symptoms than men®’ and this sex difference is also
evident for disease-specific populations.® The clinical
picture is usually divisible into four stages, i.e. an early,
stage; middle, latent stage; and a late,

immunodeficiency stage.

acute

Living with a life-threatening syndrome-like HIV/AIDS
is a stressful and emotionally challenging experience. In
addition to the likelihood of premature death, HIV/AIDS
is linked with a stigma which produces extraordinary
personal and social complications.’ Being a chronic and
life-threatening disorder, HIV/AIDS is stressful to
manage. HIV/AIDS comes under the same category of
chronic illnesses which cause threats to human life
resulting in physical and pathological changes and
require long run observations to minimize the fatal effects
of the illness. The disease results in psychological effects
linked to the social, physical, sexual, and economic
aspects of human life.!° Thus, patients begin to view life
in a different perspective as a consequence of these fatal
changes. The neuropsychiatric effects of HIV can mimic
idiopathic psychiatric disorders, resulting in a delay in
diagnosis and treatment of the fundamental
cause. Patients suffering from HIV/AIDS undergo severe
forms of psychological stresses. The presence of
substance abuse, anxiety, and mood swings are some of
the many psychiatric predicaments faced by them.!!
These stresses have a link to the various aspects of the
illness itself which may include a decline in mental
and physical movements, increased
sexual disinterest and dysfunction,

capabilities
hospitalizations,
physical pains, various fatigues, and continuous stress
related to death. The stigma is more common in women.

This process fills women with feelings of shame and
guilt, feelings that definitely do not help them maintain
good self-esteem and a healthy mental state.'? Anxiety is
common in HIV/AIDS patients, and occur in 22 to 47%
individuals.'?

People with HIV and those close to them are subject to
many things that may affect their mental health. Coping
plays an important role in order to deal with chronic
illness. Coping strategies consist of thoughts and
behaviors that people use as a strategy to organize the
internal and external demands of a particular stressing
event or factor.!* Coping strategies are influenced by
factors such as socio-demographic, personal, socio-
cultural and environmental aspects. Develop coping
strategies is necessary to reduce the psychological
suffering of people living with aids, arising from all the

difficulties related to this disease.!’

This qualitative study was carried out to understand the
impact of HIV/AIDS on the life of the people living with
HIV how they are coping with the disease.

Methodology

The data were collected from the Divisional Headquarters
Teaching Hospital, Mirpur, from January to April 2019.
The hospital is a divisional hospital for three districts
namely Mirpur, Kotli, and Bhimber catering to a
population of approximately 1.5 million. A sample of
twenty diagnosed HIV/AIDS patients was taken and were
selected through a purposive sampling technique. All
these participants visit the hospital for routine checkups.
Confidentiality of the study participants was maintained
and the study was conducted after an informed consent
from all participants.

For the analysis, the Interpretative Phenomenological
Analysis (IPA) was used. The first theme was the impact
of HIV/AIDS which was further divided into the nine
further sub-themes. The first theme was the relationship
issues experienced by the study participants after they
were tested positive for HIV. It was further divided into
sub-themes on the basis of the participant's responses.

In order to explore the phenomenology, open ended
questionnaire was used. Questions were related to the
demographic variables, diagnosed period, course of
illness, mode of transmission, and changes in attitude
after diagnosing, and their coping strategy which they use
to fight with their disease, and what are the ways they use
to cope with their ailment.
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The data were collected in the Department of Pathology
in a one-to-one setting. In-depth interviews (IDIs) and
focus group discussions (FGDs) were conducted with
study participants. The first stage semi-structured
interview was used to collect the experience and
expression of the participants about the phenomenon of
their disease, its impact on their daily life, and how they
cope with their illness. Then semi-structured interview
was conducted by asking open-ended questions.
Participants were asked to explain the impact of
HIV/AIDS on their life and what coping patterns they
adapt which they used to cope after they were diagnosed
with HIV/AIDS. Every participant took 20-30 minutes to
answer the questions.

After the in-depth interview and thorough review of the
literature, list of 13 questions was identified through the
open-ended questions which targeted and tap two main
areas; (1) the impact of HIV/AIDS on the different
dimensions of the life of the participants, and (2) the
coping mechanism of diagnosed HIV/AIDS participants.

For the analysis purpose, the IPA analysis was used for
the interpretation of the data. The analysis involved the
first step of looking for the themes from the responses of
the participants. The next step involved the building of
the connection between the themes which involved the
division of the themes into the subthemes.

The domain, impact of HIV/AIDS, was further divided
into nine major themes elicited from the clusters of
responses of the participants. These themes comprised of
sub-themes which were relationship problems, emotional
issues, health issues, financial issues, cognitive aspects,
perception about the disease, change in life, and future
apprehensions and concerns.

Results

A total of 20 participants were interviewed including 14
males and six females from the hospital settings. Table 1
shows the themes and the subthemes of the participants
on the domains of relationship emotional
breakdown, health-a downhill journey, and cognitions
dark and bleak. Table 2 deals with the themes and the
subthemes of the participants on the domains of financial
issues, perception about the disease, life a downward
spiral, and future apprehensions and concerns. The table

issues,

3 is related to themes of the participants on the domains
of spiritual coping, problem-focused coping and
avoidance coping. A total of four participants responded
to the positive aspect.

The first participant responded that:

“They have started taking care of me now as they think
that I might die soon so they care about me more”

Participant number 11 responded that:

“My wife also has AIDS we are now living for children
and our family is supporting and taking care of us in
need”

The Participant number 10 responded that:

"My family takes care of me now they support me and
take me to doctor for a regular checkup”

All of the above participants explained that family
concerns and support are now helping them to overcome
their illness as it's a positive aspect in their life which
serves as a purpose of motivation towards life betterment
and wellbeing.

“I have died for my family as they don’t meet me
anymore”’

Participant number 7 responded that:

“My family and relatives are scared of my disease that’s
why they don’t interact with me now anymore”

All of the above participants were experiencing rejection
due to the illness and because of the negative perception
of the people regarding illness.

Another theme of the relationship issue subtheme of the
negative attitude was the interrogative attitude of the
relative regarding illness. As participant number 1
responded that:

“I am tired of the questions of relatives regarding my
illness”

Participant number 13 responded that:
“Family and relatives taunts me about my illness”
Participant number 6 responded that

“My family and relatives think that I have this disease
because of my family as they think immoral of my family
because my whole family was infected with HIV/AIDS”

The other theme of the participants on the domain of
impact of illness was emotional breakdown which was
further divided into 12 sub-themes elicited from the
responses from the participants. The first sub-theme of
emotional breakdown was experiencing anger which was
experienced by the participants after the contraction of ill
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Table 1: Themes and the subthemes of the participants on the domains of relationship issues, emotional breakdown,
health- a downhill journey and cognitions dark and bleak (n=20)

Relationship issues Health- A Cognitions dark and bleak
e : Emotional breakdown downbhill
Positive Negative . .
aspect aspect journey Fear of death  Self- blame Self-pity
Family Inhuman a1 Rulnef;l my What sin [
care and treatment (7 Anger Weakness I will die soon  life with my have done
support 10) > (2,3,4,5,6,7,8,9,15) (2,5,7,10,19) (4,6,7,9,12) own hands (2,12,16)
(%) (3.4 T
Interrogative :
attitude of géf;ltgg; th vaZE%:n isa Question to
relatives Crying spells (1,3,8,12) Fatigue (11) GOD
(1.4) (3,4,6,7,8,10, curse (8, 11 (3,17.20)
’ 19,20) 12 19) Y
Low mood (1.4,13,14) Decline in health gie;:;saisoen about Punishment =~ Why me
(1,6,7) (5.8.12) of sin (3,4) (2,9,12)
Spend rest of
.. . the life in
Suicidal thoughts and Loss of appetite same
attempts (4, 8, 12, 18) (8,11,17,20) condition
(2,12)
. Faint Life has ended
Isolation (7,8,12,16,19) (2,10.11,16.20) (4,16,18,19)
Life is ruined
Shock (12) (2,6,8,12,13,1
8)

Helplessness(2,4,5,17)

Loneliness (6,9,12,18)

Guilt (1,3,4,6,9)

Self-hatred (1,2,4)

Patience (7)

Table 2: Themes and the subthemes of the participants on the domains of financial issues, perception about disease, life
a downward spiral and future apprehensions and concerns (n=20)

Financial issues

Perception about
disease

Life-A downward spiral

Future apprehensions
and concerns

Increase in
financial demands

Jobless
(3,4,7,12,19, 20)

(1,7,10,12,15,19)

Incurable disease
(1,2,3,4,6,9,11)

Dependent on others
(3,4,8,10)

Fear of infecting others
(6,8,10, 20)

Disease leads to 100
more diseases (12)

Life has become
miserable (6,9,12)

Desire to fulfill
responsibilities (12,15)

Disease finishes the
man (7,8,12)

Home is empty and
family is ruined (8,10)

What will happen to
family, home who will
take care (8,10,12)

Dangerous disease
(1,5,9,7,11)

Living for children (3,10)

Counting life days (4,9)

Left alone (1)

Threat of divorce (18)

Aimless life (4,9,12)

Fear of being perceived
negative/bad character
(1,7,8,14)

Can’t get married (15,18)
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Table 3: Themes of the participants on the domains of spiritual coping, problem-focused coping and avoidance

coping (n=20)

Spiritual coping

Problem-focused coping

Avoidance coping

Spiritual Treatment (2,7,8,12,13,18)
Seeking health strength from GOD (1)

Seeking Forgiveness (6,11,13)
Praying (1, 5, 6, 7,8,9,11,12)

Will power to fight with disease
(3,5,7,9,10,12)

Eat healthy food

(11,12,15)

Avoid drugs/cigarettes (3,11,18)

Run away from home (4)

Nothing can be done now
(3,4,7)
Waiting to die (19)

Fulfill GOD’s test (15,19)
Thankful to GOD for a every new
morning (7,14)

Fate (11,12)
Disease is due to GOD’s will (5,11)

(2,6,8,12)

Avoid illegal sex (4)
Help and care of others (3)
Take long walks

Time passing (5)
Keep self-busy in work (2)

Nothing has changed (8,9,11)

Take precautions (1,5,8)

Take care of health (1,3,6,8,12)
Don’t hide information from
doctor/consult Doctor (1,6,8,9)

-ness and its impact on life. As participant number 1
responded that:

“Now I am experiencing anger outbursts on every little
thing that does not go into my favor"

The other sub-theme of emotional breakdown was the
crying spells experienced by the participants due to the
HIV/AIDS. As participant number 1 responded that:

“At times I cry that why I have such dangerous disease”
Another participant number 14 responded that:

"[ feel sad and cry on what has become of us as we are
now dependent on others help and need"

Another participant number 2 responded that:

“[ feel angry and helpless about myself as nothing can be
done now as I'm getting weak day by day and my life is
no more the same”

The other sub-theme emerged of emotional breakdown
was the state of shock as experienced by the participant
number 12 that:

"This news were shocking and unbearable for me as 1
was unable to digest it that how this can be possible as |
have done nothing wrong"

Another participant number 15 responded that:

“Don’t talk much to others and stay alone and depressed
all the time due to this illness”

The last subtheme of coping with HIV/AIDS was the
avoidance coping with was adopted by the participants in
order to shun the thoughts about HIV/AIDS. The first
subtheme emerged under the avoidance coping was the

run away from home as reported by participant number
12 as he responded that:

“I feel like running away from home as I'm tired of the
taunts of the family”

The other subtheme emerged under the avoidance coping
was the nothing can be done now as responded by two
participants 1 and 4 that: “Now I have contracted the
disease nothing can be done now suffering is written till
the end of life”

The other subtheme emerged under the avoidance coping
was the nothing has changed denial of the illness and its
impact on the life of the participant as reported by
participant number 7:

“Nothing has changed in my life everything is the same”

The other subtheme which was seen under the avoidance
coping was the waiting to die was reported by the
participant number 19 was that:

“Now my life is over and I’'m waiting to die now”

The other subtheme seen under the avoidance coping was
the time passing as experienced by the participant number
7:

“There is no aim in my life is left now I'm waiting to die”

The last subtheme emerged under the avoidance coping
was the keeping self-busy in work was experienced by
participant number 10 as reported that:

"[ keep myself busy at work so that I don't have to worry
about my illness"

The above subthemes explained the coping mechanisms
used by the participants in order to cope with their illness.
It was based on spiritual coping, problem-focused coping,
and avoidance coping and their further subthemes.
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Discussion

The impact of depression, social support, and coping
strategies on the development of HIV/AIDS and quality
of life have been assessed by a number of researchers.
Earlier studies have reported rapid development to AIDS
and opportunistic infections and its association with
increased stressful events, higher depression symptoms,
and decreased social support.!® The use of particular
coping strategies was also found to affect the level of
stress and adaptation differentially. Coping through
denial was linked with a more advanced development to
AIDS and increased levels of depression,'” while coping
via problem-focused was linked with a greater quality of
life.!8

Religious faith played an important role in their long-
term coping strategies. Religious
dominant in order to cope with their illness.

factors seemed

HIV/AIDS-related stigma is regarded as a chronic
challenge in any discussion about effective responses to
the HIV/AIDS pandemic. Despite widespread recognition
of the differential treatment of people living with
HIV/AIDS (PLHA) by the society and its institutions,
over the first 35 years of the epidemic, community,
national, and global actors have only had limited success
in lessening the damaging effects of this stigma.!® Studies
on stigma and discrimination and health-seeking behavior
show that people living reluctant to delay enrolment in
care until they are very ill.2°

The main findings of our study were seen with reference
to our culture that how people cope and what problems
they face after acquiring HIV/AIDS. As there is a
difference in western culture findings regarding the
illness perception, stigma, coping mechanism and the
impact on the life of the diagnosed person. The main
themes emerged were the impact of illness and the coping
mechanism which were further divided into the sub-
themes elicited from the responses. The first domain was
the domain of the impact of HIV/AIDS. This domain is
further divided into nine major themes these themes
comprised of sub-themes which were relationship
problems, emotional issues, health issues, financial
issues, cognitive aspect, perception about the disease,
change in life, and future apprehensions and concerns.
The subthemes highlighted the effect of the impact of
HIV/AIDS on the life of the participants. It showed that
almost all of the area's personal, emotional, social, and
occupational factors are affected by this disease as there
is a significant change in their lives after the contraction

of HIV/AIDS. The other major domain was the domains
of coping with HIV/AIDS. According to the findings,
participants were more inclined towards the spiritual
coping and problem-focused coping as compared to the
avoidance coping. All these subthemes explained the
cultural findings with respect to the study.

Conclusion

The findings of the study highlighted the need of the
assessment and management of the participants through a
psychologist. The counseling is necessary as the people
are unaware of the disease and its adversity. The
management of HIV/AIDS patients requires that issues of
psychological stresses be coped with professionalism,
and psychological counseling can both lessen morbidity
and decrease its occurrence.
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