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ABSTRACT

In Taiwan, the number of cases of newly diagnosed AIDS is increasing every year, and those diagnosed tend to be younger
people. Antiretroviral therapy has increased the overall survival rate; however, people living with AIDS face many problems
in adapting to this lifelong illness. In this study, we investigate the life narrative and interactions of people living with AIDS
and their caregivers. Using a narrative approach, 12 participants, consisting AIDS patients and their caregivers, were invited to
one-on-one in-depth interviews to explore their life experience. The study’s results identified five themes: an inability to speak
to others about AIDS, isolating oneself from the world, promises that cannot be given, condemnation from others for having
AIDS, and having an unknown future. The stories were based on these five themes. Understanding the life narratives of those
with AIDS can help to address and resolve the problems associated with living with AIDS. When medical science and technology
are advancing, the Internet, media, and other more directed education have enabled easy acquisition of AIDS-related knowledge.
AIDS has become a chronic disease. However, the public still cannot accept AIDS. People living with AIDS and their caregivers
have not been able to walk out of the shadow of the disease, as even for those who are willing to reveal their illness, the results do
not always turn out well. People living with AIDS and their caregivers can only secretly take care of and encourage each other.
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1. INTRODUCTION

According to the World Health Organization (WHO) and the
Joint United Nations Program on AIDS (UNAIDS), the num-
ber of people infected with the human immunodeficiency
virus (HIV) worldwide had reached 38.0 million by the end
of 2019, with Africa having the highest number at 25.84
million.!'! The number of newly diagnosed patients was 0.99
million in Africa, accounting for 58% of the total global

increase. In 2019, 5.8 million people were infected in the
Asia-Pacific region, accounting for 15% of the total number
of people living with AIDS worldwide.?! The prevalence
of AIDS among adults aged 15-49 years worldwide was
estimated to be 0.7%, approximately 1 in 25 adults was HIV-
positive,’’! and the number of deaths due to AIDS worldwide
was 0.69 million.*!

In Taiwan, the first patient diagnosed with HIV was reported
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in 1984. From then until 28 February 2021, 41,222 peo-
ple were diagnosed with HIV, of which 39,083 were men.!”!
Most people living with AIDS are young adults. According
to the AIDS statistics of the Centers for Disease Control
(CDCQ), in 2020, 92.31% of newly reported HIV infections
were in people aged between 15 and 49 years.’! The risk
factors for HIV infection reveal sexual behavior to be the
primary transmission route, with male homosexual behavior
dominating, accounting for 8§2.03%, followed by heterosex-
ual behavior, accounting for 10.78%, while the proportion
accounted for by injecting of drugs was only 1.58%.0!

In the United States, an increasing number of people living
with AIDS are entering old age, and numerous people liv-
ing with AIDS are middle-aged women over the age of 50
years; they are often ostracized if they disclose that they have
the disease.[®! Older people are concerned about the stigma
of the disease, their well-being, their age-related AIDS co-
morbidities, self-care, family support, and access to medical
resources.’! In addition, internal stigma affects quality of
care, quality of life, and public health. More serious internal
stigma leads to higher AIDS-related mortality.(®!

Studies in Africa have found that people living with AIDS are
stigmatized both externally and internally to themselves and
other people, leading to disease deterioration, physical and
mental problems, unemployment, poverty, dependence on
people, and destruction of interpersonal relationships. Their
coping strategies are emotional support from other people
living with AIDS and religion.’! Because of the stigma of
the disease and the chronic course of AIDS, caregivers of
people living with AIDS also often face significant pressure
during the care process, and religion can play a crucial role
in the caregivers’ lives.['”]

In Saudi Arabia, the concerns of people living with AIDS
include disease notification, stigma, religious beliefs, fear,
vulnerability, and lack of psychosocial support.l'!l Religious
spirituality is the primary coping response of people to the
fear of punishment from God, their future, and death.!'!]
Research in the Philippines has shown that improving the
knowledge of people living with AIDS regarding the disease
can prolong their lifespan and help them actively face the
disease.!'”! A Japanese study indicated that not all partici-
pants can accept their diagnosis of AIDS; furthermore, the
study found that the stigma associated with AIDS in Japan is
similar to that in other Asian countries.*!

According to a Malaysian study, 75% of family caregivers of
people living with AIDS are women."*! They must ensure
that the person under their care complies with his or her
medicine regime, and they must also face the other family
members and take responsibility for the care of the person
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living with AIDS. In many cases, caregivers are also unable
to maintain a household income due to the confidentiality
measures taken for the benefit of the care receiver, resulting
in financial difficulties.!'*!

Research studies undertaken in Taiwan have found that peo-
ple living with AIDS are often prone to depression because
of changes in the disease process. In particular, the research
has found that the fewer the clusters of differentiation antigen
4 (CD4), the higher the degree of depression in people liv-
ing with AIDS, and the higher the degrees of self-perceived
stress and social stigma.['>] At present, even though AIDS is
incurable, highly active antiretroviral therapy can effectively
control the disease condition, and the number of survivors
is increasing.!'%! In Taiwan, the aging of the patient and the
multiple complications caused by the disease have resulted
in people living with AIDS relying on caregivers.['®!

In addition, although most people living with AIDS in Tai-
wan are men, the number of women living with AIDS is
increasing annually.!'”! Research has found that women liv-
ing with AIDS retain their partners or gain new partners after
their diagnosis is confirmed; however, they retreat and en-
gage in self-handicapping when pursuing intimacy, which
weakens their position in a romantic relationship.!7!

When the family members of people living with AIDS in
Taiwan learn that their loved ones are infected, they experi-
ence negative emotions of shock and shame, and keep the
disease a secret to avoid discrimination, thus affecting the re-
lationships between family members.['8] In particular, when
parents learn that their children have been diagnosed with
HIV, they may feel shame because of their prejudices about
AIDS; however, in general, they will see it as their duty to
do their best to take care of their children. The provision of
this long-term care can affect parents’ physical and mental
health.['8!

People living with AIDS often face multiple dilemmas after
diagnosis. In addition to the disease, both the people living
with AIDS and their caregivers experience social discrimi-
nation caused by the stigma associated with the disease, and
this situation often causes different levels of physical, psy-
chological, social, and spiritual problems. Therefore, this
study aimed to explore the life experience and stories of peo-
ple living with AIDS and their caregivers through narrative
research that involved one-on-one in-depth interviews, which
enabled the respondents to narrate their own stories.

2. RESEARCH METHODS

This study adopted the narrative method in qualitative re-
search. Through text, the life experience of the partici-
pants is vividly demonstrated and interpretive conclusions
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are drawn.[!’]

2.1 Research design

Narrative research is the life story of an individual or group
accounted by an interviewee, and includes autobiographies,
oral histories, life stories, case studies, and various themes
of other people’s life stories. Therefore, when forming the
research questions, it is necessary to consider the limitations
of the research scope, determine the protagonist of the study,
determine the first person and the witness, ensure the story
covers both roles, and explore differences between the par-
ticipant and the researcher.!'! The research questions in this
study were formulated based on the research purpose and
participants.

This study explored the internal struggles that have occurred
through the course of the disease of people living with AIDS
and their primary caregivers. Therefore, the purposive sam-
pling approach was adopted. The participants were people
living with AIDS and their primary caregivers, as designated
by the person living with AIDS. The selection criteria for
participants were that they were at least 20 years of age,
could describe their experience in Mandarin or Taiwanese,
were in acceptable physical condition and expressed their
willingness to participate in the study and attend a recorded
interview after the content of the study was explained. The
selection criterion for primary caregivers was that they must
understand the condition of AIDS patients. The exclusion cri-
teria for participants were if the person living with AIDS was
unconscious due to an illness such as hepatic encephalopa-
thy, had moderate to severe depression or dementia, was
unable to complete the interview due to physical discom-
fort, or refused being recorded during the interview. The
exclusion criteria for caregivers were not knowing the condi-
tion of AIDS patients or refusing to be recorded during the
interview.

After being reviewed by the institutional review board (IRB)
of an AIDS-specific regional teaching hospital in central Tai-
wan, infectious disease doctors and AIDS case managers in
the hospital identified outpatients, inpatients, and caregivers
who met the selection criteria. The researcher personally
explained the purpose of this study to the participant and
inquired about their willingness to be interviewed. After
consent forms were obtained from the participants, the inter-
views commenced. They were conducted in locations such
as the outpatient clinic, the discussion room of the nursing
station, and the participant’s home, according to the wishes
of individual participants. Every interview was recorded.
During the interview, the questions in the interview guide
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(see Table 1) were used to guide the participants in narrating
the effects of AIDS on their lives.

A total of 16 participants were approached, and 12 were
successfully interviewed: six people living with AIDS and
Six caregivers.

2.2 Data collection process

Interviews are one of the primary data collection tools in
qualitative research. Researchers must first abandon their
experience and preset knowledge and encourage participants
to use their voice and words to describe their essential life
experiences.?”! Open-ended questions are asked to induce
participants to construct their own answers. If the interview
focus is ambiguous or the participants provide insufficient
content, related questions should be posed, and the interview
details can be followed up to clarify and confirm the partic-
ipants’ meaning. Interview atmosphere, mutual trust, and
a friendly relationship should be carefully maintained.!!"’
The direction of a study gradually emerges from reviewing
the collected textual data. Through reading and analysis,
hypotheses and theories are generated and presented in an
interpretive manner and then proved through sufficient justi-
fication.l?!]

The purpose of this study was to explore the life experience
of people living with AIDS and their caregivers. In this
study, data collection and data analysis were undertaken in
Chinese. After data analysis was accomplished, the Chi-
nese manuscripts were given to a professional translator to
translate into English, and all the authors then reviewed and
agreed on the English manuscript before it submitted to the
journal.

The participants were encouraged to describe core events
in their life stories, such as people, events, and objects at
defining moments. Open-ended questions (see Table 1) were
posed to explore the emotions and feelings of the participants.
During the interview process, the researcher listened to the
participant’s verbal responses and recorded their nonverbal
responses. Each interview was undertaken by the second
author, and she then converted the recordings into verba-
tim transcripts. If a participant paused or had difficulty in
speaking, he or she was given time to think. A recap of the in-
terview content was excerpted and repeated to the participant
at the end of each interview. If a participant had emotional
moments, he or she was asked if the interview should be
paused or continued. After a few minutes to rest and calm
down, most participants were able to continue their interview.
No participant stopped the interview.
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Table 1. Interview guidelines

People living with AIDS:

How do you want your family to assist you?
Caregivers:

How do you want your family to assist you?

Please describe your thoughts after learning that you were diagnosed with AIDS.

What do you think your family (referring to a caregiver) thinks about you?

What changes do you think will occur in your life in the future?

Please talk about how you experienced the disease process. What was your main form of support?

Please describe your thoughts when you learned that your family member was diagnosed with AIDS.
What do you think he or she (the person living with AIDS) thinks about you?

What changes do you think will occur in your life in the future?

Please talk about how you experienced the disease process. What was your main form of support?

2.3 Data analysis

This study used structural narrative analysis to define the
subject terminology.!'”) The complete form of a structural
narrative has six elements: abstract, orientation, complica-
tion of essential events, evaluation, result, and coda.l?"

The stories were rearranged and insights were explored. The
rearranged stories were carefully examined to retain the ele-
ments of the narrative content.['* If the participants spoke
in Taiwanese, their emotions and tones were described using
terms and interjections or expressions in Taiwanese. The
abstract and introduction were analyzed and underlined line
by line to confirm the content. The underlined segments,
which could be either incomplete or complete but contained
essential information, were recoded into a narrative form to
retain the original intention of the participant.

Recordings and transcripts were carefully and repeatedly lis-
tened to in order to identify the time points of critical events,
critical people, and the relationships and responses between
the researcher and participant, and to define the narrative
history used by the participants. The language used by the
participants was analyzed to understand how the participants
saw themselves and their environments.!?’! The context and
cultural contexts in the transcripts were analyzed and the
time points of essential events were identified; thus, the par-
ticipants could elaborate on the most relevant stories. !

Subsequently, the texts were reoriented to identify the con-
texts between people, events, time, place, and objects. The
data were analyzed to identify whether similarities existed
among the aforementioned factors, and similar data were
placed in the same categories. Complications in terms of
essential events were determined, and the content was re-
evaluated to identify the representative core concepts and
themes, verify the analysis, and compile the results of the
stories. From these results, the researcher created a new story
and a code.
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Trustworthiness was used to evaluate the research rigor of
this study. The rigor of this study was examined using per-
suasiveness, correspondence, coherence, and pragmatic use,
as proposed by Riessman.?!! Persuasiveness was addressed
by the researcher writing a complete and true rewritten story.
Because the participants were from particularly vulnerable
groups, for their privacy, the study results were only dis-
cussed among the authors. After the discussion, the agree-
ment of data analysis was made to achieve greater correspon-
dence and credibility. For the results of the study, themes
were identified from the transcripts and then classified. Fi-
nally, a coherent new story was formulated.

During data analysis, the researcher identified clear themes
and constructed an HIV-positive protagonist (Paul). A rewrit-
ten story that included his caregivers (his sister (Rain),
mother (Mary), boyfriend (Flag), and a friend since elemen-
tary school (Red) and healthcare professionals was created
to demonstrate the research results. The names used for
the story were pseudonyms, and the plot of the content was
formed from the analysis of the interview results of the 12
participants.

Ethical considerations were adhered to throughout the study.
The study was approved by the hospital’s institutional review
board, and only commenced after written consent forms were
obtained from all participants. Before the interview, the re-
search themes, research purpose, and confidentiality of data
were explained to the participants. Private and undisturbed
interview sites were arranged. During the interviews, none
of the 12 participants interrupted the interviews or had to be
transferred to a mental health clinic for counseling. After
the interviews, the transcripts and demographic information,
recording files, and voice recording devices were stored in a
locked cabinet. Thus, ethical requirements of informed con-
sent and respect for autonomy, privacy, and confidentiality
were fulfilled.
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3. RESULTS

The results of this study were the life stories of the 12 par-
ticipants: six people living with AIDS and six caregivers
(seven males and five females). The caregivers comprised
girlfriends, family members (i.e., mothers and sisters), same-
sex partners, or close friends. Table 2 provides the demo-

Table 2. Demographic information of participants

graphic information of the 12 participants. In the rewritten
story, quotation marks indicate direct dialog between two
people. In this dialog, for example, I1 represents the tran-
script of the first participant. The original words used by the
participant are presented in italics. Words without labels and
italicization were added to enhance readability.

No Inter- Inter- Inter- Inter- Inter- Inter- Inter- Inter- Inter- Inter- Inter- Inter-

' view-1 view-2 view-3 view-4 view-5 view-6 view-7 view-8 view-9 view-10 view-11 view-12
Sex Female Male Female Male Female Female Male Male Male Male Female Male
Age 63 26 60 30 30 33 35 45 35 41 36 64

Mobile Manager Interior Manager Lecturer Insurance
Occupa-ti Home- phone Meridian ofa Website Decora Product ofa Interior on talent Repre Decorator
on maker sales- masseuse luggage designer engineer financial designer cultiva- P . (retired)

-tor . i sentative

man store business tion
Education ;I;men— Junior ::g;]or Univer- Univer- ;lilgrl]or Univer- Univer- ;liJgrl]or Univer- Univer- Elementary
level college sit si sit si sit sit school
v school 9 school v ity school o ity school i i
HIV
. . X 2yr X 6yr X X 0.5yr X 5yr 5yr X 4yr
diagnosis 4 Y y Y y Y
Trans- Homo- Homo Homo Hetero Homo Dru
mission X Sexua- X . X i X . . X - g.

. sexuality sexuality sexuality sexuality injection
route lity

HIV- Care-
HIV- . HIV- Caregiv . .
. Care- HIV-inf . X 9 Care- infected giver HIV- HIV- . HIV-
infected R Caregiver  infected er . . X Caregiver .
s giver ected giver Homo- Homo- infected infected . infected
individual Mother Close Close - Sister
. mother Son . . Wife sexual sexual Husband Brother
/Caregiver friend friend
partner partner

A structured narrative analytical method was adopted to
present and formulate new stories. The elements of the
narrative content and the dialog quoted in the story were
derived from actual quotes of the participants. A small part
of the narrative was written by the researchers to ensure that
the story was smooth and logical.

3.1 Inability to speak to others about AIDS

The busy emergency room is overflowing with the sounds of
constant coughing. The doctor on duty picks up a medical
record and slowly walks to a corner. Flag, standing on the
side, says hastily, “He has had a fever for more than a month.
The Chinese medicine he tried was not effective. In the last
week, he has been constantly vomiting and experiencing di-
arrhea. He can’t eat (13) and has a little abscess in his throat.
He even has thrush (12).”

The doctor responds, “The results of his blood test are quite
bad. He has pneumonia, and there are small white spots
in his chest x-ray. A particular report indicated a positive
result, and the situation is not very good. We must transfer
him to the intensive care unit (I13).” The doctor closes the
curtain and whispers, “We performed an HIV test for you.
1t’s positive (110).”

“Yeah, I knew it would be (12)!” Paul said coldly. “Doctor, 1
don’t want my family to know about this! They could never
accept it (I7)!” The doctor nodded.

Published by Sciedu Press

After a few days, Paul is transferred to a ward. Paul broke
down and said to a case manager, “I feel like I'll die this
time. I'm really scared. I'm afraid that I'll never wake up if
1 fall asleep (110)!” Recalling discussions with his friends
a while ago regarding the death of Chang, a colleague, Paul
says, “Even just hearing them say words like HIV or AIDS, I
have tangled feelings (19)!”

The case manager asks, “Did you not let your family know
(15)?” Paul shakes his head and says, “I think there needs to
be someone in my life who knows everything about me, but I
am afraid that she can’t accept it (110).” The conversation
between the two ends when Paul’s sister, Rain, enters the
ward.

Paul lowers his head and asks, “Little sister, you're not dar-
ing to ask about me (110)?” Paul does not dare look directly
at Rain.

“HIV (110)?” Rain says with a slightly shaky voice. “I saw
a ‘blood isolation’ tag hanging on the bed. I figured that
it’s not something you can get casually. I wanted to ask you,
but then I thought that it’s pointless to know all that ... Just
don’t tell other people (I111).”

3.2 Isolating oneself from the world
Paul’s elementary school classmate, Red, opens the ward
door and says in a slightly unhappy tone, “I saw your post
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on Facebook— ‘Bye, everyone, farewell!’ with a picture of
a figure walking toward stairs to the sky. Everyone asked
you what happened, and then you directly deactivated your
Facebook account ... I thought, this is weird, there must be
something wrong (15)!”

“I have HIV (15)!” Paul mumbled. “I am dying, I am running
out of time (15).”

“Did you take protective measures (15)?” Red asked urgently.
“I couldn’t! Sometimes the other person refuses (15)!” Paul
says slightly emotionally. “I used to wash my clothes with
my sister’s clothes. Now, it’s better that we wash our clothes
separately. When she brings food, I also ask her to give me
my portion first (I111).”

After Red leaves, Paul gets out of bed and thinks, “I told Red
that I have HIV, but she didn’t have much of a reaction. Am
I overthinking (110)?” Paul slowly walks to the bathroom
and looks at himself in the mirror. He cannot help but mut-
ter, “How come I've become so ugly (110)?” Rain follows
Paul to the bathroom. Paul suddenly wails hysterically, “I'm
shaving! I'm afraid that I might accidentally touch you (19)!”

Rain says to Paul, “Whenever there are visitors, you act as
though everything is well. After they leave, I'm blamed for
whatever they do. It’s been like this for days. You don’t have
to yell at me after your friends leave (111)!” Paul falls silent
for a moment before looking at his sister and saying, “I dare
not fall asleep because I'm afraid that once I close my eyes,
I can never open them again (111).”

“It’s all right. After the drug effect wears off, you’ll be fine.
You still need some sleep (I11).” Rain comforts Paul, and
tears suddenly well up in his eyes.

After a while, Paul falls asleep. Rain feels distressed and
ponders, “This is the first time that Paul can fall asleep peace-
fully in the hospital. How has he been living during this time
d1e)?”

3.3 Promises that cannot be given

Before dawn, the nurse on the overnight shift enters the ward.
Paul asks “Can we stop the injections? I feel very uncom-
fortable (I2)!” The nurse shakes her head with a smile. After
finishing the intravenous drip, Rain holds Paul as he sits on
the edge of the bed. Paul starts to talk about his past. “At
that time, I left home to work and began to come into contact
with society. Only then did I find that I was quite popular,
and someone even wanted to be my sugar daddy. I thought
to myself, a guy like me, how could someone want to be my
sugar daddy? What was that guy thinking (110)!” They both
laugh. After a moment, Paul takes a deep breath and says
slowly and with dignity, “Did you know? Actually, I am
gay (I2).” Rain opens her eyes wide with shock. “Don’t tell
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mom yet. I am afraid she’ll be agitated. I don’t think I can
tell her about this now. I can’t bear the consequences (12).”
Rain suddenly thinks of something their mother once told
her. “Once I overheard your brother talking on the phone,
and I asked him if that was his girlfriend. He said no, that

was a boy on the phone (13)!”

Paul sorrowfully begins to unburden himself of the pain in
his heart. “I know that mom thinks that among her children I
am the most competent, and she sets high expectations for
me (12).” He sighs and continues, “I am the big brother at
home and I am dignified. I have been called “big brother”
since I was a child. I was educated to be independent and
rely on myself. Because I am the eldest child, I must set an
example for my younger brothers and sisters (110).” Rain
continues to nod.

“When we were little, we were often beaten by dad. 1 felt
I wasn’t loved! It was domestic violence (I7)!” Paul said
agitatedly. “I hide these things deep in my heart. This is why
I do not want to get married and have children (17).”

“You are the eldest son and the eldest grandson (19),” Rain
says anxiously.

“But I can’t tell mom that I am gay. When mom learned about
my illness, she was so lost and desperate (12).” Paul tells
Rain with a slightly mocking tone, “I can’t just say I like
boys; there is no way (12)! I don’t want to get married (12).
Anyway, I can’t promise them marriage and children (14)!”
Paul answered helplessly but firmly.

3.4 Condemnation from others for having AIDS

After 14 days of treatment and hospitalization, Paul’s mother,
Mary, is the happiest person to see him discharged from
hospital.

“I often think that you are such a great kid, why would you
have this disease? I don’t know, how can a good child be-
come like this (11)?” Mary continues, “When you were little,
I didn’t have much time to be with you. Now that you’ve
grown up and are in this condition, I must take care of you.
When you were sick and hospitalized, I even wished I could
give you a few years of my life (I11)!”

Mary is busy with housework and says, “When you lived in
other places and were pursuing a fruitful life, I agreed with
you and said sure, go play if you have money ... but then I
thought, is this right or wrong to let you kids be so free (13)?”
Mary sighs, “Did I not do well enough? Why has my child
been diagnosed with this disease (12)? Actually, it’s okay
now, you are good and do not need my instruction. You are
more cautious after getting this disease. Now we can live
together; it’s a little late but worth it (13).”
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“Since I'm sick, might as well face it bravely (13)! I survived
such a serious disease, so I must be blessed later in my life
(13)!” Paul says jokingly.

Mary says to Paul playfully, “You’ve been born again! Noth-
ing matters now. After rain comes sunshine! I think of it as a
test for me (13)!”

Paul’s hospitalization makes Red think deeply. “Lots of tests
during his hospitalization required signed consent from the
Jamily. Paul is currently single. Signing the consent form
indeed presents a dilemma! If his condition is unstable in the
future, who should sign it?” Suddenly, a thought flashes into
Red’s mind, “Anyway, he’s not going to get married. The
registration of marriage is only a form and a legal relation-
ship. It’s just an agreement that lets me make decisions for
him in an emergency (15)!”

With these doubts and predicaments in her mind, Red can-
not help but think of the promise they made as children in
elementary school.

“I don’t think anyone will marry you! When you make it to 30,
I’ll have to marry you! I have to take care of you (I5)!” Paul
had said playfully. Red had told Paul, “If I’'m not married in
the future and you’re not either, we will rent an apartment
after retirement. We will live there and take care of each
other (15).”

3.5 Unknown future

Late at night, Flag snuggles up beside Paul on the sofa in the
living room. “Do you know I used to be handsome? When
I worked in the north, I dressed formally and looked like a
super star! I was often secretly photographed, especially
when I was working (110),” Paul said proudly.

Recently, Flag has been planning to quit his job and return
to the countryside. He asks if Paul would like to join him.

“Are you an idiot? I am sick. I don’t even know what will
happen to me (16)!” Paul replies.

Flag responds, “You just have an immune system problem
(16)! I feel that life is too short. If you are not mentally well
adjusted, you will never find inner peace. Really! Who is
going to help you achieve your inner peace? Of course, the
answer is your lover (16)!” Flag says bashfully. “Actually,
it’s not that terrible. It is like a chronic disease. You just
have to adjust the schedule of your daily life and constantly
take medicine. Your life span can still be long, just like an
ordinary person (15).”

Paul looks at Flag with a serious expression. “Is it true that
gay people are destined to get this disease (I7)? I think that
maybe God is punishing me for being gay (13)!” Paul con-
tinues with the self-deprecation. “When I was little, a blind
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person told me that I have some flaws in my body and I must
complete some tasks. So, I asked myself, ‘What else can I
do (I10)?” Another day, after finishing work as a volunteer
in a nursing home, Paul waits for a bus. He sees a clean, tidy,
elderly person sitting amongst a group of homeless people
on the street, appearing particularly conspicuous.

“Uncle, why are you here in the park (112)?” Paul asks tenta-
tively.

“One night, I suddenly passed out and was sent to the hospi-
tal for some checkups. I was found to be infected with the
disease (I12).” The old man pauses and says, “I also did
cleaning work but I easily became tired and out of breath.
After being diagnosed with the disease, my physical strength
suddenly disappeared (112)!” He appears to be talking about
it casually, but Paul sees tears in the old man’s eyes.

“Infected?” Paul asked curiously.

“AIDS! I am not afraid to tell people. It’s already like this
anyway. It doesn’t matter if I die! I am afraid that it will be
passed on to other people! My friends are afraid to talk with
me. They say it is contagious (112)!” The old man replies.

At this moment, the old man rolls up his trousers and points
to his deformed leg. “I jumped from the third and fourth
floors three times. I just wanted to die. I fell from the fourth
floor and broke my leg in several places, yet I am still alive!
1 feel pain but cannot die (112)!”

The older adult’s words echo in Paul’s mind. He thinks,
“Since being diagnosed with the disease, many things have
changed. The future is simply unknown. I don’t know what
the result will be. Let it be, let’s wait and see!”

3.6 Looking for an answer under the shadow

Most of the people living with AIDS were diagnosed when
they were young or experiencing success in their career from
this study. Although they were well aware of the reason they
contracted the disease, various questions still emerged, and
the caregivers began to speculate about possible reasons for
the illness after discovering certain facts related to the person
living with AIDS. Having AIDS is always difficult for the
participants living with AIDS in this study to reveal when
faced with their caregiver’s questions; however, after a reluc-
tant confession, the participants with AIDS realized that they
had overreacted. Also, the caregiver was not as surprised
or scared as he or she had imagined. Because of the stigma
and discrimination associated with the disease, homosexual
participants living with AIDS in this study obtain the courage
to survive through the support of a relationship. Neverthe-
less, this also means that they cannot make a promise to
continue the family line. The caregiver participants in the
primary family also feel condemnation from others for the
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HIV-infected family member, and often blame themselves
and feel guilty. After recovering from severe illness, both
the participants living with AIDS and the caregiver have the
chance to reflect on their lives.

The current social environment in Taiwan continues to view
people living with AIDS negatively. Even after the infected
people recover from the immediate serious illness and see
the future more positively, AIDS still casts a shadow on the
infected people’s lives. Therefore, they have no choice but
to compromise with the real world.

4. DISCUSSION

Thirty-eight years have passed since the discovery of the
world’s first person living with AIDS in 1981. Due to the
rapid advancement of medication, the medical issues associ-
ated with having AIDS are not the only problems faced by
people living with the disease. AIDS has become a chronic
disease as people living with AIDS are gradually aging.!'%!
Four outcomes of the study are discussed: the dilemma of dis-
closing a patient’s condition, discrimination from stigma, re-
flections and epiphanies of caregivers, and compromise with
the real world. These outcomes wove a rich life narrative
between the people living with AIDS and their caregivers.

4.1 The dilemma of disclosing a patient’s condition

Due to the stigma associated with AIDS, people living with
AIDS usually do not easily seek medical treatment. Only
when symptoms are severe do they willing undergo testing
and accept treatment.!”?! The six participants in this study
were diagnosed with AIDS when they had complications
with infection. People living with AIDS are usually aware
of their condition but still experience difficulty in accepting
the diagnosis.!'3! Some people who are unprepared for the
diagnosis may experience psychological breakdown.??!

Among the participants in this study, the four individuals
infected through homosexual transmission were conscious
of their condition, whereas the other two infected through
heterosexual transmission were unprepared. However, unlike
the findings of Gesesew et al.”?! and Imazu et al.,['! this
study found that some participants had a significantly calm
response, which may be what is known as smiling depres-
sion, a mild type of depression.[?*! Three people living with
AIDS in this study had a higher socioeconomic status. When
encountering the symptoms of the disease, they smiled and
presented positive attitudes; however, this reaction masked
the depression caused by the disease. They deliberately ex-
hibited a calm attitude in front of others to save face and
maintain their self-esteem.

When learning of a diagnosis, people living with AIDS in
18

this study usually experience a dilemma because they cannot
anticipate their loved ones’ reactions and they do not know
how to explain their condition. An effective social support
system can increase the compliance of people living with
AIDS in terms of medication use, therefore the disclosure of
illness status is a prerequisite for social support.?*! Currently,
the public lacks the correct knowledge about AIDS. Most
people are generally afraid of and unable to accept people
living with AIDS.[”13! In addition, people living with AIDS
are worried that they or their families might be ostracized, so
they usually only reveal their illness to family members, inti-
mate partners, or significant others when they are in a critical
condition, but not to others.[13,24] In this study, four of the
six participants with AIDS were homosexual, two of whom
informed their family about their condition, one revealed it
to a best friend, and one informed an intimate partner. The
two heterosexual participants told their families. None of the
six participants disclosed their illness to their colleagues.

With regard to caregivers, Lua et al.'* found that in the
face of the stigma and discrimination induced by the dis-
ease, caregivers are often reluctant to inform others. Because
of these confidentiality measures, caregivers obtain limited
support from other family members, with the relevant in-
formation and support being mostly provided by healthcare
professionals.['*! The six caregivers in this study learned the
status of the person living with AIDS indirectly by noting
the frequency of the need for medical treatment or from in-
formation leaked during shift handover. After discovering
the status of the illness, almost all caregivers were surprised;
however, they soon replaced their negative feelings of blame
and fear with an encouraging attitude toward the person liv-
ing with AIDS. To protect the people living with AIDS, the
caregivers keep the status of the illness confidential. These
results reflected those obtained by Lua et al.l'¥]

4.2 Discrimination from stigma

Since the beginning of AIDS epidemic, HIV/AIDS was as-
sociated with irresponsible. Furthermore, promiscuity and
homosexuality which attaches to a moralizing discourse to
biological phenomena.!>>) Homosexuality has been recorded
in ancient Chinese history. ZiZhi Tongjian (edited by the
historian Guang Sima during the Song dynasty) recorded the
story of “broken sleeves” (a story describing the homosex-
ual relationship between an emperor and his male imperial
concubine), and later this term became a synonym for ho-
mosexuality.[>>! Males in China have the responsibility of
carrying on the family name, and this responsibility is an
issue for homosexual people living with AIDS, who are ob-
ligated to marry and have a family when they have reached
a marriageable age. In the face of pressure from cultural
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norms and social duties, they are charged with the inabil-
ity to pass on their family genes.?®! They are afraid of the
embarrassment and shame they would experience after dis-
closing their illness and also of the sense of isolation that
would result from being rejected by their families. Therefore,
most choose to hide their illness.!® To fulfill their parents’
expectations, homosexual people living with AIDS usually
choose to marry women in general, lesbians, or heterosexual

women.[20]

In 2013, for AIDS prevention and control the WHO launched
its vision of Zero Infection, Zero Death, and Zero Discrimi-
nation.?”! According to a survey conducted by a nongovern-
mental organization in Taiwan, after people living with AIDS
reveal their condition, they feel that family members are indif-
ferent, or when emergencies occur, they have no one to rely
on.?”l Some studies have found that the higher the scores
of AIDS knowledge for healthcare professionals,?®2! the
more positive their attitudes and behaviors are. If they have
received relevant education and training courses during their
employment, they are more inclined to take on care work.
However, 40.7% of healthcare professionals are afraid of car-
ing for patients with AIDS, 56.2% take excessive protection
measures, 37.9% are afraid of touching patients, and 23.2%
are afraid that their loved ones would find out.!*! More-
over, patients who are skilled, educated, and qualified for the
job position, other factors such as stigma and employment
discrimination in the workplace may obstruct employment
opportunity even among highly educated people living with
HIV/AIDS.[*®) These results indicate that there is still some
room for improvement to reach zero discrimination.

People living with AIDS often have a strong sense of self-
blame and punishment after infection. In addition, painful
treatment or attempts to quit treatment due to the side effects
of medication may lead to the desire to give up treatment,
or even suicidal thoughts.[**! This study found that people
living with AIDS develop a feeling of inferiority after the on-
set of the illness, fearing that others would discover it. They
also fear that they could transmit the virus to their family
members and would deliberately isolate themselves from
others, fearing that the disease would cause death and result
in pain for their loved ones.

Five of the participants in this study were homosexual (four
were HIV-infected and one was a caregiver). Three HIV-
infected participants indicated that they could not marry and
have children due to their sexuality and illness. Therefore,
they were unable to promise that they would marry. One
person living with AIDS and one caregiver said that they
could accept marriage if they had the opportunity. These re-
sults were the same as those of Steward et al.,[*®! which may
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reflect that both studies were undertaken with participants
from the same cultural background.

Furthermore, for health care professionals, the protection
of patients’ privacy should be strengthened during regular
shift handovers. The name of the disease can be indicated by
codes to avoid caregivers indirectly learning of the diagnosis.

4.3 Caregiver’s reflections and epiphanies

People living with AIDS and their caregivers must under-
stand their own experiences to find renewed meaning in their
life. When close family members learn of the condition of the
person living with AIDS, they experience complex emotions,
similar to those of a traumatic event. In the face of these
destructive and negative emotions, family members will in-
evitably experience substantial pressure.!'! If the caregiver
is a woman, she usually assumes responsibility for looking
after the daily life of the person living with AIDS.!'* Also,
when parents face their diagnosed children, they feel guilty
because they feel they have failed in their duty to nurture
their children.*"! Out of love and an unwillingness to let
their children experience pain, parents do their best to pro-
tect their children and hope to suffer in their place. Also,
physical exertion, keeping secrets and the failed realization
of their hope for an heir to carry on the family name often
cause considerable pressure for parents.!'8! Two caregivers
in this study were mothers; both felt guilty when they learned
of the diagnosis. They felt that they had not taken care of
their children since childhood, and they even believed that
their children’s illness was due to their own unfortunate fate.
These guilty feelings place more pressure on the parents.
This result is the same as that reported by Lua et al.['4!

The medical culture in Taiwan remains centered on the family
of origin, therefore same sex partners are not able to actually
make medical decisions for their sick partners. To qualify as
a health care proxy, young female caregivers can apply for
a fake marriage. However, following changes in family and
social structures, legal authorization of a partner as a health
care proxy is a new possibility.*?! Since 1986 and for more
than 30 years, homosexuals in Taiwan have fought for the
right to same-sex marriage with the legislative, administra-
tive, and judicial authorities. Additionally, in 2017, same-sex
marriage was legalized in Taiwan.**! In this study, a young
female caregiver was unable to make a medical decision for
her friend and wished to become a health care proxy using
marriage.

4.4 Compromise with the real world

In this study, some HIV-infected participants said that after
becoming ill, their body became unattractive, which affected
their self-confidence. The stigma caused by the disease can

19



http://jnep.sciedupress.com

Journal of Nursing Education and Practice

2021, Vol. 11, No. 8

lead to poor body image in people living with AIDS, and
combined with poor social support, this results in poor satis-

faction with life.[3%

Because AIDS is a high-stress disease, patients require stress
relief and health care. The HIV-infected participants in this
study expressed that they started to consider adjusting their
lifestyles after they became ill. As observed with the partici-
pants of this study, after diagnosis and a period of adjustment,
a person living with AIDS will begin to consider how to live
with the disease. Following treatment and education about
the disease, the person living with AIDS will re-examine his
or her life,!'?! especially to ensure they take their medication
every day and thus obtains the benefits of treatment.!'3] By
understanding the disease, the caregivers were more able to
face the disease with a positive attitude. They readjusted
their lifestyles to better coordinate with the daily schedule
of the people living with AIDS to provide more compre-
hensive care. However, when caregivers are dealing with
HIV-infected family members, they often experience prob-
lems such as anxiety about facing death, for which they
should seek spiritual support.['”! In addition, people living
with AIDS and their caregivers show thousands of unspoken
social relations and their daily life of challenges, emotional
limitations and interdependency.!®>!

When the body and mind has adapted, a person living with
AIDS still experiences considerable pressure from social dis-
crimination and living in the shadow of disease. Due to the
stigma of the disease, following diagnosis people living with
AIDS also experience changes in their social relationships
with the people closest to them, and confront uncertainties,
insecurity, and a fear of the unknown.[”! In addition, the par-
ticipants in this study mentioned that because the diagnosis
was a fact, they should go with the flow and treat life and
death with a normal attitude. People living with AIDS have
lived in the shadow of disease for a long time and often have
physical, psychological, and social problems. Furthermore,
they have an uncertain future. Whether it is a person liv-
ing with AIDS or a caregiver, he or she often fears being
ostracized by others and dares not reveal a positive diagnosis.

5. CONCLUSION

The number of people living with AIDS worldwide is rapidly
increasing. The considerable advancement of therapeutic
medicine has increased the number of survivors annually and
has now made AIDS a chronic disease. However, due to
the current stigma of the disease, those who are known to
be HIV-infected are still only the tip of the iceberg. There
are countless people secretly living with AIDS worldwide.
Unlike other chronic diseases, caregivers also face the prob-
lem of stigma. This study adopted a qualitative, one-on-one,
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in-depth interview method to guide respondents in express-
ing their or their family members’ psychological journeys
after learning of an AIDS diagnosis. Five themes were
summarized from the interview transcripts: the inability to
speak to others about AIDS, isolating oneself from the world,
promises that cannot be given, condemnation from others for
AIDS, and having an uncertain future. As well as their own
individual struggles, the person living with AIDS and the
caregiver have problems that they must face together. They
must learn how to survive in a world full of discrimination,
shame, and stigma. Learning and understanding about the
experiences of both people with AIDS and their caregivers
who have already had the face the issues associated with the
disease can help other people with AIDS and their caregivers
to support each other through the course of the disease.

In the 21st century, when medical science and technology
are advancing, the Internet, newspapers, media, and other
more directed education have enabled easy acquisition of
AIDS-related knowledge. However, the public still cannot
accept AIDS. Governments worldwide are investing signif-
icant manpower and resources to cease the rapid spread of
the disease. In a short period of 30 years, antiretroviral ther-
apy advancements in medical science and technology have
changed HIV treatment to being as simple as a once-a-day
pill. However, people living with AIDS and their caregivers
have not been able to walk out of the shadow of the dis-
ease, as even for those who are willing to reveal their illness,
the results do not always turn out well. People living with
AIDS and their caregivers can only secretly take care of and
encourage each other.

5.1 Recommendation for future research

The results of this study can be applied to clinical practice,
school education, and future research. In terms of clinical
practice, work must still be done to reduce the stigma of
the disease. For healthcare professionals, having the correct
understanding of AIDS is the primary objective. By improv-
ing the acquisition of correct knowledge, the quality of care
from healthcare professionals can be improved. This would
involve also providing the public with correct disease and
health education in a timely manner and gradually eliminat-
ing the stigma of AIDS.

In terms of school and in-service education, the pub-
lic still adopts judgmental attitudes toward homosexuals,
thereby stigmatizing AIDS. Therefore, this study recom-
mends adding courses related to AIDS epidemiology as elec-
tive courses and required courses to enhance students’ and
clinical nurses’ understanding of such diseases. Through
interaction, the nursing students and clinical nurses can ac-
quire a deeper understanding of people living with AIDS
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and their caregivers, achieving the WHQ’s vision of “zero
discrimination.”

5.2 Limitations

This study had two research limitations. Frist, demographic
diversity in the participants was lacking, as all HIV-infected
participants were male between the ages of 26 and 49 years.
Moreover, most of the participants were homosexuals. Sec-
ond, none of the people living with AIDS included in this
study were women or youths, and the caregivers were mostly

women and had positive experiences.
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