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Purpose: Informal caregivers are defined as families or close friends of patients, which take considerable responsibilities for
providing care to people living with HIV/AIDS (PLWHA). Although there have been a number of studies in caregiver of PLWHA,
research studies that sought to quantify the effects of informal caregiving for the caregivers failed to successfully provide empirical
understanding of the nature of caregiving experience. Therefore, this study adopted a qualitative approach to explore the experiences
and feelings of caregivers of PLWHA during the long-term care process.

Methods: The qualitative study was conducted in August 2023 in Beijing, China. Data were collected through individual in-depth
semi-structured interviews with informal caregivers of PLWHA. Theme analysis was used to identify themes from the interview
transcripts.

Results: A total of 21 participants were recruited into our study, 16 were family members of PLWAHA, and 5 were homosexual lover
or close friend of PLWHA. Three major themes and ten sub themes were identified by thematic analysis: (1) care burden experience
(including 5 sub-themes: negative emotional experience, psychological burden, economic burden, physical health loss and limitation of
social interaction); (2) benefit findings from care (including 3 sub-theme: positive emotional experience, perceived social support,
health promotion); (3) Demands for caregiving capacity (including 2 sub-theme: inadequate caregiving capacity and inadequate
psychological comfort capacity).

Conclusion: This qualitative study provides a comprehensive exploration of the experiences faced by informal caregivers of PLWHA
in China, uncovering the complex spectrum of psychological, physical, social, and economic challenges inherent in their caregiving
roles, while predominantly challenging, caregivers also reported personal growth, increased social support, and emotional fulfillment.
The research results could help in developing effective interventions to reduce the caregiver burden and improve their mental health.
Keywords: people living with HIV/AIDS, caregiver, care experience, care burden, benefit findings, qualitative research

Introduction

The acquired immune deficiency syndrome (AIDS) is a highly harmful infectious disease caused by the human
immunodeficiency virus (HIV).! Tt is also a great public health challenge worldwide. According to world health
organization (WHO), there were an estimate 39.0 million people living with HIV at the end of 2022, and 630,000
people died from HIV-related causes in 2022.% In China, there were 107,000 new reported cases of HIV/AIDS, with
30,000 reported deaths and 1.3 million reported living case by the end of 2022.%> With the widespread availability of anti-
retro-viral therapy, the mortality and disability rates of AIDS have been effectively controlled, and rendering it a chronic,
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manageable disease like hypertension and diabetes.* Thus, patients living with HIV/AIDS (PLWHA) may require long-
term care from themselves, healthcare professionals, and informal caregivers.

Healthcare service provide only limited care and support to PLWHA, leaving a substantial amount of work to their
informal caregivers.” An informal caregiver is defined as individuals who are unpaid and provide non-professional care
for patients, always be family members, friends, couple of patients.® In China, informal caregivers, particularly family
caregivers, take considerable responsibilities for providing care to PLWHA.” They provide health-related, psychosocial
and physical care for PLWHA, such as accompanying relatives to hospitals, administering medication, encouraging and
spending time with PLWHA, cooking, bathing, and washing.® They are the primary source of social support for PLWHA,
and can improve medicine adherence of PLWHA.? However, the long-term responsibility for providing care to PLWHA
place significant burden on informal caregivers.

In addition, HIV/AIDS is always associated with evil and dirty behaviors in society, so discrimination and stigma are almost
inevitable among PLWHA.'® However, social discrimination not only cause psychological distress to PLWHA, but also impose
psychological pressure on their caregivers. It is reported that 47% of the caregivers for PLWHA perceived stigma, which
impeded both patients and family members to participate in social activities.'' Besides, Khan’s study reported that 46% of
PLWHA’s caregivers have depression symptoms, 27% have anxiety symptoms, most of them were stressed.'” The psychological
distress is not only detrimental to the physical and mental health of caregivers but also to the quality of caring PLWHA."?

Therefore, it is necessary to investigate the real experience and feelings of informal caregivers of PLWHA. But in China
most of the current researches on care experience of informal caregivers of PLWHA are quantitative in nature,”'* which may
appear insufficient for understanding informal caregivers’ lived experiences and perceptions. However, a qualitative approach
would provide a more nuanced understanding of the caregivers’ perspectives.'> Hence, this study adopts a qualitative
approach to understand caregivers’ caring experiences and feelings, aimed at understand and analyze the specific content of
care experience beyond Chinese culture. We hope that the results will provide some insights for care experience of PLWHA’s

informal caregivers, and provide theoretical basis for development of intervention measures.

Materials and Methods
Study Design and Ethical Considerations

This was qualitative research conducted in the infectious disease outpatient clinics and wards of a tertiary hospital in
Beijing, China. All procedures of this study were in accordance with ethical standards of the institutional research
committee and the Helsinki Declaration. Verbal informed consent was obtained from participants before interview.

Participants and Procedures

The data were collected from 2 August to 30 August 2023. We used a convenience sampling to recruit participants. The
inclusion criteria for participants included: (1) aged 18 years old or older; (2) undertaking the main caregiving
responsibility of the PLWHA,; (3) be able to communicate in mandarin; (4) be willing to participate in this study. The
exclusion criteria for participants included: (1) professional caregivers receiving salary; (2) with serious physical or
mental illnesses, such as cancer and depression; (3) caregivers of new diagnosed PLWHA; (4) be unwilling to participate
in interviews. The targeted number of participants of 20-25 was estimated to reach data saturation.'®

Data Collection

The study activities were conducted in a separate room at the clinics of hospital. Demographic information collected
included age, sex, educational background, relationship with PLWHA, HIV infectious condition, duration of care. The
qualitative in-depth interviews were conducted by researchers. An interview guide was used to facilitate conversation
around the participant’s experience on caring PLWHA. The interview guide was developed by the study team based on
a thorough literature review and pilot testing. The interview lasted from 20 to 60 min. All of the interviews were audio
recorded with the interviewees’ consent, then transcribed verbatim.
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Data Analysis

Qualitative analyses of interviews were conducted by means of a thematic analysis approach. Transcriptions, coding, and
analyses in this study were completed in Mandarin, and results in this study were translated to English for manuscript
preparation. Thematic analysis identified themes within the transcription data through a set of standardized steps: (1) the
researchers familiarized themselves with the data by reading transcript multiple times and listening to audiotapes; (2)
using deductive and inductive methods, codes were generated according to things that appeared meaningful and
identified any possible themes. These themes were reviewed, named, and identified as experience and feelings of
caregiver of PLWHA. All analyses were conducted by researchers through NVivo qualitative data analysis software.

Results

Characteristics of Participants

A total of 21 caregivers of PLWHA participated in the study, including 14 (66.7%) females and 7 (33.3%) males. Caregivers’
age ranged from 24 to 69 years, with a mean age of 44.14 (SD 13.02) years. Most of them (16, 76.2%) were family members of
PLWHA. and 13 (61.9%) of participants have high school and below educational background. Almost of them (19, 90.5%)
were HIV-negative. The specific sociodemographic characteristics of the participants are shown in Table 1.

The Framework of Thematic Analysis
Thematic analysis of the interviews revealed three major themes and ten sub-themes, including care burden experience,
benefit findings from care, demands for caregiving capacity. The specific contents were presented in Table 2.

Care Burden Experience

Negative Emotional Experience

When participants were faced with HIV/AIDS diagnosis, they experience various emotions such as shock, disbelief,
collapse, fear, and sadness and other feelings of psychological distress. And then during the long-term care, caregivers
were prone to mental distress such as anxiety and depression.

Table | Demographic Characteristics of Caregivers of PLWHA (N=21)

Number | Relationship with Age Gender Educational HIV Infectious Duration
PLWHA Background Condition of Care
NI Daughter 31 Female High school Negative 2 months
N2 Gay couple 24 Male Senior school Negative 3 months
N3 Brother 39 Male High school Negative 6 months
N4 Gay couple 25 Male Master Negative | month
N5 Daughter 32 Female High school Negative 14 years
Né Gay couple 34 Female Bachelor Negative 4 years
N7 Spouse 53 Male Senior school Positive 8 months
N8 Friends 54 Male College Negative | month
N9 Mother 51 Female Senior school Negative 4 months
NIO Spouse 43 Female Senior school Negative I month
NI Brother 35 Male Bachelor Negative I month
NI2 Gay couple 28 Male Bachelor Negative I month
NI3 Daughter 44 Female Bachelor Negative 12 years
NI14 Mother 58 Female Primary school Negative | year
NI5 Sister 36 Female College Negative 2 years
NI6 Mother 55 Female Bachelor Negative 8 years
NI17 Spouse 69 Female Senior school Positive 20 years
NI8 Mother 60 Female Senior school Negative 3 years
NI9 Mother 64 Female Primary school Negative 4 months
N20 Daughter 38 Female High school Negative I month
N21 Spouse 54 Female Primary school Negative 6 months
Patient Preference and Adherence 2024:18 https: 679
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Table 2 Themes of Caregivers’ Interviews

Major Theme Sub-Theme

Care burden experience Negative emotional experience
Psychological burden

Financial burden

Physical health loss

Limitation of social interaction

Benefit finding from care Positive emotional experience

Perceived social support

Health promotion

Demands for caregiving capacity | Inadequate caregiving capacity

Inadequate psychological comfort capacity

(N1) “After staying two days at the China-Japan Friendship Hospital, he was diagnosed with HIV. I was so surprised
and feel unbelievable.” (N8) “I didn’t dare to think about it, when I heard this news, I thought that his life would be over,
so those two days were very devastating.”

Something different about HIV/AIDS is that participants mentioned feeling repressed and resentful sometimes due to
the fear of social discrimination and internalized stigma.

(N13) “There is one confusion that this disease is still an infectious disease after all, and it may not be able to talk to
others, so I feel that it has been quite depressing for so many years”.

In addition, most participants reported that their emotional experiences throughout the caregiving process were
constantly fluctuating. These experiences not only mirrored the patient’s emotions but also shifted with the patient’s
physical conditions. Furthermore, these emotional experiences tended to gradually stabilize as the illness progressed.

(N1) “If my dad’s in a good mood, then I’'m in a much better mood.” (N15) “When I take his temperature and find it
within the normal range, I experience a sense of relief. However, if the temperature is slightly elevated, I begin to feel
apprehensive. (N10)”

Initially, I found it challenging, but I later realized that it bore resemblance to chronic conditions such as hypertension
and diabetes, which necessitate prolonged treatment. Consequently, my mental stress significantly decreased.”

Psychological Burden

During the long-term care process, most participants mentioned that experiencing significant psychological stress,
stemming from fear of infection, concerns about potential discrimination, worries about the progression of patient’s
illness and future prospects, and anxiety about the patient’s psychological well-being. Additionally, they expressed
concerns that public stigma associated with HIV/AIDS might impact their own future as well as other family members,
leading to feelings of anxiety and worry.

(N2) “When I heard this news, my first thought was fear that I might get infected.” (N15)“I don’t want his classmates
and friends to know about his illness.”(N6) “I’m worried that as he gets older, AIDS will cause an increase in other
illnesses and his resistance will be lower than that of normal people.” (N14) “I’m almost 60 years old and my health is
not good anymore. If I were to die one day, who would take care of him?”

Economic Burden
The majority of participants stated that they encounter significant financial pressure when caring for PLWHA. This
pressure originates from two primary sources: the fear of unpredictable future medical expenses and the fear of losing
financial resources.

(N2) “This chronic disease, even if cured this time, will always cost money in the future.” (N5) “My husband and me
were both working and earning an income, but now that I’'m here full time with my father, that financial income has
definitely been cut in half”.
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Physical Health Loss
Some of the participants mentioned that their health had deteriorated considerably since caring for PLWHA, mainly in
terms of decreased sleep quality, weight loss, and lack of energy.

(N2) “I can’t sleep well at night, and then I feel tired all day. It’s like a never-ending cycle.” (N1) “When he was
hospitalized, I had to take care of him 24 hours a day and my physical strength couldn’t quite keep up.”

Limitation of Social Interaction
Several participants mentioned that they may have overlooked other family members while caring for PLWHA, which
could have a negative impact on their relationships with them. Additionally, PLWHA in the chronic disease stage often
struggle to independently care for themselves, thus relying heavily on caregivers. This dependency can impede
caregivers’ social interactions with friends. PLWHA require regular visits to medical facilities for medication and
physical examinations. Some participants noted that these demands disrupt their usual work schedule.

(NS) “If I come here to care for my father, I will neglect my own family, I can only focus on one thing at
a time.” (N16) “ After finishing previous work, I used to relax with colleagues or classmates. But now, I have less
energy. All of my time is spent on my children, and I no longer attend social gatherings. ” (N2) I work in another city,
but if he gets sick, I will have to come here to care for him. It’s not easy for me to take time off work.”

Benefit Finding from Care
Positive Emotional Experience
In addition to negative emotional experiences, some participants expressed positive emotions such as intimacy, optimism
and hope that they had not previously experiences.

(N16) “I also firmly believe that he will get better. Now, I have the same mindset even though the journey has been
quite tough. Anyway, I haven’t given up.” (N13) “I’m really thankful that my dad has been sick for so many years
because it gave me the opportunity to take care of him, and I feel really content with that.”

Perceived Social Support

Long-term care process was very painful for caregivers, but some participants pointed out that support from family,
friends, medical staff and social worker can alleviate all psychological discomfort. In addition, some participants
mentioned that the“Four Frees and One Care’policy, which was the Chinese government implemented in 2003,
significantly alleviate the pressure on drug treatment.

(N16) “When he was first diagnosed, I felt very disheartened and sought advice at the Red Ribbon House. With the
support and guidance of the volunteers, I began to feel calm and gradually accepted the fact that he was ill”. (N5) “Now,
the government’s care policy for AIDS patients is really good. You can easily get medication and medical consultations
in our city, and the service is also quite thoughtful”.

Health Promotion

Health promotion have 2 aspects, including health education promotion and health behavior promotion. Some partici-

pants indicated that this was the first time they had learned about AIDS. But because of the demands of caring PLWHA,

they voluntarily acquired a little of knowledge related to AIDS. Furthermore, many participants reported awareness of

protective measures when interacting with patients in their daily activities, and actively engaged in HIV screening.
(N10) “When he got this illness, I searched a lot of knowledge about AIDS through internet.” (N15) “If we touch his

blood or even a cut on his skin, we always wear gloves.”

Demands for Caregiving Capacity
Inadequate Caregiving Capacity
Because of lack of understanding of transmission approaches and symptom management of AIDS, part of participants
indicated that they always feel overwhelmed.

(N1) “Because I haven’t taken care of any other patients, I have no idea what to do.” (N12) “I need to know how to
avoid getting infected in daily life because I have no idea how to do it right.”
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Inadequate Psychological Comfort Capacity
PLWHA always suffered from common psychological issues like depression, hopelessness, anger and sleeplessness after
AIDS diagnosis. However, caregivers were not prepared for this. Some participants indicated that they do not know how
to communicate with PLWHA or how to deal with the adverse emotions.

(N11) “Then, I do not know how to persuade him or how to assist him.” (N16) “Sometimes I’m scared to talk to him
because I’'m worried he might have negative emotions, but I don’t know how to help him chill out.”

Discussion

This qualitative study explores the experiences and feelings of caregivers for PLWHA in China, aiming to enhance our
understanding of their unique challenges and needs. To our knowledge, our study is the first to explore the caring
experiences of caregivers for PLWHA in China with a qualitative approach. Three main themes were identified through
the extraction and summarization of interview texts. Based on the analysis of these themes, we revealed that the
caregiving experience, while predominantly challenging, also offers opportunities for positive transformation.

This study found that informal caregivers endure physical, psychological, social, and economic pressures during the
caregiving process, constituting a multifaceted care burden, which was consisted with the previous researches.'”"'® Our
study found that the psychological burden was the most significant encounter among the four dimensions of care burden,
and it was also the burden most frequently reported by the participants. This result may be attributed to the young age of
the care recipients in this study. A previous study conducted by Monteiro et al have proved that informal caregiver’s
psychological stress is higher when the care recipient is younger.'” Similar to informal caregivers of other disease,
caregivers of PLWHA experience significant negative emotions at the beginning of the disease diagnosis. And as time
was prolonged, they gradually learned to accept the consequences and adjust to life changes during the caring process.?’
However, the different is that the caregiver of PLWHA always experienced significant internalized stigma throughout
their whole caring process. They often become reluctant to communicate, increasing feelings of loneliness, which can
lead to mental health issues such as anxiety and depression.”'** In addition, our study found that caregivers with no
comprehensive HIV and AIDS knowledge always experience higher psychological burden, which is also similar to other
studies.'” Such as, some participants with low educational background mentioned that they always suffered from the fear
of being infected during the caring process.

Previous study indicated that the more patients spent on their illness monthly, the worse quality of life of informal
caregivers, in particular the population with low income and lack of medical security.>> This result was similar to our
study. It is well-known that PLWHA require lifelong therapy with combinations of antiretroviral drugs, necessitating
substantial economic resources. And caregivers had to pay medical expense and support the family while caring for
PLWHA. Thus, it is unsurprising that most caregivers experience an economic burden. Interestingly, researchers found
that participants rarely use the term “burden” when describing their caring experiences, besides economic burden. This
phenomenon may be related to Chinese social and cultural background which is deeply rooted in Confucian values.
Caring for patients is viewed as both a filial obligation and social responsibility.**

In contrast to other studies, few participants in ours mentioned physical burden, which might correlate with the
caregivers’ age and health status in our sample. Some studies have revealed that the age of caregivers increase and the
caring burden increase.”> And the older usually suffered from multiple disease and has poor health condition.?®
However, most caregivers included in this study were mid-aged, with good self-related health condition.
Nevertheless, some participants reported suffering from sleep disturbances. Due to lack sufficient sleep, they may
have a greater feeling of tiredness and loss of energy during the caring process, which can clearly have an impact on
quality of care.

Informal caregivers are required to dedicate a significant amount of time and energy to accompanying PLWHA,
particularly during the AIDS period, to prevent accidents from occurring. According to a previous study, among the
informal caregivers of hospitalized patients, 70.7% of them spend more than 8 hours daily accompanying the patients,
resulting in a decrease in both leisure time and activity time.?” The caregivers of PLWHA in this study also mentioned
that they became estranged from other family members and friends after the commencement of the caregiving process.
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However, the reduction of social connections leads to the social isolation, which lead to the physical and psychological
exhaustion of caregivers.”®

Besides negative care burden experiences, some participants reported benefit findings, including perceived social
support, personal growth, emotional fulfillment and so on. Our study suggested that exploring the benefit findings may be
helpful for alleviate the negative care burden experiences of caregivers, which is consistent with previous study.'” Such
as, caregivers of our study often seek the meaning of care role through caregiving activities, such as responsibility, filial
piety, and emotional connection, and they transform this role meaning into internal motivation and caregiving energy to
achieve self-worth and gain a sense of satisfaction from caregiving experience. This result suggested that we should pay
attention to caregivers’ evaluation of their caregiving role, and help them realize their importance to patients and
families, seeking the possibility of maintaining or enhancing their caregiving motivation from the inner level.
Meanwhile, perceived social support plays an important role in caring process, which means that we need to understand
how to maximize the full effectiveness of social support. Due to the unique nature of AIDS, most patients and their
caregivers are reluctant to disclose their HIV status to others.'® Medical institutions are one of the few places where
PLWHA and their caregivers are willing to openly disclose their status.” It is important to further integrate social support
into medical services, expand traditional medical concepts and service areas.

Limitation

There are some limitations of this study. Firstly, this study only conducted in one hospital in Beijing, although this is
a reference center that attends to participants from very diverse urban, rural and socioeconomic backgrounds. Secondly,
because of the long duration of this interview, most of the interviewees were caregivers of hospitalized patients. The
patients’ condition may be more severe. Lastly, only caregivers who agreed to participate in the study were interviewed,
some potential participants with a history of particular disorders were excluded.

Conclusion

This study utilized a qualitative research approach to delve deeply into the genuine experiences and feelings of informal
caregivers of PLWHA. It not only described the enormous psychological, physical, economic, and social stresses that
caregivers bear, but also captured some of the positive experiences that caregivers derived from the caregiving process.
However, the study also found that the caregivers’ need for disease-related care and psychological counseling knowledge
cannot be satisfied. Therefore, this study suggests that while focusing on PLWHA, we should also pay attention their
informal caregivers. And we advocate for a balanced understanding of the caregiver’s plight, advocating for policies that
recognize and support their dual experience of burden and resilience.
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