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Purpose: As the quality of life increases, so does the demand for a dignified life. Although there is an increasing interest in hospice
care, which helps people experience a comfortable death, the level of change in perception and in its role remain insignificant.
Methods: This study investigated the position and role of hospice care using photovoice, a technique used in Participatory Action
Research, to analyze the data collected from hospice volunteers who participated in a training program in Korea.

Results: The participants viewed hospice volunteering from the two perspectives: facing unexpected farewells and supporting like
bicycle training wheels, highlighting the role of the “connection between death, life, and rest” as a mediator in conflicts between the
patients and medical staff. Although the participants dreaded hospice volunteering, it prepared them to share their lives and provided
an opportunity for inner growth by expanding knowledge through learning and establishing a “meaningful connection with the
community” because they volunteered out of love, not obligation.

Conclusion: Because the demand for hospice and palliative care is increasing, this study is meaningful as it investigates the
perception of hospice care and determines its influencing factors based on the perspective of hospice volunteers and the changes in
their perception over time.
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Introduction

Advancements in medical technologies have triggered an increase in the global average life expectancy.' Due to a longer
life expectancy, people are now more interested in the quality of life and in dying with dignity, seeking to learn “how to
live” and ensuring a work-life balance, rather than asking “how long can people live?”.> The general perception of life
changes along with that of patients facing death, such as patients with terminal cancer. A “patient with terminal cancer”
refers to a patient with cancer who has no possibility of essential recovery, whose symptoms worsen gradually, and who
is expected to die within a few months, regardless of aggressive treatment.”> The term “palliative care for a patient with
terminal cancer” refers to medical care aimed at improving the quality of life of such patients and their families by
providing comprehensive assessment and treatment of physical, psychosocial, and spiritual aspects, including relief from
pain and symptoms.® Hospice care is specialized health care for terminally ill patients, helping them to live out
a fulfilling life and overcome the fear of death so that they can die peacefully.

An advance directive (AD) on life-sustaining treatment is a document clarifying the patient’s intention for life-
sustaining treatment and hospice care, directly in preparation for their end stage period of life.* These systems are
implemented in many countries; in the United States, people can prepare and register ADs that include parts related to
life-sustaining treatment and do-not-resuscitate (DNR) orders.” In Japan, guidelines for the decision-making process of
end-of-life medical care have been in effect since 2007, and legislations on death with dignity have also been discussed
recently.” In Korea, the percentage of patients making decisions on life-sustaining treatment increased from 1% to 29%
within one year of implementing an act on decisions on life-sustaining treatment for patients in Hospice and Palliative

Care in 2018,* and the rate of registering ADs on life-sustaining treatment also increased to more than 10,000 a month on
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average.® The role of hospice volunteers is also becoming important, as it becomes increasingly difficult for family
members to care for patients with cancer due to the declining birth rate, reduced number of families, and greater number
of women engaging in social activities.’

Volunteers play an important role in providing appropriate care to the growing number of hospice patients every year.
Although the organization and role of hospice volunteers vary across institutions, they typically focus on tasks that are
difficult for the medical staff or social workers to perform, such as listening to the patients and becoming their
companions.® In Korea, volunteers not only provide physical services such as bathing and massaging patients, but also
listen to their stories about their families.””'” Greater use of volunteers has been found to be associated with higher levels
of service satisfaction as rated by bereaved family members.'!

Regarding hospice volunteering-related research, a wide variety of studies have been conducted on various themes
including emotional well-being and resilience,'? hospice services during the COVID-19 pandemic,"® and pediatric
hospice care.'"* In Korea, many studies have been conducted on hospice volunteers’ perception of death,'>'® their
attitude toward death with dignity,'” and the meaning of life or the quality of life of volunteers.'® Although there have
also been studies on the experience of hospice volunteers, most are quantitative studies on satisfaction; thus, there is
a lack of qualitative studies that take into consideration in-depth reflections or analyses of the experience of volunteers.

Therefore, it is important for those who have received volunteer training to share their experiences in hospice
volunteering in order to determine how such experiences affect their lives. Because hospice volunteers in Korea are
generally older individuals, they may find it difficult to provide long interviews and express their thoughts in complicated
ways. Photovoice is an effective research method in this case, as it allows them to express their thoughts intuitively.

Using photovoice, participants are asked to express their thoughts on research themes through photographs, allowing
them to share their points of view or feelings that are difficult to express with language.'® Photovoice is mainly used for
research on minorities who experience difficulties in expressing their thoughts, such as lesbian, gay, bisexual, and
transgender®® or black adolescents.?' In Korea, there have been studies on individuals with difficulties in expressing their
opinions fluently, including people with intellectual disabilities*® and multicultural adolescents.”

The present study took a novel approach in reflecting the experiences of individuals participating in hospice volunteer
work by visualizing their thoughts on hospice volunteering. This approach is expected to help change the perception of
hospice care by exploring the meaning of hospice volunteering based on participants’ daily experiences. Therefore, this
study used the photovoice method to investigate how the participants’ lives change through their images of and roles in

hospice volunteering.

Materials and Methods
Study Design, Setting, and Sample

This study used photovoice, a technique used in Participatory Action Research (PAR), to analyze the perception and role
of hospice volunteering.

The participants comprised individuals who voluntarily opted to participate among those who had completed training
to become hospice volunteers. The inclusion criteria were as follows: The participants had to:

1. Have completed hospice volunteer training,

2. Have had no bereavement experience within the past year,

3. Be under the age of 65 with no reading and writing disabilities, and

4. Be adults who understood the study purpose and methods and agreed to participate in the study.

Wang and Burris** suggested that 7-10 individuals was the ideal number of participants for a photovoice study; thus,
the sample size of this study was set to 7 participants (six females and one male).

The hospice volunteer training focused on holistic care or, in other words, improving the participants’ understanding
of death by helping them not only acquire basic knowledge, skills, and attitudes required to cope with physical,

emotional, social, economic, environmental, and spiritual issues, but also practice love and care in the community.
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The training consisted of 34 h of theoretical education and 10 h of practical training, conducted twice a week for six
weeks. Theoretical education comprised contents designed to help terminal patients, patients with cancer, and their
families, such as the role and attitude of hospice volunteers, understanding terminal cancer and managing pain, mental
and physical health care, and spiritual/end-of-life care. Practical training included home visit practice for home hospice
patients, hospital hospice ward practice, hand massage, and foot acupressure methods.

Procedure

This study used photovoice to examine the perception and role of hospice volunteers, as experienced by the participants.

Photovoice is a process through which one can identify, represent, and enhance their community through a specific

photographic technique®* and a theme to express the participants’ meaningful experiences.>” It was developed in 1994 by

Wang and Burris,”® and it uses cameras to express the participants’ opinions of the world from their own perspectives.?’
Using photovoice, participants are asked to share their thoughts and experiences by taking photographs that reflect

their mindset and feelings based on a research theme in their lives according to five “SHOWeD” questions:*®

What do you see in this photograph? (See; “S™),

What is really happening? (Happening; “H”),

How does the story relate to our lives? (Our lives; “O”),

Why does this problem or strength exist? (Why, exist; “We”), and
What can we do about it? (Do; “D”).

noh W=

Photovoice is generally conducted across five procedures (Preparation — Investigation — Analysis — Sharing —
Practice), which presents an opportunity to change the participants’ opinions during the process of sharing thoughts
through questions.”’

The research questions that aimed to determine the participants’ opinions about hospice volunteering and how they
thought it was affecting their lives were presented in each session using the SHOWeD technique. The participants took
pictures to express their thoughts. Each session had four themes:

1. What image comes to mind from the term “hospice volunteer?”

2. What is the role of hospice volunteers?

3. How did the hospice volunteer training affect you?

4. How can I contribute to the community by volunteering for hospice care?

Data Collection
This study conducted four focus group sessions once a week from June 10 to July 5, 2019, in Jinju city, G province,
according to the general procedure of photovoice: orientation, photovoice survey, analysis, and sharing.

The participants were informed of the content, purpose, and process of photovoice during the orientation, in addition
to being made aware of various ethics and problems that may arise in the process of taking photographs. The research
was conducted after informing the participants that the collected data would only be used for research purposes and
would be processed anonymously. The participants were also informed to exclude photos that contained personal
information (such as faces and names). Their understanding of the study was enhanced by additional information,
which helped them participate in the study.

The participants used their mobile phone cameras to take photographs, and they were asked to write down their
thoughts and feelings about these photos on an A4-sized paper. These files were sent to the researcher before the meeting.
The researcher printed the submitted photographs to share with the other participants during group discussions. The
participants were allowed to talk freely for two hours on each theme about what they photographed and what they wanted
to express. The sessions were recorded and transcribed after acquiring prior consent from the participants. We recorded
the photovoice group activities and transcribed the recordings to maintain documentation of the field activities. We coded
the data based on the recordings and derived the domains through consensus.

Risk Management and Healthcare Policy 2023:16 https: 933

Dove:


https://www.dovepress.com
https://www.dovepress.com

Lee and Kim Dove

Data Analysis

Qualitative analysis was performed according to the six-step thematic analysis method propounded by Braun and Clarke®
through a series of coding processes. In the first phase, two coders reviewed the transcriptions and photographs from each
session and highlighted words and sentences, such as key statements and metaphorical expressions. They also independently
developed a coding book for meaningful words, sentences, and paragraphs through line-by-line analysis. During the second
phase, open coding was performed by comparing and reviewing the consistency of the coding vocabulary and the similarities
and differences of expression. The two coders extracted 82 codes covering all the content. The third phase involved searching
for themes by grouping each code into similar concepts, checking whether they matched the themes, and comparing how each
theme was conceptualized and interconnected. Thirty-nine sub-themes were extracted from this process, and the data
saturation point was confirmed by going over the interviews with the participants. The themes and sub-themes were reviewed
by other team members for similarities and differences. The fourth phase involved reviewing the themes, leading to the
creation of 4 categories and 8 subcategories from 39 provisional themes according to their common attributes. The fifth phase
involved clarifying and naming the themes, during which the researchers identified the themes that were clearly distinct from
others while comparing the derived themes. Two participants checked the themes and categories for any misunderstandings or
misinterpretations. The sixth phase involved producing a report by defining the statements on each theme and describing the
results of each theme by quoting the statements. NVivo 12.0 and Microsoft Excel were used to analyze the discourses.

Ethical Consideration

The Bioethics Committee of the G University approved this study (GIRB-A19-Y-0034). The first and corresponding
authors received IRB approval while attending Gyeongsang National University. The researchers obtained written
consent from the participants after explaining the study purpose and methods, information recording for data analysis,
confidentiality, and the management of collected data. They were made aware of the various problems that could arise
while taking photographs and were assured that the collected data would be processed anonymously and only be used for
research purposes. They decided whether or not to participate and were informed of their right to withdraw from the
study at any time. They received gift certificates for their participation.

Rigor of Analysis

This study adhered to the criteria presented by Guba and Lincoln®® to ensure rigor in qualitative research. To prevent researcher
bias before collecting data, we attempted to maintain neutrality to ensure that our knowledge did not influence the participants.
Photovoice conducts interviews using photos that reflect the thoughts and experiences of the participants; consequently, prior
information about the participants may generate prejudice or bias against them. Therefore, we did not collect background
information about the participants before the interviews. We also discussed many potential biases related to the research topic to
prevent such distortions in the data analysis stage. Specifically, we anticipated the following biases: the volunteers will not have as
much knowledge about hospices as professionals, the volunteers will volunteer because they want to, hospice clients will need
volunteers, and the roles of the volunteers will be less professional. We excluded such biases from the analysis.

While conducting the study, we also played a mediating role in the group discussions by giving the participants equal
opportunities to speak and encouraging them to share their thoughts candidly. We maintained neutrality by allowing the
participants to express their thoughts freely and by working toward preventing our own prejudices and knowledge from
influencing the participants.

Additionally, the transcribed files of the interviews were anonymized to prevent any preconceived notions about
gender imbalance among the participants from affecting the analysis or the results. To increase the true value, the content
was analyzed by perusing the transcripts of the discussions repeatedly with the participants. If there was a conflict, we re-
analyzed the original data and focused on the tone of the participant’s voice. In the data analysis process, the triangulation
method was used to check the applicability of the data analysis to groups other than researchers. The triangulation
method was applied to minimize potential errors and biases in the research process and maintain consistency by

consulting a nursing professor with experience in photovoice research (see the Audit Trail in Appendices 1 and 2).
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Results

Participants’ General Characteristics
The participants comprised seven individuals, one male and six females. Their ages ranged from 53 to 65 years, with
a mean age of 59.14 (standard deviation = 2.15) years. Table 1 shows the general characteristics of the study participants.

Photovoice Outcomes
In this study, participants were asked to describe the image, role, and community contribution of hospice volunteering, in addition
to how the experience of volunteering affected their lives. The results were categorized by theme. The interviews reflected the

participants’ personal cases, thoughts, and beliefs about hospice volunteering that can be understood in a cultural context
(Table 2).

Theme |: Two Perceptions from the Hospice Care Image

In terms of the image of hospice care, the volunteer training participants believed that hospice volunteering involved
“facing unexpected farewells” and “serving as a bicycle’s training wheels.” They mentioned experiencing “sudden
deaths” in relationships with hospice care patients and supporting the medical staff to provide care for them.

Facing Unexpected Farewells

The participants considered hospice volunteering as the time for discussing and accepting someone’s death and facing
unexpected farewells. Even though they were aware that most of the patients had terminal cancer or had refused life-
sustaining treatment, they expressed their emotions, knowing that some of their patients with whom they talk to on
one day may not be there a couple of days later. They also discussed their changing feelings about death, likening it to
not only peace but like waves in a calm sea.

Table |1 General Characteristics of the Participants

ID Gender Age Educational Background Marital Status Religion End-of-Life Care Experience (y)
A Female 54 College graduate Married Christian More than 5

B Female 58 High school graduate Married Buddhist 1-2

C Female 65 High school graduate Widowed Buddhist 1-2

D Female 54 College graduate Married Buddhist More than 5

E Female 65 High school graduate Married Catholic 1-2

F Male 65 College graduate Married Catholic 1-2

G Female 53 College graduate Married No religion 34

Table 2 Photovoice Themes and Subcategories

Themes Subcategories

Two perceptions from the hospice care image - Facing unexpected farewells

- Supporting as a bicycle’s auxiliary wheel

Connection roles between death, life, and rest - Mediator between patients, medical staff, and family

- A resting place like a bench

Preparing to share oneself and experiencing inner growth | - Fear of starting volunteer work

- Expanding knowledge through learning and becoming a volunteer

Meaningfully connecting with the community - Ubuntu, becoming part of someone’s life and family

- Volunteering out of love, not obligation
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There will be waves in the sea before it becomes calm; you have to accept death because someday we will all die; but, it’s
difficult for everyone to accept it. (Participant G)

I really wanted to fly to the hospital when the hospital staff called to inform me that it was time to let him go. But he had not
passed away. So, I held his hand and prayed... then, he passed with a very peaceful look on his face. (Participant A)

Supporting as a Bicycle’s Training Wheels

Like bicycle training wheels, the participants considered hospice volunteering to be a supporting role involving diligent
help to makes the main character stand out. In Korea, baby’s breath flowers are used as decorations or to supplement
brighter, prettier flowers. Likewise, the participants also perceived hospice volunteers as people who help and support the
patients and medical staff. They also thought of hospice volunteers to be friendly and capable of handling various tasks,
likening them to comfortable sneakers rather than formal shoes (Figure 1).

Even though they’re not minor roles, they help the lead actor stand out and shine. In hospice care, such quietness lights up the
surroundings without revealing its existence. (Participant B)

Hospice volunteers wear flat sneakers and make no noise. They’re all so diligent. (Participant D)

Theme 2: Connection Roles Between Death, Life, and Rest

Hospice volunteers and medical professionals intimately watch over the patients. For the participants, hospice volunteer-
ing goes beyond physical care, such as bathing and preventing bedsores, and includes being with the patients so that they
can accept death peacefully and spend the rest of their lives comfortably. They view themselves as companions who
share the rest of their patients’ journey providing psychological care, such as mediating conflicts with the people around
them.

Mediator Between Patients, Medical Staff, and Family

The participants considered hospice volunteering as a link that connects and ties two different things together, for
example, patients and the medical staff and patients and their families. They believed that their role as volunteers
involved helping patients when they had conflicts with their families or with the medical staff (Figure 2).

I think of myself as a bridge, or a stepping stone, connecting patients with their families. I want to think that I’'m a valued friend
of the patients. (Participant C)

Figure | (a) Baby’s breath making other flowers stand out; (b) Sneakers that help you walk comfortably.
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Figure 2 A bridge connecting patients with their families and the medical staff.

A Resting Place Like a Bench
Just like sitting on a bench and taking a break when people get tired of walking, the participants considered the role of

hospice volunteering as a resting place where they could stop to listen to the patients and share their suffering (Figure 3).

Screens or shades are used for various purposes. They help people avoid rain and also block out the sun when it is hot outside.
People can also rest under a shade when they get tired of walking and when their legs are sore. Volunteers also provide similar

services to the patients. (Participant E)

Figure 3 A shade to block out the sun during hot summers.
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Theme 3: Preparing to Share and Inner Growth

The participants mentioned that the difference between general and hospice volunteering is the people: those who require
hospice care are those who are facing the end of their lives. Therefore, hospice volunteers may feel nervous or fearful
when they first meet terminally ill patients; however, this fear may help them reflect on their own lives and deaths. After
participating in the hospice volunteer training, the participants improved their understanding by learning more about
hospice care and volunteering. This change in knowledge and attitude can be viewed as a time of preparation to share
one’s life and experiences and an opportunity for inner growth before starting the hospice volunteer work.

Fear of Starting the Volunteer Work
The participants feared experiencing emotional disturbances while volunteering because the patients who needed hospice
care were facing the end of their lives. This fear of starting hospice volunteer work was not just anxiety about what they

have not experienced, but also fear of emotional agitation toward their future patients.

I had no confidence at the beginning. They said that I may cry when I go to the hospital to meet the patients, and I felt like
I would. I had trouble because of depression, and I walked four hours a day to avoid taking medicine for depression. I came so
far without taking any medicine. However, I realized that hospice care is important now that I have also become a person who
needs a little bit of comfort. I’'m not saying it helped a lot, but I was really grateful to just have a friend. I really think that
I recovered by just having a friend. (Participant C)

Expanding Knowledge Through Learning, and Becoming a Volunteer

The participants responded positively to expanding their knowledge through education. They also said that such
education and training will help them perform volunteer work and prepare them not only for their future life but also
to handle separation from their families by death.

It was nice to study and think about what I didn’t know and the things that I already knew. The most memorable things were
about the end of life and specific medical symptoms. I remember examining people’s pulse the most. These two things overlap
with my dying mother and my current situation. That’s why I can prepare my mind for what comes next. (Participant F)

Theme 4: Meaningfully Connecting with the Community

The participants expected to engage in meaningful activities as community members through hospice volunteering. They
discussed becoming a significant part and person in other people’s lives by forming relationships with hospice patients
and their families and networking with other volunteers while performing volunteer work.

Ubuntu, Becoming Part of the Life and Family of Others

Ubuntu is an Nguni Bantu term meaning “I am, because you are”. It describes the relationship or commitment between
people. Ubuntu emphasizes that one needs to be with, and not be separated from, others, to grow and profit. Hospice
volunteers described the need to share and understand the various emotions they experience in their lives by becoming
a part of their patients’ lives.

My friend had a good relationship with her husband, but after he died, she had trouble sleeping because she was upset and
depressed. She would call me in the middle of the night. I would go over and talk with her and even sleep over sometimes.
I think I should take care of a patient in my heart, just like I would take care of a child. (Participant C)

Volunteering Out of Love, Not Obligation

The participants described volunteering not as an obligation, but as a heartfelt commitment; and stated that people need
to participate in hospice volunteering with the willingness to share their lives. They also said that people need to
volunteer out of love for others rather than by viewing hospice volunteering as a job (Figure 4).
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Figure 4 A burning candle to provide light.

I learned things I didn’t know, and you need to be sincere if you want to volunteer. People can volunteer out of hurt and pain,
but I think you can’t really volunteer unless you really love it. I love what people can see on the outside, but you need a heart
that loves the invisible soul. (Participant G)

Discussion
This study used photovoice to investigate the meaning and role of hospice volunteering as perceived by hospice care
volunteers.

First, the participants understood hospice volunteering from the two perspectives of facing unexpected farewells and
performing the role of a bicycle’s training wheels. Although hospice volunteers receive training in hospice care and work
over a certain period of time before they start volunteering, their understanding of hospice-related matters was based on
their experiences, prior information, or their own limited preconceptions. The participants also perceived hospice care as
emotional reactions, labeling it as the “last choice in life” or the “end-of-life” rather than recognizing it as a “treatment”.
These thoughts were similar to the findings of a study by Kim et al,*' who investigated differences in perceptions of
hospice and palliative care between medical professionals and the general public (patients and guardians). They found
that medical professionals perceived hospice and palliative care as holistic care to treat the mind, body, and spirit, while
patients and guardians considered it a “service that allows patients with terminal cancer to experience a comfortable
death”. However, the participants also perceived hospice volunteering as an image of care. Those who experienced the
deaths of their parents or spouses tended to discuss hospice care and volunteering by reflecting on their own experiences
with their family members. Participants who shared their experiences perceived hospice volunteering as helpful to not
only medical professionals in caring for the patients, but also to the patients’ families from a broader perspective.

In terms of public perception, there have been studies on hospice care and death in other countries;****

the majority
focus on connecting hospice care with emotional well-being.'*** However, most of the studies on hospice care in Korea
use death or the attitude toward death as a variable; such research has also been performed on various groups, including

3336 and patients with cancer and their families.’” On the other hand, studies in the United States

medical professionals,
focused on life or experience in hospice care rather than on death, including studies related to spirituality®® and hospice
experience.”® Although hospice care is fundamentally a type of health care to improve the quality of life of terminal

patients, in Korea, it is naturally associated with “death with dignity”” due to the use of several terms related to death,
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such as ADs on life-sustaining treatment and terminal cancer patients. This difference in perception has led to
a difference in research themes and has also influenced the perception of the participants toward hospice volunteering.

Second, the participants perceived hospice volunteers as an essential link between death, life, and rest because they
played the role of a mediator in conflicts between patients, medical staff, and families. They dreaded starting hospice
volunteer work; however, through the training process, they were able to shift their attention to the opportunity for inner
growth and to prepare for death by critically reflecting on the role of hospice volunteers in Korea. Before undergoing
hospice training, the participants had vague thoughts and were petrified of hospice care; however, after sharing their
experiences and completing the training, they recognized the need and importance of hospice volunteers. Their
participation in volunteer work became a stepping stone toward inner and self-growth and was not merely an activity.
The participants’ experiences were similar to the findings of a study by Lee and Yoon,** which showed that middle-aged
and elderly volunteers began as visitors, then became peers, and ended up becoming one of the patients with terminal
cancer with new values, enjoying a sense of unity. In terms of the influence of volunteering, the participants talked about
becoming a part of other people’s lives as a significant person and of learning new things, expanding their knowledge and
experience. Although hospice volunteers fundamentally provide patients with a sense of self-worth, companionship, and
respite care,*’ the participants recognized the ability of hospice volunteers to grow and develop themselves rather than
just performing simple volunteer activities.

Third, the participants perceived hospice volunteering as a service that involves being with others and building
a meaningful connection with the community. Their understanding of hospice care changed to becoming a part of the
community. Hospice volunteering can be determined by a person’s experience, but it can also be based on the
environment and values experienced by the participants. Most of the participants first encountered volunteer work
after retirement or in losing family members after taking care of them. They thought that the help of two or three people
was more important than the help of just one, likening this to lighting more candles to produce brighter light. The
participants used to live for themselves or their families but experienced the joy of contributing as community members
while volunteering, escaping from feeling helpless after losing family members or their roles in society. Just as we use
candles for various purposes, hospice volunteers perform various roles. They provide services in close contact with
patients, but sometimes take a step back at the request of doctors and family members. Hospice care includes activities
that are not typically physically demanding, such as being a companion to the patients. However, some activities are
physically demanding, such as bathing the patients. Even though hospice volunteers serve various roles, most volunteers
in Korea are old, which limits them from performing several activities. This is because the image of hospice care in
Korea is related to death and the perception that patients who require hospice care are mostly the elderly. Although there
are hospice services for children in other countries," in Korea, the first pediatric hospice was established in 2017,
reflecting the limitations of hospice services. During the process of providing palliative care, this study allowed the
participants to reflect on their own lives among the traces of others’ lives; for example, participants gained indirect
experience about death through the deaths of others, gratitude for life, and a sense of how they wanted to be remembered
by the people they may leave behind. Considering these points, we believe that photovoice can be used for various
groups and topics.

Participants in this study shared various thoughts about volunteering in different roles in hospice care through
photography. Most importantly, the participants in this study could demonstrate their subjectivity and initiative to the
fullest because they had the desire and will to volunteer. Also, their needs and limitations usually surface, but sometimes
they are hidden or lie beyond our awareness. Therefore, the Photovoice methodology was used because it can uncover
hidden issues through photos and discourse. This study expanded the use of Photovoice research methods by allowing
participants to express themselves with photos depicting matters related to death that may be sensitive and difficult to
describe with words. Notably, the study’s photovoice methodology has the advantage of expressing yet unacknowledged
thoughts. However, since the participants need to understand the overall photovoice research process as accurately as the
researcher, differences in the level of understanding and participation may have occurred during participant training.
Additionally, because we are accustomed to capturing participants’ meanings and contexts, our questions may also have

encouraged the participants to simplify their viewpoints.
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Owing to the COVID-19 pandemic, this study could not share the thoughts and viewpoints of participants expressed
through photos through face-to-face exhibitions in the community. Therefore, alternatively, some photos were used in an
online open lecture to train hospice volunteers through Zoom; specifically, they were used to share knowledge about the
volunteers’ perceptions and roles. As such, there were limitations in the process of transferring the knowledge formed
through the presentation to the community. There was also insufficient discussion on how the community understands,
evaluates, and uses the acquired or formulated knowledge. The participants were also used to expressing their thoughts
with words but not accustomed to expressing them visually through a medium. Despite being instructed on photovoice
before the study began, they had difficulties in fully reflecting their thoughts through photographs. Moreover, because
this study was conducted not long after the participants began volunteer work, their experiences may not have been fully
reflected in their answers. Therefore, it is necessary to obtain more detailed answers reflecting practice in the field
through further studies on participants with more experience in hospice volunteer work.

Conclusion

This study used photovoice to investigate the meaning and role of hospice volunteering, as perceived by participants who
completed hospice volunteer training. Specifically, photovoice can be used to understand and uncover a participant’s
context and their unacknowledged desires, needs, or limitations that may be present but hidden or beyond our awareness
through photos and discourse. It examined their thoughts on their influences and how they can contribute to the
community. The participants considered hospice volunteers as companions who are prepared for unexpected farewells
with the patients and act as mediators between patients, medical staff, and family. They viewed volunteering as an
opportunity to grow by sharing their lives as a member of the community. The participants were able to visualize and
confirm what they thought about hospice volunteering through photovoice. As time spent on volunteering for hospice
care increases in the long term, the process of exploring the participants’ perceptions of hospice volunteering, the
influencing factors, and the ways of contributing to the community will be meaningful.
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