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Abstract: Caregiving family members are individuals who are directly involved in the care of a life-
threatening patient, often facing a wide range of tasks, such as physical care, providing emotional
support, and taking part in the treatment process. This research was carried out to determine the effects
of caregiving upon family members of individuals who are treated in the palliative care unit. This
descriptive phenomenological qualitative study was conducted with 16 family members who had been
taking primary care of patients for at least three months and agreed to participate in the study. The data
were collected in 35-40 minutes by face-to-face interview with a semi-structured interview form.
Colaizzi’s phenomenological data analysis method was used in the evaluation of the data, and 5 themes
were determined. Family members participating in the research stated that they experienced
physiological problems such as pain, sleep problems, and fatigue; psychological problems such as stress
and fear; economic problems due to job losses and treatment costs; social problems for reasons such
as isolation and problems in family relations such as a change in roles and communication disruption.
As a result of the research, it was determined that especially all of the family members had psychological
and social problems. The problems and needs of family members should be questioned in clinical
settings, and they should be directed to support units.
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1. Introduction

Palliative care is an approach to improve the quality of life of the patient and their family, who
are faced with a life-threatening disease, and it is considered as the right of every individual and aims to
detect and treat physical, psychosocial, and spiritual problems, especially pain, in the early period [1],
[2]. This type of care includes a team-based approach that helps to manage the patient's disturbing
symptoms, to coordinate care, and to set care objectives by including not only the patient but also family
members [3].
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Caregiving family members are individuals who are directly involved in the care of a life-
threatening patient, often facing a wide range of tasks, such as physical care, providing emotional
support, and taking part in the treatment process [4]. In this process, family members pay attention to
the patient's drug management, constantly provide psychological support to the patient, and provide
personal care of the patient [5-7]. However, many caregiving family members are unprepared for the
caregiving role and have limited knowledge that may affect the nature and quality of care provided [4].
Family members who are unprepared to take on the responsibilities brought by the care become very
weak against the progress of the disease and the consequences of the process [3]. Increasing symptoms
in patients increase stress and care burden, especially in family members living with the patient [5-8].
Studies have shown that family members who care for a patient with a life-threatening illness experience
physical health problems such as joint pain, headache, indigestion, and dizziness, as well as fatigue and
sleep disorders due to care burden and insufficient sleep [6], [9], [10-11].

However, family members may experience psychosocial problems as they are also affected by
the patient's care [9]. Among the psychological problems experienced by family members of patients
receiving palliative care, in general, are emotional problems such as anxiety, depression, post-traumatic
stress disorder symptoms, tension, helplessness, uncertainty, guilt, anger, fear, and hopelessness [9],
[12-13]. Family members also face social isolation and occupational problems as a result of financial
problems, restriction of time, and freedom during the care phase [5], [9]. It has also been emphasized
that the caregivers have problems in their relations with their spouse and family as well as home life [4].
It is stated in the studies conducted that these problems experienced in the process of providing care
may increase the burden of family members and cause them not to meet or delay their own health needs
[14-15]. All these physical, social, mental, and financial problems experienced by the family members
are alarming as they can reduce the quality of life of the caregiver and threaten their ability [12].

It is among the responsibilities of the palliative care nurse to pay attention to and alleviate the
problems experienced by the family members [5]. However, healthcare professionals are either often
reluctant to evaluate family members or consider them a time-consuming task [11]. As can be seen,
despite the serious care burdens of family members, their problems and needs are rarely questioned in
the clinical setting [16]. In addition, only a few studies directly examined the problems experienced by
family members who care for inpatients in the palliative care unit [2-3], [5], [9], [14]. To examine in-
depth experiences of the caregiving process among family members of those who are treated the
palliative care unit is important to determine actual needs during this process and to plan care services
targeting these needs.

This research was carried out to determine the effects of giving care for family members of
individuals who are treated in the palliative care unit.

2. Methods

2.1. Study Design

The research is planned as a descriptive phenomenological qualitative study.

2.2. Setting and Sample

The population of this study consisted of the family members of the individuals who received
inpatient treatment at the Palliative Care Unit (PCU) of Gazi Yasargil Training and Research Hospital
of Diyarbakir University of Health Sciences. Purposive sampling and snowball sampling methods were
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used in recruiting the study group. In purposive sampling, the characteristics of those to be included in
the study were identified. The sample consisted of a total of 16 family members who (a) undertook
primary care of patients for at least three months, (b) residing in Diyarbakir Province, (c) were 18 years
of age and over, (d) had no communication and perception problems (g) can understand and speak
Turkish, and (f) agreed to participate in the study. Snowball sampling was used in achieving the study-
sample. Through snowball sampling, a participant is recruited out of the study-population through
interviews and this participant recruits the second one and the second participant recruits the third one;
in this manner, the number of the study-sample is increased and the study-sample is enlarged. In
descriptive phenomenological qualitative research, no rules have been determined regarding the number
of samples, and research is conducted with a small number of sample groups limited to 5 to 25
participants in qualitative studies in which in-depth interviews are held. However, it is known that when
the answers of the participants in the sample of the research start to be similar to each other, the research
reaches the saturation point and the data collection process is stopped [17]. The study was based on data
saturation and interviews were terminated after the 16" individual interview.

2.3. Data Collection

The data were collected by conducting various in-depth individual interviews via a semi-
structured questionnaire using a face-to-face interview method. The interviews were held between April
24 and May 8, 2020, when family members for any reason. After obtaining the verbal and written
consent of the individuals who agreed to participate in the study, a suitable date and time were
determined for face-to-face individual interviews. Due to the Covid-19 pandemic process, the
researchers interviewed family members on skype on the specified day and time. Before starting the
interviews, the research protocol was explained. For the interviews to be conducted in a healthy way,
the interviews were held in a quiet and quiet room determined by researchers and family members
between 35-40 minutes. During the interviews, other family members in the house were informed that
they should not enter the interview room. During the interviews, statements of family members were
recorded with a voice recorder, and notes were taken where necessary. Family members were also asked
to convey their feelings and thoughts in writing and by e-mail to better express their feelings. In total,
there were made three interviews.

2.3.1 Instruments

The data in this study were collected through a semi-structured interview form [4-5], [7-9], [13],
[18-19] prepared by the researchers by reviewing the literature, examining the characteristics of family
members. A total of 14 questions including 7 questions (age, gender, marital status, educational status,
occupation, disease type, duration of treatment in the palliative care unit) related to individuals who
were given care, and 7 other questions (age, gender, marital status, educational status, occupation, the
degree of relation, how long the person has been giving care) are in the first part of the interview form.
In the second part, 3 open-ended questions covering general areas and not directing were asked to
identify the problems experienced by family members. Open-ended questions addressed to the family
members in the study are listed as, 'What does it mean to you to have a family member lying in a
palliative care unit?', "What kind of changes does caring for a family member lying in the palliative care
unit bring to your life?', and 'What are the difficulties you have experienced in providing care to a family
member lying in the palliative care unit?'
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2.4. Ethical Consideration

Before data collection, Ethics committee approval was gained from the Ethics Committee of
Non-Interventional Clinical Studies of Burdur Mehmet Akif Ersoy University (Decision Number: GO
2020/106; Date: 15.4.2020) and oral and written consent was also obtained from the family members,
and information was given about the use of the voice recorder, and an assurance was provided about the
confidentiality of the voice recording. Participant humbers were used instead of the names in the
research report. This research was carried out by considering the Good Clinical Practices of the Helsinki
Declaration.

2.5. Data Analysis

Colaizzi's seven-step descriptive phenomenological method was used because it provided a
systematical analysis of quantitative data obtained from face-to-face interviews with participants and it
was often chosen in descriptive phenomenological studies [20]. In the first phase of the data analysis,
audio-recordings were one by one listened to by the researchers, were computerized, and were
transcribed verbatim. To make sure that audio-transcriptions were correct; original audio-recordings
were again listened to and were compared to transcriptions and thus, audio-transcriptions were finalized.
Each of these transcriptions was entered into the NVivo 8 computer program and was again read by the
researchers. In the second phase, significant and relevant statements were marked. In the third phase,
statements marked were again read and their real meanings were explored. In the fourth phase, these
meanings explored were categorized under certain theme clusters. In the fifth phase, the findings were
combined to define phenomena comprehensively and a detailed explanation of findings and real-life
experiences was written. In the sixth phase, researchers reduced the detailed explanations to a short
statement that -they thought- caught aspects important to phenomena. In the final phase, researchers
again interviewed the participants to verify whether or not transcribed statements included participants'
real experiences and their feedbacks were obtained [Figure 1].

*Read all the participants’ description of the phenomenon under study

«Extract significant statements that pertain directly to the phenomena

«Formulate the meaning of these significant statements

«Categorize the formulated meaning into clusters of themes

«Integrate findings into an exhaustive description of the phenomenon being studied

+Validate the exhaustive description by returning to some of the participants to ask them how
it compares to their experiences.

«Incorporate any changes offered by the participants into the final description of the essence
of the phenomenon.

—

) < << C <4

Figure 1: Colaizzi’s phenomenological data analysis steps.
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2.5.1 Validity and Reliability Studies

Various validity and reliability studies related to data analysis were also carried out. In this
context, to ensure reliability in qualitative research, the participants were asked to read the transcripts
of their interview records and to confirm that their opinions were transferred correctly. This method,
which Lincoln and Guba have named as member's check, is intended to provide internal validity and
reliability. Also, two academics experienced in the field of qualitative research were asked for the
analysis (assignment of codes and codes to themes) by the researchers on the data transferred to the
transcription. In this context, this reliability study, called peer debriefing by Miles and Huberman, was
also carried out [21].

2.6. Research Limitations

The findings obtained are limited only to the opinions of the 16 family members participating
in the research and cannot be generalized due to the fact that this study was carried out with a descriptive
phenomenological qualitative research technique.

3. Results

Half of the family members participating in this study were male and sons of these patients, with
1-5 years of caregiving experience; the vast majority of them were primary school graduates and single
(Table 1).

Table 1. Demographic characteristics of family members

Code Age Gender  Education Status Marital  Job The degree of Duration of
status proximity care

1 30 M Undergraduate Married  Civil servant  Son 1-5 years

2 45 F Undergraduate Single Unemployed  Daughter 10 years and?

3 29 F Primary education Single Housewife Sibling 1 year]

4 55 M Primary education Married  Retired Son 1 year|

5 20 F Undergraduate Single Unemployed  Daughter 1-5 years

6 40 M Primary education Married  Unemployed Son 1-5 years

7 28 F Undergraduate Single Worker Daughter 1-5 years

8 41 M Primary education | Married  Worker Son 1 year|

9 34 M Primary education Married  Unemployed Son 1-5 years

10 62 F Primary education | Married  Housewife Spouse 1-5 years

11 20 F Primary education Single Unemployed  Daughter 1-5 years

12 23 M Undergraduate Single Civil servant  Nephew/Niece 1 year|

13 30 F Primary education Single Housewife Sibling 1-5 years

14 40 F Primary education |  Single Housewife Daughter 1-5 years

15 19 M Primary education Single Unemployed  Son 11-5 years

16 20 M Undergraduate Single Student Son 1-5 years

The vast majority of palliative care patients were male, primary school graduates, married, and
cancer patients (Table 2).
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Table 2. Demographic characteristics of palliative care patients’

Duration of
Code Age Gender Education Status Marital Job Disease stay In _the
status palliative
care unit
1 76 M Primary education Married Unemployed  Alzheimer 2-5 months
2 88 F Literate Married Housewife Parkinson 2-5 months
3 21 M Primary education Single Unemployed Decubitus 2-5 months
4 89 F Primary education | Married Retired Cancer 1 month
5 65 M Primary education Married Retired g_erebrovascular 2-5 months
isease
6 75 M Primary education | Married Unemployed Demans 2-5 months
7 59 M Primary education Married Retired Cancer 2-5 months
8 75 M Primary education Married Unemployed Cancer 2-5 months
9 60 M Primary education| Married Unemployed Cancer 1 month
10 68 M Primary education | Married Unemployed Heart failure 1 month
Primary education Married Retired Celebral 2-5 months
11 71 M
hemorrhage
12 50 E Primary education Married Housewife (Cj:_erebrovascular 1 month
isease
13 21 F Primary education Single Unemployed Diabetes 1 month
14 92 F Primary education Single Housewife Alzheimer 1 month
15 71 = Primary education Married Retired C_erebrovascular 2-5 months
disease
16 73 F Primary education Married Retired Diabetes 1 month

The main category of the family members participating in the research are the effects of giving
care; under a thematic scheme, 5 themes and 10 sub-themes were identified: physical problems (pain,
sleep problems, fatigue), psychological problems (stress, fear), economic problems (treatment costs, job
losses), social problems (isolation), and family relations (change in roles, communication disruption)
(Table 3).

Table 3. Categories and themes resulted from interviews

Category Themes Sub-themes
Physical problems Pain
Sleep problems
Fatigue
Psychological problems Stress
Fear
Effects of Care-Giving Economic problems Treatment costs
Job losses
Social problems Isolation

Family relationships Change in roles

Communication disruption

Theme 1: Physical Problems

The vast majority of the family members participating in the study stated that while they cared
for their patients, various diseases occurred or their existing diseases worsened, and they particularly
experienced pain, sleep problems, and fatigue.
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Sub-themes 1.1. Pain
Some of the participant family members stated that their preexisting neck and back pains were
aggravated during care-giving whereas some others reported that they had not had preexisting neck,
back, and arm pains but suffered from these pains after they started giving care.
« Since | had a herniated disc, | had a lot of difficulty in lifting and lowering the patient. My pain was
unbearable (Participant 1).
« | had not had preexisting pains. After | started caring, | had a meniscus and a herniated disk
(Participant 2).
« | had a herniated disc for a while, but after | started to care, my pain increased a lot (Participant 6).
Sub-themes 1.2. Sleep problems
The participant family members stated that they experienced sleep problems because they woke
up early due to times to give medicines to those whom they cared for, they could not sleep due to fears
that something bad would occur, and their sleep was interrupted due to pains and fatigue experienced
during care-giving.
« | cannot sleep fearing that something would happen to my father during sleep. | always feel sleepy
during the daytime (Participant 6).
« | have to wake up early to give my wife's medication, so | have constant sleep problems (Participant
10).
Sub-themes 1.3. Fatigue
The participant family members emphasized that they constantly felt tired because their burden
was aggravated by care-giving, they got tired because they frequently had to lift the patients and to put
them down during caring and they were unable to rest because there was nobody to provide care.
« Because | alone performed the care for private areas of my father and had him have a bath, | feel
exhausted after the care (Participant 6).
« | started feeling very tired after giving care (Participant 7).
« As my workload increased at home, | am constantly tired (Participant 10).
Theme 2: Psychological Problems
All of the family members who participated in the study stated that they were psychologically
affected, that they were constantly in the hospital environment, and that their mood deteriorated when
they saw worse patients, they entered a more sensitive mood, and they often experienced stress and fear.
Sub-themes 2.1. Stress
The participant family members told that their stress level elevated because they were at the
hospital all the time, their stress went up because of the behaviors of those to whom they gave care and
they underwent stress because they consider themselves inefficient and incompetent about care-giving.
« My father was a difficult patient, and this made me psychologically upset. My father's aggressive
and irritated mood caused me to get into a more sensitive mood and stress (Participant 1).
« The most important reason for my sadness was the thought of not being able to catch up with / be
enough / effective with my mother's care. These thoughts caused my psychology to deteriorate and
my stress level was increasing. (Participant 2).
Sub-themes 2.2. Fear
The participant family members reported that they had fears because they felt that those to whom
they provided care would die due to the disease diagnosis, treatment would fail, and something would
happen to the patients during care.
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« Witnessing the discomfort of dozens of people every day affects my psychology. | am very afraid
that my father will not be able to recover because he has cancer (Participant 7).

« | am always depressed but my wife's disease affected my psychology further. | have this fear at all
times that, something bad will happen while caring for her (Participant 10).

Theme 3: Economic Problems

The vast majority of the family members participating in the research stated that they
experienced financial difficulties, that their costs increased due to special examinations, medical
products, and transportation, those sick individuals did not work due to their illnesses, and there was no
other person who brings money, and caregivers had to cancel their additional jobs and they experienced
job losses due to caregiving.

Sub-themes 3.1. Treatment costs

The participant family members stated that they took those to whom they provided care to
private medical clinics so that they could have better care and treatment, had to buy some medical
devices to give home care and their expenses increased because they often bought medical materials
because they had to pay attention to hygiene.

« We bought a hospital bed, air mattress, aspiration, and oxygen device to make my father
comfortable. | can say that we turned our house into a hospital. | also had expenses for medical
products and cleaning supplies (Participant 1).

« | took my mother to better doctors in order to have her examined due to her illness. Of course, it
was a bit expensive (Participant 2).

Sub-themes 3.2. Job losses

The participant family members expressed that they had to change residence places where they
used to live in order to give care, therefore lost their jobs and canceled some of their routine affairs
because they were obliged to provide care.

« Since we had to go from our district to the city center 3 times a week in the first diagnosis period,
the additional jobs I planned before were canceled. Our transportation costs have increased because
we are constantly commuting (Participant 1).

o lused to work in Istanbul. However, since my father became bed-ridden, | had to quit my job and
settle in Diyarbakir. I do not have a job right now, my brothers and sisters are trying to support my
expenses (Participant 6).

« | experienced bad situations financially because I left my job (Participant 15).

Theme 4: Social Problems

All of the family members who participated in the research stated that they did not have any
social life because they were always in the hospital, that the people they had social relations with were
only relatives who came to visit the hospital, that they had social isolation, and that they could not chat
with their friends and do sports right now.

Sub-themes 4.1. Isolation
The participant family members underlined that they had to restrict visits to relatives and friends,

could not go to coffee houses, gyms and shopping-malls due to those to whom they cared; they used to

be sociable in the past but now their social relations have weakened or been terminated completely.

« Since my father was bed-ridden, we had to reduce the number of guests so that no infection could
develop (Participant 1).
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« | used to go to the coffeehouse and play games with my friends. Now, even when | am with my
friends, my mind is always with my father. Therefore, my social relations have decreased
considerably (Participant 6).

« Since | spend most of my time in the hospital, | cannot go to the gym and chat with my friends as |
used to. I could not continue my social life as | used to... (Participant 16).

Theme 5: Family Relationships

The vast majority of the family members who participated in the study stated that their family
relations deteriorated during the caregiving process, that married people could not spend time with their
spouses and children, that sometimes tensions occurred in the family relations and they cannot fulfill
their responsibilities regarding their families.

Sub-themes 5.1. Change in roles

The participant family members emphasized that they could not see their family members and
their spouses or children took over the responsibilities that they were supposed to because they stayed
together with those to whom they provided care.

« | see my family less because |1 am always caring for my father. My wife has to deal with children
and household chores (Participant 6).

« Since | take care of my father, | cannot spend much time with my wife and children. | cannot
organize things (Participant 9).

« My responsibilities have increased. Everyone is constantly asking me about my wife. In addition, |
get up early every morning and open the windows for fresh air, clean her room, change the sheets,
help her eat her dinner, and give the medicines. | do everything. | am dealing with these routines
every day; our family relationships are only about them! (Participant 10).

Sub-themes 5.2. Communication disruption

The participant family members stated that they sometimes had conflicts and difficulty getting
in contact with those to whom they provided care and could not express themselves very well.

« Because my father was bedridden, he sometimes showed aggressive behaviors while | was giving
him care; which was sometimes causing me to shout at him and to get angry (Participant 1).

« Since it affects all family members, there is constant tension and stress among the family members
(Participant 7).

4. Discussion

With the prolonged life span, the population over 65 years of age is increasing and as a result,
an increase is observed in patients who require care [4]. Today, care services for such patients have
started to shift from healthcare professionals to family members who provide care. In this context, 5
themes were identified as physical problems, psychological problems, economic problems, social
problems, and problems in family relations in this study, which was carried out in order to determine
the adversities experienced by the family members who are primarily responsible for the care of the
individuals who are treated in the palliative care unit.

Theme 1: Physical Problems

Family members who are responsible for the care of a patient who is in the terminal period or
who need long-term care are physically faced with fatigue, headache, indigestion, dizziness, sleep
problems, joint pain, and an unhealthy lifestyle [10-11]. Studies have reported that people who care for
patients in need of serious attention experience ‘primary caregiver syndrome' [6], [10]. This syndrome
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indicates that caregivers experience fatigue, energy loss, lethargy, and exhaustion in this process [6]. In
a study conducted with family members who care for cancer patients with glioblastoma brain metastasis
lying in the palliative care unit, it was found that more than 50% of the caregivers had lower well-being,
fatigue, and drowsiness [18]. Schreiber-Katz et al. (2014) reported that 88% of those who provided care
developed back pain and 16% of them developed hip pain [22]. In a study done recently, it was identified
that 87.7% of those who cared for Alzheimer patients suffered from sleeplessness and nearly 80% of
them had difficulty falling asleep [23]. When the studies on the burden of family members who provided
care to cancer patients in Turkiye were examined, it was reported that 42.5% of the caregivers in the
study of Yildiz et al. (2016) and 54.5% of the caregivers in the study of Ozdemir et al. (2017) had
fatigue [7], [24]. The vast majority of the family members participating in the study stated that while
they cared for their patients, various diseases occurred or their existing diseases worsened, and they
particularly experienced pain, sleep problems, and fatigue. It is thought that the most important reasons
for family members in the palliative care unit experiencing physical problems are due to the lack of
support systems in the family, lack of adequate social services, lack of information, and delaying their
own health needs due to increased care burdens.
Theme 2: Psychological Problems

Findings are indicating that family members who continue the caregiving process have
difficulties in providing care and experience many problems [5], [9], [14], [16]. These problems affect
family members' lifestyle and cause adjustment issues and mental disorders [15]. In a recent study
investigating the psychological burden of family members who care for palliative care patients, almost
all of the caregivers were reported to experience psychological problems, and the five most frequent
psychological problems they experienced were reported to be grief, sadness, anxiety, exhaustion and
sleep disturbance [19]. In their study, Ullrich et al. (2017) found that 96% of family members who cared
for palliative care patients experienced psychological distress and the most common emotions were
sadness, grief, and burnout [9]. In the study done by Oechsle et al. (2019), it was found that 95% of the
family members who provided care to advanced cancer patients who received palliative care suffered
from stress [19]. To cope with feelings of loss affects family members emotionally. Besides, most family
members who give care feel fear of the future because they think that the current condition of the patients
will be worsened more and they will have more difficulties with their care needs that may increase [25].
It was determined that all of the caregivers who participated in our study were psychologically affected
and generally experienced stress, depression, sadness, and fear. Our research result is similar to the ones
found in the literature. It is thought that the most important reasons for primary caregivers to experience
psychological problems are due to the fact that the individuals they care for are their mothers or fathers,
they lack familial support systems, and they experience social isolation because they cannot fulfill their
daily routines.
Theme 3: Economic Problems

Family members experience economic difficulties as a result of increased personal care,
transportation, medication, and other care needs of the patient with a life-threatening disease [7]. Since
the caregiver must spend most of the time with the patient, he/she may lose their job or change the way
they work. Also, family members face economic difficulties as a result of high treatment costs and
increased need for care [4-5]. In a qualitative study that investigated the problems and needs of the
family of cancer patients receiving palliative care, a family member providing care stated that he did not
have enough money and felt financially worse than ever despite receiving caregiver allowance and
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income support [26]. Ozdemir et al. reported that many of those who provided care to cancer patients
underwent changes in professional lives and more than 70% of them experienced economic problems
[24]. Similarly, Nayak et al. reported that family members who provided care to cancer patients were
unable to make time for their professional occupations and lost jobs during this process [27]. It was
determined in this study that there are economic problems in line with the results in the literature, and
the reason is thought to be the limited scope of the financial support provided to primary caregivers, job
losses, and lack of information about the institutions they can get support from.
Theme 4: Social Problems

Because the risk of death and serious physical and cognitive disorders can be seen in patients
admitted to the palliative care unit, health professionals rely on family members to provide 80% of the
care given to patients to manage the adverse effects resulting from illness and treatment [3]. Giving care
to a patient in the advanced stage is a full-time job, which takes all the energy and time of the caregiver
[28]. The process of caring also affects family members' leisure activities, social relationships,
friendship, and freedom [6]. In the study of Kalinkara and Kara (2017), it was determined that family
members who cared for elderly patients did not have a social life, they lacked freedom, they gradually
withdrew from social life and were isolated [29]. In the study of Harding et al. (2012), the majority of
the caregivers stated that they had no personal time because they had to focus on the needs of the patient
and they felt that they were in isolation and they did not have a life [26].
It was determined that all of the caregivers who participated in this study had problems with their social
lives. It is believed that the most important reason for this is the absence of another person to provide
care in the family and the lack of assistant personnel due to financial difficulties.
Theme 5: Family Relationships

Caregiving is generally accepted as a natural action imposed by the community and family
members who take care of their relatives, with the belief that they fulfill a moral obligation [6]. In a
study examining the effect of providing care to a patient in the terminal period on family members,
caregiving activities caused an overall deterioration in the lives of 75% of the caregivers and this
experience harmed their integrity [31]. Yildiz et al. (2017) stated in their work that although many family
members received support from other family members in this process, they still experienced financial
difficulties due to care, and their family interactions were affected [7]. In another study that investigated
the care burden of family members who provided care to cancer patients receiving chemotherapy, it was
identified that 31.3% of the family members experienced negative changes in domestic relations [24].
Our study is also similar to the literature, and it was determined that the majority of caregivers had
deteriorated family relationships during the caregiving process, and it is thought that these issues
developed due to certain changes in family roles, psychological and financial difficulties brought about
by the long-term care and the lack of social support systems.

5. Conclusion

It was determined in our study that family members who care for palliative care patients
experience physical, mental, and financial problems; their home lives change because of arranging the
home environment to suit the patient, their family relationships deteriorate, and their social interactions
change because of the increase in their burden and responsibilities. The following strategies are
recommended: providing treatment and care to such patients with an understanding of multidisciplinary
teamwork, creating environments where the patient and family members can be with their loved ones
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while the patient receives this care, wholly assessing the needs of the family members who provide care
at home while evaluating palliative care patients, providing information in detail about the care process,
helping the patient create a plan in a way that does not prevent family members to go about their daily
routines, getting help from home economists and ergonomists about changes in the home environment,
directing family members to social support systems on financial matters, making sure that they receive
psychological counseling services, therefore reducing their care burden, conducting large-scale studies
that reveal the problems experienced by family members, and developing standard criteria and evidence-
based guidelines to identify the problems and needs of family members.
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