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ABSTRACT Objective: The bone marrow transplantation (BMT)
units are high-dependency areas, with patients requiring care. Patients
in BMT are in need of intensive care due to the treatment applied and
complications related to the treatment. This study explores informal
caregivers’ experiences and perceptions in (BMT) unit. Material and
Methods: Individual interviews were conducted in a semi-structured
form. Theoretical thematic analysis was used to analyze the interview
data. A qualitative design was used to describe the caregivers’ experi-
ences in the BMT unit, the caregiving process, and what they felt while
giving care, and their expectations. Individual interviews were con-
ducted in a semi-structured form. 24 informal caregivers hospitalized in
the BMT of a university hospital who agreed to participate in the study
were included in Istanbul, Tiirkiye. Results: Three major and nine
themes emerged from the data analysis: (1) caregiver’s perception, (1a)
daily life, (1b) difficulties experienced, (1¢) social support, (1d) health
problems; (2) thoughts and experiences (2a) feelings, (2b) changes in
relationships, (2¢) what if I became ill; (3) expectations; (3a) expecta-
tions from the future, (3b) expectations from institutions. Conclusion:
It was understood in this study that the informal caregivers had diffi-
culties while maintaining their daily lives, felt alone in the process of
providing care, experienced a set of psychological problems after the di-
agnosis, were optimistic about the future, and had expectations from
institutions.
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OZET Amag: Kemik iligi transplantasyonu (KiT) iiniteleri, hastala-
rin bakima ihtiya¢ duyduklar1 ve bagimliliklarinin yiiksek olduklar:
alanlardir. KIT {initesindeki hastalar uygulanan tedavi ve tedaviye
bagli komplikasyonlar nedeniyle yogun bakima muhtagtir. Bu ¢alig-
mada, KIT iinitesindeki informal bakim vericilerin deneyim ve algila-
rin1 aragtirmak amaglandi. Gereg ve Yontemler: Bireysel goriismeler
yart yapilandirtlmis formla gergeklestirilmistir. Goriisme verilerinin
analizinde teorik tematik analiz kullanilmistir. Bakim vericilerin KIT
unitesindeki deneyimlerini, bakim verme siirecini, bakim verirken
hissettiklerini ve beklentilerini betimlemek i¢in nitel bir tasarim kul-
lanilmistir. Bireysel goriismeler, yar1 yapilandirilmis formla gergek-
lestirilmistir. Istanbul’da bir tiniversite hastanesinin KiT iinitesinde
yatan ve ¢alismaya katilmay1 kabul eden 24 informal bakim verici
dahil edildi. Bulgular: Veri analizinden 3 ana ve ve 9 tema ortaya ¢ik-
mustir: (1) bakim verenin algist, (1a) giinliik yasam, (1b) yasanan zor-
luklar, (1c¢) sosyal destek, (1d) saglik sorunlart; (2) diislinceler ve
deneyimler, (2a) duygular, (2b) iliskilerde degisiklikler, (2c) hasta
olursam; (3) beklentiler, (3a) gelecekten beklentiler, (3b) kurumlar-
dan beklentiler. Sonu¢: Bu ¢aligmada, informal bakim verenlerin giin-
lik yasamlarini siirdiirmekte zorlandiklari, bakim verme siirecinde
kendilerini yalniz hissettikleri, tan1 konulduktan sonra birtakim psi-
kolojik sorunlar yasadiklari, gelecege yonelik iyimser olduklar1 ve ku-
rumlardan beklentilerinin oldugu anlasilmistir.

Anahtar Kelimeler: Kemik iligi transplantasyonu;
informal bakim verici; deneyimler;
kalitatif ¢alisma

Hematopoietic stem cell transplantation (HSCT)
is used in malignant diseases requiring intensive
chemotherapy (sometimes concomitant radiotherapy)
and non-malignant diseases such as hemoglobinopa-

thy.! In HSCT, patients face several problems due to
the complex treatments implemented at high inten-
sity and the nature of their disease. During HSCT
treatment, fever, pain, mucositis and nausea-vomit-
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ing are among the most frequently encountered com-
plications. In the process of their intense treatment,
patients also experience feelings like fear, isolation
and depression.? Apart from this, patients also expe-
rience feelings such as fear, isolation, and depression
during the treatment process.’ It has been accepted for
years that the stress that is experienced affects pa-
tients and their informal caregivers (ICs) throughout
the disease process involving comprehensive care.*
It was reported that, in proportion to the symptom
load of the patient, ICs experienced even more stress
than patients.’ Caregiving can have positive conse-
quences for the caregiver, including a sense of effi-
cacy, of emotional closeness, and pleasure in
preserving the patient’s dignity.

Being an ICs, on the other hand, is a time-con-
suming and stressful process that takes a person’s en-
tire day.” The caregiver burden is defined as “the
extent to which caregivers perceive that their emo-
tional or physical health, social life and financial sta-
tus are suffering as a result of caring for their
relatives”.® ICs experiences about the extent of care-
giving having an impact on their psychological, so-
cial, financial, physical and spiritual functioning.’
Caregiver burnout is a condition where ICs experi-
ence a state of physical, emotional, and mental ex-
haustion that can change their attitude towards the
patient from care.!’ Anxiety and stress are more com-
mon in caregivers in advanced-stage cancer pa-
tients.!! Supporting ICs aims to optimize patient
care.'? However, for this, first, it is needed to under-
stand the perceptions of caregivers and their experi-
ences during the caregiving process.

While the numbers of cancer diagnoses have in-
creased every single year, researchers have started to
investigate what the highest-quality and most accu-
rate care for the patient is. Russell et al. stated that
successful treatment may also be provided in the
home environment and encouraged healthcare pro-
fessionals regarding this issue. The purpose of this
suggestion is to maintain the treatment process of the
patient by increasing their quality of life in the home
environment.'* Care at home during the HSCT
process has many medical advantages including a
lower number of days with high fever and a lower
level of need for total parenteral nutrition.'* On the
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other hand, it was reported that patients experience
high levels of psychological and emotional stress
when they were left alone in the hospital environ-
ment.'® Post-HSCT care is provided at home in many
countries in the world. The purpose of preferring this
practice is to protect the patient from nosocomial in-
fections and provide them with an environment at
their home where they can relax. However, to be able
to utilize transplant facilities at home, the patient
needs to have at least 2 caregivers. As they are not
able to find caregivers, 80% of patients choose the
option of getting treatment while hospitalized.'¢ Pre-
vious studies have revealed that the protective isola-
tion practiced in HSCT cases made patients feel
trapped and led them to experience anxiety, depres-
sion, insomnia and feelings of loneliness.!” Main-
taining home-like care during HSCT can be achieved
with ICs. For these and similar reasons, in Tiirkiye,
ICs of patients are admitted to bone marrow trans-
plant (BMT) units under certain conditions. The con-
sensus on evidence-based care in BMT nursing in
Tiirkiye 2018 revealed that 95.7% of units allowed
companions. In the same consensus, having compan-
ions was found to be appropriate at a rate of 92.8%. '8
At the unit in Tiirkiye where this study was con-
ducted, to provide nosocomial infections, 1 patient
relative is trained and allowed to stay as a caregiver.
This way, ICs of HSCT patients support these pa-
tients and witness the experienced process.

It is seen that, in the literature, studies about
caregivers have generally been conducted in the con-
text of diseases like Alzheimer’s and stroke. How-
ever, few studies have been carried out with
caregivers of HSCT patients, and these studies have
been mostly quantitative.!>?° There have been a few
qualitative studies and these studies have not re-
flected the perceptions, thoughts and feelings of ICs
at BMT units.?'?* Therefore, in this study, it was
aimed to investigate the perceptions of ICs of HSCT
patients at a BMT unit in Tiirkiye in depth.

I MATERIAL AND METHODS

STUDY DESIGN

The qualitative methodology is particularly suitable
when little is known about a phenomenon. The the-
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matic analysis uses a descriptive approach with a
focus on lived experience, which refers to our expe-
riences. The findings produced in a qualitative study
stay close to the data as given, which allows the par-
ticipants to express their perceptions.*

The study followed the principles of the Decla-
ration of Helsinki. Ethical approval was obtained
from the Hali¢ University Non-Interventional Clini-
cal Researches Ethics Committee (date: April 30,
2019, no: 92). Participants were informed of the study
and reminded of their right to withdraw from the
study at any time without explanation. All caregivers
signed an informed consent. The confidentiality and
privacy of the participants were guaranteed. ICs were
assigned numbers to replace their names and surname
in the transcripts, and personal identifiers were re-
moved from study documents.

RIGOR AND TRUSTWORTHINESS

To assure the qualitative study’s trustworthiness, we
followed the criteria of credibility, confirmability, de-
pendability, and transferability.”* Trustworthiness
was followed to promote methodological rigor. The
researcher should be able to give a short review of
the findings so that they confirm participants’ ideas.?
To demonstrate credibility, the researchers collected
all data to ensure consistency. She gave a list of ini-
tial coding with subcategories to participants who
were willing to check these and give comments. Most
participants agreed on those initial codes and subcat-
egories. The opinions of the participants were vali-
dated to ensure the reliability of the data.”> To
established confirmability, the researchers who con-
ducted the interviews had no relationship with the
caregivers.

Several strategies were used to ensure credibil-
ity, including the use of auto taped interviews, ver-
batim transcription, two independent researchers
conducting data analysis, interviewer triangulation.
In keeping with the criteria of dependability audio
recordings of the interviews and their transcripts were
kept. Researchers carried about the interpretation of
the data, and similarities and differences were dis-
cussed to guarantee dependability. Finally, to assure
transferability, a detailed description of the method,
context and caregivers was provided.?
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SETTING AND PROCEDURE

IC’s at or over the age of 18 who were able to speak
Turkish and provided care without getting payment
were included in the study. Appointments were
arranged by determining the appropriate times with
caregivers who satisfied the inclusion criteria. The
purposive sampling method was used in this study.

24 1Cs who agreed to participate in the study be-
tween May-December 2019 were included. A so-
ciodemographic information form was filled out by
the participants. After this, interviews were carried
out with the caregivers by taking audio recordings in
a room where these interviews would not be inter-
rupted. A semi-structured interview form was utilized
while conducting the interviews. The interviews con-
sisted of open-ended questions for caregivers’ per-
ceptions (Table 1).

2 caregivers were interviewed on the day of each
interview. After interviewing a caregiver, individual
notes were written with the other researcher. Inter-
views were conducted one-on-one. Each interview
took 20-30 min on average. The interviews were car-
ried out by one researcher. The other researcher par-
ticipated as an observer and took interview notes.

The participants were firstly asked about how
their daily lives were affected after they became care-
givers. They were asked about issues where they had
difficulty and whether or not they had someone who
could provide support when they had a difficulty.
They were also asked about their health problems that

TABLE 1: Qualitative interview.

Interview questions
*You know we want to examine your caregivers’ real experiences with the
caregiving process. While you're here, you also have to go about your daily
life. What are you experiencing?

- What is your most difficult subject?

- Can you get support?
*Have you had any health problems that arose after you started giving care?
*Have your thoughts and feelings changed after you started caring for the
patient?
*Have there been any changes in your relationships?
*If you were you ill, would your family take care of you?
*What are your future expectations for your patient?

*What are your expectations from health institutions?
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emerged after they started to provide care, if any.
Next, the researcher asked them about their thoughts
and feelings while providing care for their patients.
Finally, their expectations were asked, including their
expectations. The interviewer focused on the percep-
tions of the caregivers while providing care, as well
as their thoughts and feelings, and asked follow-up
questions to obtain details throughout the interviews.

DATAANALYSIS

The interviews were transcribed verbatim. Thematic
analysis is a method used for defining, analyzing, and
reporting themes within content.** The analysis was
guided especially by theory on being a caregiver. Ac-
cordingly, the purpose was to define the situations and
thoughts experienced by the caregivers. An iterative
sampling process was used. Two researchers inde-
pendently created codes manually. After this, all re-
searchers gathered, had discussions on the codes and
reached a consensus. The data collection process was
completed when the coders decided that saturation
had been achieved. At the last stage, the researchers
checked the data to ensure that the themes were inter-
nally consistent and distinguishable from each other.

I RESULTS

Within the period of the study, 24 ICs were included.
The study excluded 4 individuals as they were not
1Cs, 2 as they did not agree to participate in the study
and 2 as they did not speak Turkish. The mean age of
the ICs was 40.79+7.07 years, while the mean dura-
tion of the diagnoses of the patients was 4.37+1.01
months. The characteristics of the ICs are presented
in Table 2.

THEMES

The codes were combined to constitute three major
themes and nine subthemes that categorized the
thoughts and feelings of the ICs as detailed below.

Caregivers’ perception

Subtheme. Daily life-Most of the ICs had to
continue their daily lives while providing care for
their patients. Although the reasons for their difficul-
ties varied, it was understood that they had difficulty
in trying to participate in all aspects of life.

“[Itis] difficult... Strangely, my spouse was also
diagnosed with cancer. She also received chemother-

apy treatment. I have 2 cancer patients at home.’
(P15, F)

“Ido it, I keep up with all. We have 2 children.
1 need to not only take care of the home but also be
nice to my spouse.” (P17, F)

Subtheme-Difficulties experienced-1t was un-
derstood that the ICs mainly had difficulty regarding
issues such as supplying medication and blood.
Moreover, they also had difficulties originating from
the existing conditions of the hospital.

“Going to the pharmacy tires me a bit. They pre-
scribe drugs here, I go to the pharmacy, but the drug
is not available sometimes.” (P24, F)

“The issue of finding blood has put a lot of strain
on us. We have been dealing with [trying to find]
blood since the morning. One arrived but was not
compatible. They want fresh blood, no recent
medication or alcohol use. Donors arrive, but

we can barely find one person from among four.’
(P18, F)

“I have difficulty because not only room at the
hospital has a toilet. The most difficult part for the
patient and their companion is this.” (P21, F)

Subtheme-Social support-1t was determined
that, in general, there were individuals around the ICs
from whom they could get support. However, they
still did not want to receive support, and they pre-
ferred to take care of their patients by themselves.

“I have a daughter and a niece. My niece is also
a nurse. They help.” (P6, F)

“He has a[n older] sister who could help, I also
have a[n older] brother. ...his sister could not even
help herself. She has scoliosis, her condition is 2
times [harder].” (P1, F)

Subtheme-Health problems-It was found that,
when the ICs started to take care of their patients,
anxiety, insomnia, and complaints.

“Sadness, stress, sleeplessness... I am a huge
crybaby. I restrained myself a lot to keep myself from
crying in front of my mother. I thought of getting psy-
chological support, but then, I did not know what type
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TABLE 2: The sociodemographic characteristics of the informal caregivers.
Age (X£SD, Minimum-Maximum) (40.79+7.07; 27-66)
Diagnosis time (Months) (X+SD, Minimum-Maximum) (4.37+1.01; 1.16-4.37)

Relationship to How she/he feels

Participants  Gender patient Working status  Financial difficulty Marital status  Transplant type about caring?
1 Female Wife Retired Yes Married Autologous Partially enough
2 Female Wife Housewife Yes Married Autologous Enough
8 Female Sister Housewife Yes Single Autologous Enough
4 Male Child Retired Yes Married Autologous Enough
5 Female Wife Housewife Yes Married Autologous Enough
6 Female Wife Housewife Yes Married Autologous Partially enough
7 Female Sister Working Yes Single Allogeneic Partially enough
8 Female Mother Housewife Yes Married Allogeneic Enough
9 Female Wife Housewife Yes Married Unrelated donor Enough
10 Female Child Housewife Yes Married Autologous Enough
" Male Child Working Yes Married Unrelated donor Enough
12 Female Child Housewife Yes Married Allogeneic Partially enough
13 Male Husband Working Yes Married Unrelated donor Not enough
14 Female Brother Housewife Yes Married Unrelated donor Enough
15 Female Child Retired No Married Unrelated donor Enough
16 Male Husband Retired Yes Married Autologous Enough
17 Female Wife Housewife Yes Married Allogenic Enough
18 Female Wife Housewife Yes Married Allogenic Partially enough
19 Female Wife Housewife Yes Married Autologous Not enough
20 Male Sister Working Yes Married Autologous Enough
21 Female Sister Housewife Yes Married Allogenic Enough
22 Female Brother Housewife No Married Allogenic Enough
23 Male Husband Retired Yes Married Allogenic Enough
24 Female Child Housewife Yes Single Allogenic Partially enough

SD: Standard deviation.

of drugs they would give me. I did not want to [re-
ceive psychological help] thinking that the drug they
would give me could affect me, and I would not be
able to help my mother.” (PS8, F)

Thoughts and feelings

Subtheme-Feelings-The 1Cs experienced feel-
ings like sadness, sorrow and concern in the caregiv-
ing process. It was understood that these feelings
originated from remembering the past state of the pa-
tients or concerns about the future.

“I am very saddened. It is indescribable. For in-
stance, she sees everything on Instagram, cries and
gets sad. She says, ‘my friends are going out and hav-
ing fun’. She is not a small child, either; I cannot fool
her. All patients around us have died, and she says, ‘it
is my turn now’.” (P15, F)

Subtheme-Changes in relationships-1t was seen
that, after the ICs started provided care, their rela-
tionships changed in a positive direction, and they be-
came more tolerant.

“In our relationship, yes, I guess we bonded
more. Now, she cries even when I am going home,
and I cry, too. I say, ‘I will be back, stop crying’.”
(P7,F)

“Of course, it changed. [ said, ‘I shall see my
grandchildren even if it is for 2 hours’. He said to me,

’ 99

‘I am now your grandchild, I am your everything
(P9, F)
What if I became ill...

It was observed that most of the ICs would pre-
fer to be in the shoes of their patients. Some of them
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also said their patients had taken care of them in the
past.

“(gets watery eyes) If only I were ill instead of
her. She says, ‘I would not do what you are doing
now’, but I know she would, she would as much as
her strength would allow.” (P16, M)

However, there were also ICs who stated that
others would not or could not take care of them if
they got ill.

“I do not think so at all. My husband is unable
to deal with trouble. We have been married for 21
years, but he is not a person who has held my hand

and taken to the doctor. I do not suppose he would
bear with me this much.” (P2, F)

Expectations

Subtheme-Expectations from the future-Al-
though the expectations of the ICs appeared to be full
of hope, their expressions suggested that they had
anxiety, doubt and fear.

“Doctors have told us since 2004 that having a
child is out of the question. She wants to become a
mother, and I want to become a father.” (P13, M)

Subtheme-Expectations from institutions-The
ICs had expectations from institutions for their de-
sire to provide care for their patients more easily.
These expectations were observed to be recommen-
dations originating from the problems they experi-
enced themselves or as a result of the events they
witnessed.

“The problem is that the toilets are not inside the
room, and all patients are at a disadvantage regard-
ing patient privacy. The state should, please, support
the hospital.” (P1, F)

I DISCUSSION

It was determined that the majority of caregivers are
women. It was also found that only four caregivers
were working. ICs fulfill the duty of providing un-
paid care. Often spouses take on the role of ICs. In
studies conducted with ICs, it is stated that caregivers
are related to caregiver burden such as gender, mari-
tal status, family income, duration of caregiving,
daily caregiving time, caregiver support, transplant-

related complications. In addition, due to these prob-
lems, their caregiver burden increases and their qual-
ity of life decreases.?

In this study, it was determined that the ICs had
to additionally deal with their daily-life affairs while
providing care for their patients and were strained.
HSCT is a complicated process. In this period, the
patient needs ICs in the physical, psychological and
financial sense as much as they need the medical as-
sistance of healthcare professionals. Studies con-
ducted with ICs of HSCT patients have reported that
caregivers supported their patients in many areas of
their lives including medication management, emo-
tional and financial support and helping their daily-
life activities.?” The fact that patients require support
in many areas leads their caregivers to experience
burden. Similar to this study, a study conducted with
HSCT patients determined that they experienced
moderate and severe levels of burden.?

Although caregiver burden develops for differ-
ent reasons in cases of different diseases, it emerges
especially when support is not received. In this study,
it was learned that the ICs had difficulties while pro-
viding care for their patients and could not get sup-
port. Other studies conducted with caregivers of
cancer patients have also found that caregivers expe-
rienced burden. A study conducted with ICs of allo-
HSCT patients revealed that the participants
experienced burden and they found it most difficult to
cope with uncertainty about the future by 79% and
their own emotions by 70%.”* Another study con-
ducted with HSCT patients also reported that issues
such as receiving help in caregiving, treatment-re-
lated complications, relapse and the duration of care-
giving affected caregiver burden at a rate of 75.4%.%
Similar to the literature, the nature of the disease and
the difficulty of the treatment process also cause care-
givers to experience burden and have reduced quality
of life.”®

The results of this study demonstrated that the
ICs experienced psychological problems such as fear,
concern, inattentiveness, and sleep problems. This
issue was confirmed by quantitative studies con-
ducted with caregivers of HSCT patients, and ac-
cordingly, caregivers experienced the fear of the
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relapse of the cancer most.”’ Again, caregivers also
experienced fear due to the effects of the treatment
that is administered and the fact that the disease is un-
predictable.”” As known, throughout the HSCT
process, side effects like infection, organ-specific
complications, secondary cancers and graft versus
host disease may develop.* These possible compli-
cations increase the fear and concerns of caregivers.
Depending on the symptoms experienced by the pa-
tient, caregivers experience fatigue, sleep distur-
bance, pain, physical problems and loss of appetite.’!
A study conducted in Tiirkiye similarly reported that
symptoms including interpersonal sensitivity, com-
pulsive symptoms, hostility, somatization, phobic
anxiety and depression were encountered in HSCT
patients and their relatives.”” These psychological
symptoms experienced by caregivers remain even
years after the transplantation, and they are seen 3.5
times more prevalently in especially spouses in com-
parison to the general population.™

ICs who were included in this study also ex-
pressed a set of problems originating from the phys-
ical environment of the institution and those they
observed in other caregivers in their caregiving
process. These problems were their necessity to use
communal toilets and that caregivers coming from
outside the province do not have accommodation fa-
cilities. The literature review in this study did not re-
veal any previous study on the effects of the physical
conditions of the hospital on the caregiver. Never-
theless, a qualitative study conducted with children
aged 6-18 reported that the children said the showers
and toiled in their corridor were inadequate in terms
of providing privacy, and private toilets and showers
should be included in every room.* Therefore, it is
thought that it was natural for the caregivers included
in this study to demand more privacy for their patient
at a unit where adult patients stayed. Similarly, pre-
vious studies have found that caregivers of cancer pa-
tients experience financial difficulties besides
physical, social and psychological difficulties after
the diagnosis of the patient.?*”*> Thus, the financial
difficulties that are experienced do not allow the pa-
tient’s relative to stay in accommodation facilities
like hotels and hostels. For this reason, caregivers are
not able to go to a hotel to rest, and they constantly
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stay at the hospital. The caregivers who were aware
of how difficult this situation is stated that they had
expectations about this issue for other caregivers
though not for themselves.

STRENGTHS AND LIMITATIONS

This study had a few limitations. One of these was
that caregivers who did not speak or understand Turk-
ish were not included in the study. The fact that these
caregivers would not be able to communicate with
the researcher due to their language barrier suggests
that they would experience communication problems
at other times, too. A caregiver experiencing com-
munication problems could provide much more dif-
ferent perspectives. Hence, it may be recommended
for future studies to include caregivers who do not
speak Turkish by utilizing the services of an inter-
preter. Another limitation of the study was that it was
carried out at a single BMT unit. Although this issue
makes it more difficult for the results of the study to
be generalized to the entire population of Tiirkiye, it
was considered significant that this study was con-
ducted at the adult BMT unit of a prominent univer-
sity hospital in Ttirkiye.

On the other hand, the strengths of the study are
that caregivers are not always in the BMT unit, and
therefore the work with caregivers is usually the
study done at home after discharge. Therefore, it is
important because the study is done with caregivers
in the unit as companions. It is important to under-
stand the experiences of caregivers in the process that
requires intensive care while the patient is being
treated at the hospital.

I CONCLUSION

Consequently, in this study, it was determined that
the ICs of HSCT patients had difficulties in the care-
giving process, could not receive support and experi-
enced especially psychological problems. Moreover,
it was revealed that the caregivers had expectations
from institutions regarding their need to provide care
for their patients more easily. Although the thoughts
and experiences of caregivers towards caregiving are
not negative, they should be supported to reduce their
burden.
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