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Abstract

Background: Family caregivers of patients undergoing
hemodialysis have alot of great responsibilities toward their
patients additional to their daily own obligations which affect
their health and quality of life.

Aimof Sudy: To assess the quality of life among family
caregivers of patients undergoing hemodialysis.

Material and Methods: Design: A descriptive research
design was utilized in this study.

Setting: Hemodialysis unit which belongs to outpatient
clinics of El-Kasr El-Aini University Hospital.

Sample: A convenient sample of 130 family caregivers
of patients undergoing hemodialysis were included in the
study from March to August 2017.

Tool for Data Collection: Two tools were used to collect
data pertinent to the study. First tool "structured family
caregiver questionnaire” which consisted of two parts. First
part: Questionnaire about demographic characteristics of the
family caregivers. Second part: Questionnaire about demo-
graphic characteristics of the patients undergoing hemodialysis.
Second tool (WHOQOL Tool): Consisted of 100 questions
about quality of life among family caregivers of patients
undergoing hemodialysis cover six main domains: Physical,
social, psychological, level of dependence, environmental
and spiritual domains.

Results: Study results revealed that the mean WHOQOL
domain scores were 34.83 for the physical domain, 73.57 for
the psychological domain, 49.40 for the level of dependence
domain, 37.37 for the social relationships domain, 82.55 for
the environmental domain and 16.93 for the spiritual domain;
There was statistical significant positive correlation found
between satisfaction with own health and mean scores of
physical, psychological, environmental domains (p=0.007,
.003, .005 respectively) and there was statistical significant
positive correlation found between own evaluation of QOL
and mean scores of physical, psychological, social domains
(p=0.010, .009, .005 respectively), also there was a highly
statistical significant positive correlation between own eval-
uation of QOL and mean scores of spiritual domain (p=.002).

Correspondenceto: Dr. Dalial. Abd El-Azem, The Department
of Community Health Nursing, Faculty of Nursing,
Cairo University

Conclusion: The study concluded that, the environmental
and psychological domains showed the highest scores (82.55
and 73.57, respectively), while the spiritual domain showed
the lowest score 16.93.

Recommendations: The study recommended that before
the beginning of dialysis therapy, health professionals should
identify and explore patient' needs and potential caregiver in
the family of patient and established empowerment programs
to prepare them for the task to be carried out, mainly in the
initial phase of their activities.
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Introduction

QUALITY of Life (QOL) is abroad multidimen-
sional concept that usually includes subjective
evaluations of both positive and negative aspects
of life. It isabroad ranging concept affected in a
complex way by the person's health status includ-
ing, physical, psychological health, level of de-
pendence, social relationships and personal beliefs
[1]. Today, with increased life expectancy, chronic
diseases have been amajor health problem. Chronic
renal failureis considered as one of the main
problems of general health, it's a devastating med-
ical, social, and financial problem for patients and
their family caregivers [2].

One of the chosen replacement therapies for
chronic renal failure patientsis Hemodialysis (HD),
which is considered a highly invasive treatment
and very costly chronic therapy, asit involves high
economic, physical and psychosocia costs for the
patient and their family caregivers. Additionally,
HD generates many needs and complicationsin
patients that most often cannot be satisfied by the
patients themselves and cannot be resolved during
their stay at the hemodialysis unit; therefore, they
require direct and continuous home care [3]. Home
care for HD patientsis very important in the treat-
ment process, but generates complications and
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challenges for the organization of family activities
and family economics; the manner in which families
cope with such complications affects patients and
their family caregiver quality of life [4].

Caregiving presents considerable challenges,
physical, emotional and economic for the family
caregivers. As, providing long-term help to HD
patients on an everyday basis in addition to the
family caregivers own obligations may be a serious
physical and psychological burden on them. Also,
the level of patients dependency on the family
caregivers increases with time due to the nature of
the disease and HD complications. So, caregiving
for HD patients has a profound and pervasive effect
on the physical, social and emotional well-being
of family caregivers and their quality of life [5].

Family caregivers perform physical, psycho-
logical, social, financial support and continuous
care for patients; they help patients with many
daily activities, including transportation the dialysis
centers, symptoms management, maobility, dressing,
and preparing an appropriate renal diet. Family
caregivers have alot of responsibilities inside and
outside home in addition to their own daily obli-
gations which can affect their health at varying
degrees. Long term care for HD patients who
dependent on them may result feeling of frustration,
worry and guilt. Although family caregivers suffer
alot to care for their patients, they often receive
alittle attention and the main focus is always on
the patient [6].

Family health nurse has an important rolein
educating the family caregivers about coping strat-
egies to overcome daily obstacles, resolve stresses,
empower them for better coping with daily chal-
lenges and manage their informational needs about
the complex health system and patients' needs.
Moreover, coordinates and collaborates between
the family caregivers and government programs,
advocacy groups and agencies. Furthermore, works
as liaison between family caregivers and support
groups to share different experiences which help
improving their quality of life [7].

Sgnificance of the study:

End Stage Renal Disease (ESRD) isthe silent
epidemic of the 21 st century and its occurrenceis
universal. It isnot only aclinical concern, but also
a growing economic and organizational problem.
In Egypt, ESRD is growing annually, the estimated
annual incidence of ESRD is around 74 per million
and the total prevalence of patientson dialysisis
264 per million; aso there are 90,000 patients who
die each year because of kidney failure. Chronic

kidney diseases are the seventh leading cause of
death in Egypt [§] .

There is an Egyptian study that was conducted
in Tanta University, Egypt about the effect of family
centered empowerment model on hemodialysis
patients and their caregivers, the study included
50 hemodialysis patients and 50 caregivers. Result
of the study revealed that all caregivers obtained
severe burden level pre-empowerment due to car-
egiving for their patients while post empowerment
66% fallsin mild to moderate level of burden. And
the study recommended that before the beginning
of dialysistherapy, health professionals should
identify and explore patient needs and the need
for family caregiver and establish empowerment
programs to prepare them for the task [9].

Asthereisan increasing incidence and preva-
lence rate of patients treated by dialysis and because
hemodialysis patients are vulnerable to complica-
tions before, during and after treatment, so hemo-
dialysis patients need assistance in activities of
daily living, longer caregiving duration by one or
more family caregiver who suffer changing their
life to adjust to caregiving process.

So, carrying out this research will help under-
standing the family caregivers needs, problems,
how the quality of life of family caregiversis
affected by their caregiving process and determin-
ing the extent to which care results in burdens on
caregivers. Also, these research findings could be
beneficial in concluding recommendations which
will help in improving the caregiving process and
optimizing the quality of caregivers' life and main-
taining their ability to support and care for patients.
Furthermore, it is hoped that, this effort will gen-
erate attention and motivation for further researches
in this area.

Subjectsand Methods

Research question:
What is the quality of family caregivers life
of patients undergoing hemodialysis?

Sample: A convenient sample of 130 family
caregivers of patients undergoing hemodialysis
from El-Kasr El-Aini outpatient clinics waiting
areas were included in the study from March to
August 2017.

Setting: This study was conducted at Hemodi-
alysis Unit which belongs to outpatient clinics of
El-Kasr El-Aini University Hospital. This unit
contains 65 bedsin 10 rooms and 2 waiting areas
for caregivers,; one outside the unit and the other
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inside the unit. The Chronic Hemodialysis Unit
provides a service of regular hemodialysis sessions
weekly (6 days per week except Fridays) for the
end stage renal disease patients who are not hospi-
talized. Patients are divided into two groups A &
B, each group dialyzed three days/week.

Sudy design: Descriptive design was utilized
to fulfill the aim of the study. As stated by Nandhini
& Rangarjan [10] the descriptive design finds out
what is happening, generates new insights, asks
questions, assesses phenomena in new light, gen-
erates ideas and seeks to give an accurate profile
of people, events and situations.

Tool for data collection: The data of this study
was collected using the following two tools:

1- Structured family caregiver questionnaire:
Which was developed by the investigator after
extensive review of literature. It includes two parts:

Part I: Demographic characteristic of the family
caregivers: It includes age, gender, educational
level, marital status, income and relation to patient.-

Part I1: Demographic characteristic of the
patients: It includes age, gender, educational level,
income and medical history of disease (onset of
dialysis, presence of other chronic diseases).

2- WHO Quality of Life (WHOQOL) tool: Qual-
ity of life tool was adopted from the WHO team;
1995. It includes 100 questions covering six main
domains. Physical, social, psychological, level of
dependence, environmental and spiritual domains.
Each domain includes several facets. Physical
domain includes (3) Facets: Pain and discomfort,
energy and fatigue, rest and sleep. Psychological
domain includes (5) Facets: Bodily image and
appearance, positive and negative feelings, thinking,
learning, memory, concentration and self-esteem.
Level of dependence includes (4) Facets. Mohility,
dependence on medicinal substances and medical
aids, activity of daily living and work capacity.
Social domain includes (3) Facets: Personal rela-
tions, sexual activity and social support. Environ-
mental domain includes (8) Facets: Safety, security,
freedom, opportunities for acquiring new informa-
tion and skills, physical environment, transporta-
tions, home environment, financial resources,
opportunities for recreation/leisure, health and
social care: Accessibility and quality. Spiritual
domain includes (1) Facet: Religion/ spirituali-
ty/personal beliefs. There are four separate ques-
tions that examine general quality of life. Thefirst
guestion asks about an individual's overall percep-
tion of quality of life, the second question asks
about an individual's satification with quality of
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life, the third question asks about an individual's
general satification with life and the fourth question
asks about an individual's overall perception of
health.

Validity and reliability:

Theinitial reliability analyses showed a corre-
lation coefficient of more than 0.4-0.8. The validity
of the tool ranged from R 0.244 and 0.676 (Abd
El-Mouty, Abd El-Aziz & Habib, 2004) [11].

Procedures: The official written permission
was obtained from the Faculty of Nursing, Cairo
University and the manager of the Kasr El-Aini
then from the manager of Kasr El-Aini Unit of
Dialysis, Nephrology and Transplantation. The
investigator explained the aim and the nature of
the research to family caregivers present in the
unit with their patients according to the schedule
of the unit. The investigator also emphasized family
caregivers right to accept or refuse participation
in the research. A written informed consent was
then obtained from every family caregiver who
accepted to participate in the study. Individual
interview was conducted by the investigator within
30 minutes in 2 waiting areas (one outside the unit
and one inside the unit) with each family caregiver
to complete structured family caregiver question-
naire and WHOQOL tool. The investigator collected
data two days a week (one day for the group of
family caregivers and hemodialysis patients who
was attending Saturday, Monday and Wednesday
weekly and another day for the group who was
attending Sunday, Tuesday and Thursday weekly)
around 3 to 4 family caregiversincluded from 8
am to 3pm. Data collection process took 6 months
(from March to August 2017).

Ethical considerations: Primary approva was
obtained from the Research Ethics Committee at
Faculty of Nursing-Cairo University. After that an
official permission was taken from the hospital
authorities of El-Kasr EI-Eni University Hospital.
The investigator informed the family caregivers
about the purpose and nature of the study. The
investigator emphasized that participation in this
study is voluntary; each subject has the right to
withdraw from the study when he/she wants. An-
onymity and confidentiality was assured through
coding of the data. Family caregivers were assured
that this data will not be reused in another research
without their permission, and the data collected
will be used only for the research. Written consent
was obtained from the family caregiver and oral
consents then were obtained from the female stu-
dents to participate in the study.



4140 Quality of Life among Family Caregivers of Patients Undergoing Hemodialysis

Satistical analysis. Upon completion of data
collection the data were scored, tabulated, analyzed
by computer using the " Statistical Package for the
Social Science'(SPSS) Version 20. Data were sta-
tistically described in terms of means, standard
deviations, range, frequencies and percentages when
appropriate. Relations between different numerical
variables were tested using Pearson correlation.
ANOVA test was used to test relations between
demographic variables and knowledge and practice.
p-values equal to or less than 0.05 was considered
statistically significant and 0.001 or less was con-
sidered as highly statistically significant.

Results

Demographic characteristics of the study sample:

Table (1) 54.6% aged between 33 years or more
with amean age 34.02 and SD +£9.06. While 60%
were male and 40% were female. Regarding family
caregivers' income, (Table 1) also depicts that,
67.7% didn't have enough income and need to
borrow while only 1.5% had enough income and
could save. As regard marital status, the highest
percentage of the family caregivers were married
(60.8%) while only 7.7% were widow, only 6.1%
could read and write while 30.8% were university
educated. Regarding family caregivers relation to
patient 33.8% were spouse and 19.2% were mothers.

Table (1): Percentage distribution of the family caregivers of
patients undergoing hemodialysis according to their
demographic characteristics (n=130).

Quality of the family caregivers' life:

Fig. (1) shows that mean WHOQOL domains
scores were 34.83+6.47 for the physical domain,
73.57+6.86 for the psychological domain, 49.40 +
3.03 for level of dependence, 37.37 +5.64 for socia
relationships domain, 82.55+7.60 for the environ-
mental domain and 16.93+ 1.63 for spiritual domain.
The lowest mean score was for the spiritual domain
while the highest mean score was for the environ-
mental domain.
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Fig. (1): Distribution of the family caregivers of patients
undergoing hemodialysis according to mean scores
of quality of life domains.

Relationship between quality of life for family
caregivers and some demographic characteristics:

Table (2) shows that there was highly statisti-
cally significant relationship between income of
family caregivers and mean scores of environmental
quality of life domain (p=0.000).

Table (2): Relationship between quality of life for family
caregivers and their income level (n=130).

Income

Enough

Variables Not enough F p

Variable N %
Age:
18 30 231
25- 29 223
33- 71 54.6
Mean £ SD 34.02+9.06
Gender
Mae 78 60
Female 52 40
Income:
Enough & save 2 15
Enough 40 30.8
Not enough & borrow 88 67.7
Marital status:
Single 34 26.2
Married 79 60.8
Divorced 7 5.4
Widow 10 7.7
Educational level:
Can't read and write 28 215
Read and write 8 6.1
Basic education 20 15.4
Secondary education 34 26.2
University education 40 30.8
Relation to patient:
Wife/husband a4 33.8
Sister/brother 24 185
Son/daughter 37 285
Other 25 19.2
Total 130 100%

and save 5”2”8% and barrow
M + SD - M + SD
Physical 33.00£141 34.85+6.54 34.87+6.54 .08 .922

Psychological 64.50+.70 74.57+6.54 73.32%6.94 2.27 .107
Dependence  46.00+1.41 49.05+3.35 73.57+6.86 1.80 .168
Socia 31.00+.001 39.05+4.79 36.76+5.85 3.70 .027
Environmental 93.00+.001 86.62+351 30.73+5.88 12.94 .000**

Spiritual 16.00+141 17.17+1.81 16.85+155 .874 421

**: Highly statistically significant.
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Table (3) shows that there was highly statistical
significant relationship between relation to patient
of family caregivers and mean scores of physical,
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psychological, social and environmental quality
of life domain (p=0.005, 0.000, .004, 0.000 respec-
tively).

Table (3): Relationship between quality of life for family caregivers and their relation to

patient (n=130).

Relation to patient

Variables Spouse Sister or brother ~ Son or daughter Mother F p
M £+ SD M £ SD M £ SD M £+ SD

Physical 34.84%7.38 37.2014.08 35.8115.66 31.121645 443 .005*
Psychological 74.45%6.47 75.08%6.71 75.56%5.53 67.6416.53  9.43  .000**
Dependence 48.79£2.66 50.54%3.06 49.48%2.96 49.24+355 177 155
Social 39.86%4.80 36.16%6.22 36.35+4.37 35.68t6.81 4.76  .004*
Environmental — 83.97£6.92 84.08%6.80 83.67%6.49 76.92£8.75 638  .000**
Spiritual 17.29%£1.75 16.04+.75 17.16£1.83 16.84£1.43 3.58 .016

*: Statistically significant.

Table (4) shows that there was a highly statis-
tical significant positive correlation found between
satisfaction with own health and mean scores of
physical, psychological, environmental domains
(p=0.007, .003, .005 respectively) and there was
a highly statistical significant positive correlation

**: Highly statistically significant.

found between own evaluation of QOL and mean
scores of psychological, social and spiritual do-
mains (p=.009, .005, .002 respectively), also there
was statistical significant positive correlation be-
tween own evaluation of QOL and mean scores of
physical (p=.010).

Table (4): Relationship between family caregivers of patients undergoing hemodialysis
quality of life domains and general quality of life & general health (n=130).

Family caregivers Own evaluation

Satisfaction with

General satisfaction  Satisfaction with

quality of life of QOL own QOL with QOL own health
domains , P , P , P , P
Physical 224 .010* .060 433 15 073 23 .007*
Psychological 229 .009* .080 366 .004 960 261 .003*
Dependence 138 118 .095 284 .029 745 145 .100
Social 245 .005* .069 436 .148 092 .047 .593
Environmental .059 .504 -.161 067  -217 013 —.245 .005*
Spiritual 271 .002*%*  —.020 824 175 047 106 230

*: Statistically significant.

Discussion

The result of the current study revealed that
the highest percentage of the family caregivers
aged between 34 years old and more with mean
age 34.61 14.7 years and the majority of the family
caregivers were male This result was in agreement
with the result of a study done by Gill et al., [10]
in India who was assessed the quality of life of 68
family caregivers of patients suffering from chronic
kidney disease found that the mean age of the
family caregivers was 41.6115.9 years, the majority
of them were male.

Regarding to income, the result of the current
study showed that the majority of family caregivers
had not enough income and needed to borrow. This
result is consistent with Alnjadat, [11] who evaluated
the socio-demographic characteristics of 137 Ma-
laysian caregivers of cancer patients in order to
predict the factors affect their QOL and their care

**: Highly statistically significant.

found that more than half of the caregivers rated
their monthly income as unsatisfied.

The result of the current study revealed that
the highest percentages of the family caregivers
were married and more than third of the family
caregivers were spouse. This result goes in the
same line with the results of a study done by Pinedo
et al., [12] on 119 primary caregivers to assess the
QOL of patients after a stroke and their main
caregivers found that more than half of caregivers
were spouse.

The current study denoted that one third of the
family caregivers were university graduated. This
result is supported by a study done by Ogunlana,
etal., [13] on 130 informal caregivers at University
Teaching Hospital in Nigeria aimed to assess qual-
ity of life and burden of informal caregivers of
stroke survivors found that half of caregivers were
highly educated.
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This study revealed that, the lowest mean score
was for the spiritual domain 16.93+ 1.63 while the
highest mean score was for the environmental
domain 82.55+7.60. This result was supported by
Opoku-Boateng et al., [14] who assessed the eco-
nomic cost and quality of life of 442 family car-
egivers of schizophrenic patients attending psychi-
atric hospitals in Ghanareported that the
environmental domain for the family caregivers
had the highest score and the lowest score was for
the spiritual domain.

On the other hand, the results of a study done
by Amendola, et a., [1s, aimed to assess the influ-
ence of social support on the quality of life of 100
family caregiversin Brazil while caring for people
with dependence found that the physical and social
relations domains showed the highest scores (66.7
and 60.9, respectively), while the environmental
domain showed the lowest scores (52.5). This
difference in the results may be due to different
cultures among the two studies which affect their
QOL concept.

Asregard income of the family caregivers, the
present study illustrated that there was highly
significant relationship between income of family
caregivers and mean scores of environmental qual-
ity of life domain. Thisfinding was supported by
a study done by a study done by Winahyu, et a.,
[16] who assessed factors affecting quality of life
among 1 37 family caregivers of patients with
schizophreniain amental hospital in Jakarta,
Indonesiafound that the income of family caregiv-
erswas a significant factor affecting QOL while
Vanz, et a., [17] evaluated the quality of lifein 27
caregivers of children and adol escents with osteo-
genesisimperfectain Spain found contracted results
that there was not significant correlation between
economic status of family caregivers and their
QOL. Thisdifference in the results may be due to
most family caregiversin the study in Spain were
unemployed mothers and the bread-winner of the
family were the fathers. While, in the current study
the highest percentage of the family caregivers
were males, spouse and bread-winner of the family.

Concerning the relation to patient the current
study revealed that there was statistical significant
relationship between the family caregivers relation
to patient and mean scores of physical and social
quality of life domain and there was highly statis-
tically significant relationship between the family
caregivers relation to patient and mean scores of
psychological and environmental quality of life
domain. Thisresult is supported by Kilic & Kapt-
anogullari, [18] who evaluated the burden of 210

caregivers who provided care to hemodialysis
patients in two different communitiesin Turkey
reported that spouse caregivers had higher QOL
when compared to the other relatives of the patients
and the most affected QOL domain was the social
domain. This result reflects that the family caregiv-
ers relation to patient affects their QOL and the
degree of that effect differs from case to another
and according to different circumstances.

The current study revealed that there was sta-
tistical significant positive correlation found be-
tween satisfaction with own health and mean scores
of physical, psychological, environmental domains
and there was statistical significant positive corre-
lation found between own evaluation of QOL and
mean scores of physical, psychological, social
domains, also there was a highly statistical signif-
icant positive correlation between own evaluation
of QOL and mean scores of spiritual domain. Also,
this result was supported by a study done by Yildir-
im, Kilic & Akyol, [19] aimed to assesstherela-
tionship between life satisfaction and quality of
lifein 396 Turkish nursing school students found
that there was a significant correlation between
life satisfaction and the domains of quality of life
scores and that there was a significant positive
correlation between life satisfaction and quality of
life domains.

Also, in the same line, a study was done by
Garrido, et al., [20] to analyze the simultaneous
rel ationship between life satisfaction and health-
related quality of life found that there was positive
correlation between satisfaction with own health
and quality of life. Thisresult reflects that satis-
faction with health and satisfaction with QOL
affect all QOL domains of life and that effect may
differ according to different individuals circum-
stances.

Conclusion:

The study concluded that, the study concluded
that, the environmental and psychological domains
showed the highest scores (82.55 and 73.57, re-
spectively), while the spiritual domain showed the
lowest score 16.93.

Recommendations:

Based on the current study results, the following
recommendations can be made:

- Design educational programs to family caregivers
regarding hemodialysis, its suspected complica-
tions and the needed care.

- Implementing an educational program to family
caregivers regarding hemodialysis, its suspected
complications and the needed care.
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- Design and implementing empowerment programs
to family caregivers before starting hemodialysis
sessions to prepare them for the task to be carried
out.
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