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ABSTRACT

Objective: Pediatric palliative care is a top-level care system that focuses on improving the 
quality of life of the child and family. Quality of life is an expression of individual well-being 
based on an individual's assessment of their own life. It includes satisfaction in all areas of life, 
including physical and mental health, environment, and social areas.

Methods: The study was conducted with the primary caregiver parents of children admitted to 
the pediatric palliative care service of the Health Science University İzmir Dr. Behçet Uz Child 
Disease and Surgery Training and Research Hospital. The Turkish version of the World Health 
Organization Quality of Life WHOQOL-Bref (TR) questionnaire was applied with a personal 
information form containing demographic data.

Results: Eighty-four patients were hospitalized in the specified period, and 67 primary care-
giver parents agreed to participate in the study. Total scores evaluated by WHOQOL-Bref (TR); 
the physical domain was 19.95 ± 3.30, the mental domain was 19.95 ± 3.18, the social domain 
was 10.11 ± 2.40, and surrounding area was 16.38 ± 2.82. The physical and psychological sub-
groups' scores were statistically significantly higher in primary caregiver parents with good 
social support (P < .005). 

Conclusion: It has been determined that in order to increase the quality of life and care of 
children with life-limiting and/or threatening diseases, the quality of life of primary caregiver 
parents should be increased, and “social support” procurement, which has the most important 
effect on the quality of life, is an important need.
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INTRODUCTION

Pediatric palliative care (PPC) is a top-level care system that focuses on improving the child's 
and family's quality of life and considering the physical, mental, social, and spiritual needs. 
Having a child with a life-threatening or restrictive disease brings many problems regard-
less of its etiology. A person who takes care of an individual who is incapable of performing 
daily life activities due to a physical and mental illness is defined as a “caregiver” and the 
concept of caregiver gains importance with the technological developments in medicine.1 In 
our country, the care of the patients and people in need of care is generally provided by their 
families and it is perceived as a family responsibility. Becoming a caregiver is an unselect-
able and unplanned situation. Therefore, adjustment to this situation occurs after the sit-
uation occurs.2,3 Giving care can lead to many difficulties in addition to positive features 
such as increasing sincerity and love, finding meaning thanks to the experience of giving 
care, getting social support from other individuals, self-esteem, and personal satisfaction.4 
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What is already known 
on this topic?
•It is known that the quality of life 
of individuals with life-threaten-
ing/limiting diseases and their 
families decreases. Pediatric pal-
liative care is a top-level care 
system focused on improving the 
quality of life of this patient group.

What this study adds on 
this topic?
•In pediatric palliative care, which 
is a new field in our country, there 
are no data on the quality of life 
of the child and family in need 
of care. Our study is the first to 
evaluate the quality of life of pri-
mary caregiver parents and shed 
light on what can be done in our 
country.
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In addition to the child's condition, many psychological, social, 
financial, and education problems may accompany.5-7 

Quality of life is defined as a whole, including perception, emo-
tion, and thought processes based on the individual's evaluation 
of his/her own life. It is an expression of individual well-being 
and includes satisfaction in all areas of life, such as physical and 
mental health, environment, and social areas.8 Having a child 
with a life-restricting or -threatening disease negatively affects 
the lives, feelings, thoughts, and behaviors of family members. 
Primary caregiver parents may need to change their duties 
and responsibilities, financial resources, daily activities, and 
behaviors.9 Increasing the quality of life provides much more 
adequate attention to the child's care, and this affects the lives 
of children with life-limiting or -threatening diseases.10 There 
are no data on quality of life in pediatric palliative care, a very 
new field in our country. This study was planned to evaluate 
the quality of life of primary care parents of pediatric patients 
admitted to the pediatric palliative care service.

METHODS

Organization of PPC Unit
Health Sciences University İzmir Dr. Behçet Uz Children Disease 
Research and Training Hospital is a tertiary referral hospital, 
and the PPC center started to serve in November 2018. Our 
clinic, which is the third PPC center in our country, is the larg-
est center in the Aegean region, created by taking European 
and American examples into consideration. Our pediatric pal-
liative care center has 17 beds and is an example of teamwork 
consisting of 3 doctors, 8 nurses, 4 staff, 1 psychologist, 1 dieti-
cian, 1 social worker, 1 physiotherapist, 1 religious worker, and 1 
secretary. To our pediatric palliative care unit, children whose 
treatment is possible but unsuccessful (cancer, children await-
ing transplantation, and complex cyanotic congenital heart 
disease), with potentially progressive conditions (cystic fibrosis, 
severe immunodeficiency, muscular dystrophy), without thera-
peutic options (trisomy 13, trisomy 18, osteogenesis imperfecta), 
children with non-progressive but irreversible disease (cere-
bral palsy) are accepted. Local ethics committee (2020/07/02-
426) and all our patients' primary caregiver parents approval 
has been received. 

Study Design
The study was planned as a cross-sectional descriptive ques-
tionnaire study. It was administered to the primary caregiver 
parents of children admitted to the pediatric palliative care 
service between December 2018 and June 2019. The sample 
consisted of primary caregiver parents whose children were 
admitted to the PPC service and agreed to participate in the 
study. Primary caregiver parents who received support from 
a psychologist/psychiatrist and who used antidepressants 
because of their mental illness were excluded from the study. 
Since the study aimed to evaluate the quality of life before 
pediatric palliative care, it was conducted on day 0 of admis-
sion to the service.

Evaluation of WHOQOL-Bref (TR)
A personal information form containing demographic data 
and the Turkish version of the World Health Organization 
Quality of Life Short Form WHOQOL-Bref (TR) were used as 
survey questions.11 Fidaner et al.12 questionnaire was adapted 

to Turkish. The Turkish version consists of 27 questions along 
with the national extent. The scale includes 4 domains as physi-
cal (general health as 2, physical health as 7 items), psycho-
logical (6 items), social (3 items), and environment (8 items). A 
national (1 item) section has also been added to the adapted 
questionnaire.

Interpretation of the WHOQOL-Bref
WHOQOL-Bref (TR) has a Likert-type scoring system and 
ranges from 1 to 5 points. The total score is obtained by mul-
tiplying these raw scores by 4 (Figure 1). Physical area evalu-
ates an individual's ability to do daily work, addiction, vitality, 
fatigue, discomfort, sleep, rest, and work power. It consists of 
questions numbered 3, 4, 10, 15, 16, 17, and 18. The psycho-
logical area evaluates body appearances, positive or nega-
tive feelings, self-esteem, and personal beliefs. It consists 
of questions numbered 5, 6, 7, 11, 19, and 26. Environmental 
area evaluates issues related to financial resources, benefits, 
and accessibility in health services, the chance of acquiring 
knowledge and skills, leisure time, and physical environment. 
It consists of questions numbered 8, 9, 12, 13, 14, 23, 24, and 
25. The social area evaluates the individual's social environ-
ment, communication, all interpersonal relations, and social 
support areas that provide emotional, material, and cognitive 
support to the individual when necessary. It consists of ques-
tions numbered 20, 21, and 22. The national area measures 
the individual's perception of social pressure. It consists of 
question numbered 27.

Statistical Analysis
Statistical analysis was made with Statistical Package for the 
Social Sciences (SPSS) version 21.0 (IBM SPSS Corp.; Armonk, 
NY, USA) program. The suitability of the variables to the nor-
mal distribution was evaluated by Kolmogorov–Smirnov, and 
Shapiro–Wilk tests, and it was observed that the variables did 
not fit the normal distribution. Comparisons between groups 
were made using Kruskal–Wallis, post hoc Bonferroni correc-
tion, and Mann–Whitney U-test, and results are shown as fre-
quency, mean, standard deviation, and minimum-maximum 
values. Correlations of patients' subgroup scores with dis-
ease duration and number of children were evaluated using 
Spearman correlation analysis. A P-value of <.05 was consid-
ered significant.

RESULTS

Eighty-four patients were hospitalized in the specified period 
and 67 primary caregiver parents of them agreed to partici-
pate in the study. 97% of 67 primary caregiver parents were 
female (male/female = 2/65) and the mean age was 33.7 
± 7.6 years (min: 19, max: 54). 88.1% (n = 59) of the primary 
caregiver parents were married, 12% (n = 8) were divorced 
or separated. 74,6% (n = 50) were either uneducated or 
had a low level of education, such as primary and second-
ary school graduates. The number of children in the family 
was 2.2 ± 0.9 (min: 1, max: 5). It was found that 67.2% of the 
families (n = 45) lived in their own houses, and 32.8% (n = 22) 
were tenants. The mean disease duration of the children 
was 4.6 ± 4.2 years. In this study, 86.6% (n = 58) of the pri-
mary caregiver parents did not have any disease. When the 
total scores evaluated by WHOQOL-Bref were examined, the 
total score was 19.95 ± 3.30 for the physical domain, 19.95 ± 
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3.18 for the psychological domain, 10.11 ± 2.40 for the social 
domain, and 16.38 ± 2.82 for the environmental domain. In 
Table 1, correlations of subgroup scores of primary caregiver 
parents with disease duration, age, and the number of chil-
dren are examined. As a result of social and cultural prac-
tice, the caregiving parents in our study were mothers, and 
only one father participated. Therefore, gender differences 
could not be studied. As a result of the analysis, the physi-
cal health score had a strong positive relationship with the 

psychological and social relations subgroup scores (r = 0.598, 
P < .001 and r = 0.775, P < .001, respectively), and there was a 
moderately strong positive correlation with the environmen-
tal subgroup score (r = 0.448, P < .001). The psychological 
subgroup score was positively correlated with the social sub-
group score (r = 0.645, P < .001), and a moderately strong 
positive correlation was found with the environmental sub-
group score (r = 0.489, P < .001). It was observed that there 
was a strong positive correlation (r = 0.556, P < .001) between 

Figure 1. WHOQOL-Bref (TR) survey.
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the social relations subgroup score and the environment sub-
group score. The other parameters did not have a significant 
relationship with each other. Table 2 shows the relationship 
between the subgroup scores of the patients and their mari-
tal status. Table 3 shows the relationship between the sub-
group scores of the patients and their educational status. 
In Table 4, the relationship between the patients' subgroup 

scores with their home status is examined. The relationship 
of subgroup scores with social support intake is shown in 
Table 5. Significant differences in receiving social support are 
expressed in letters in the table. For variables with the same 
letter, the difference is not statistically significant. Likewise, 
for variables with a different letter, the difference is statisti-
cally significant. The scores of those who did not receive any 

Figure 1. Continued.
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Figure 1. Continued.
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Figure 1. Continued.
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social support in the physical health subgroup were found to 
be significantly lower than those who received moderate and 
high social support (P = .035 and P = .010, respectively). In 
the psychological subgroup, the scores of those who received 
much social support were significantly higher than those who 
received moderate and little social support and those who 
did not receive any social support (P = .019, P = .007, and 
P < .001, respectively). The scores of those who received no 
social support in the social relations subgroup were found 

to be significantly lower than those who received very little, 
moderate, or much social support (P = .003, P = .029, and P < 
.001, respectively). Besides, the scores of those who received 
moderate social support in the social relations subgroup were 
significantly lower than those who received a large amount 
of social support (P = .047). The scores of those who did not 
receive any social support in the environment sub-group were 
significantly lower than those who received much social sup-
port (P = .001).

Figure 1. Continued.

Table 1. Correlations of Patients' Subgroup Scores with Disease Duration and Number of Children

Parameters Psychological Social Relations Environment
Duration of 

Illness
Number of 
Children Age

Physical Health r .598 .775 .448 −.174 .108 .205
P <.001* <.001* <.001* .158 .386 .097

Psychological R .645 .489 −.026 .074 .144
P <.001* <.001* .835 .550 .246

Social Relations r .556 −.140 .020 .143
P <.001* .259 .873 .247

Environment r −.223 −.159 −.063
P .070 .198 .613

Duration of Illness r .096 .153
P .438 .216

Number of Children r .193
P .118

Spearman correlation analysis, *P ≤ .05.
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DISCUSSION

The results of the study showed that the quality of life of primary 
caregiver parents of children with life-threatening or limiting 
diseases was affected by social relationships and receiving 
social support. There was no correlation with the duration of 
the disease, number of children, education level, age, gender 
of the primary caregiver parents, and parents' marital status.

When the literature is examined, health is defined as a whole, 
and quality of life significantly affects health. It is known 
that physical health is affected by psychological, social, and 
environmental factors. In studies conducted with mentally 
disabled children, when the total scores were evaluated, 
particularly the physical and psychological domain scores 
were found to be higher than the social and environmen-
tal scores, which were found similar in both child and adult 

Table 2. Relationship of Subgroup Scores with Marital Status
Subgroup Marital Status n Mean Standard Deviation Minimum Maximum P
Physical Health The married 59 19.90 3.22 9.00 26.00 .669

Divorced 4 19.25 4.72 16.00 26.00
Living apart 4 21.25 3.40 18.00 26.00

Psychological The married 59 19.98 3.26 12.00 26.00 .892
Divorced 4 20.25 3.78 17.00 24.00
Living apart 4 19.25 1.50 17.00 20.00

Social Relations The married 59 10.24 2.39 5.00 15.00 .729
Divorced 4 9.25 3.86 7.00 15.00
Living apart 4 10.00 1.16 9.00 11.00

Environment The married 59 24.59 5.17 10.00 37.00 .350
Divorced 4 22.50 4.93 17.00 28.00
Living apart 4 21.25 3.30 18.00 25.00

Kruskal–Wallis, post hoc Bonferroni correction.

Table 3 . Relationship Between Subgroup Scores and Educational Status

Subgroup Education Status N Mean
Standard 
Deviation Minimum Maximum P

Physical Health Untutored 7 21.86 2.48 19.00 25.00 .082
Primary-Secondary School 43 19.37 3.43 9.00 26.00
High school equivalent 13 19.92 2.66 13.00 23.00
University 4 22.75 2.75 20.00 26.00

Psychological Untutored 7 19.00 2.24 16.00 22.00 .327
Primary-Secondary School 43 19.65 3.26 12.00 25.00
High school equivalent 13 20.92 3.43 12.00 26.00
University 4 21.75 2.36 20.00 25.00

Social Relations Untutored 7 10.86 1.22 9.00 12.00 .337
Primary-Secondary School 43 9.81 2.59 5.00 15.00
High school equivalent 13 10.46 2.22 6.00 15.00
University 4 11.75 2.06 9.00 14.00

Environment Untutored 7 25.14 5.34 21.00 36.00 .346
Primary-Secondary School 43 23.44 4.75 10.00 32.00
High school equivalent 13 25.85 5.49 18.00 37.00
University 4 26.50 6.95 20.00 36.00

Kruskal–Wallis, post hoc Bonferroni correction.

Table 4. Relation of Subgroup Scores with Home Status
Subgroup Home Situation N Mean Standard Deviation Minimum Maximum  P
Physical Health Rent 45 20.13 3.48 9.00 26.00 .495

Own house 22 19.55 2.87 13.00 25.00
Psychological Rent 45 19.84 3.13 14.00 26.00 .687

Own house 22 20.18 3.35 12.00 25.00
Social Relations Rent 45 10.16 2.26 5.00 15.00 .967

Own house 22 10.18 2.75 5.00 15.00
Environment Rent 45 23.67 5.27 10.00 36.00 .168

Own house 22 25.50 4.56 19.00 37.00
Mann–Whitney U-test.
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caregivers.13-15 Jin-Ding et al.14 determined in their study of the 
caregivers of mentally disabled children in Taiwan that the 
quality of life area scores was lower than the healthy popula-
tion but higher than the caregivers of mentally disabled adults. 
Similarly, in our study, physical and psychological domain 
scores were higher than in other domains. In our study, domain 
scores were found to be higher than the other studies in the 
literature. In our study, the fact that the field scores, especially 
in the physical and psychological domains, were high may be 
due to an emotional reason brought about by the responsibility 
of being a parent in the perception of usefulness and quality of 
life, which is an essential task in caring for their children.

Studies have shown the importance of gender, and it has 
been reported that the female gender has a lower qual-
ity of life.15 While studies reported that men get higher scores 
in the physical field, there are also studies indicating that 
they get higher scores in the psychological field as well.16-

20 Canarslan et al.9 reported that fathers' quality of life was 
higher than mothers in all domains in their study with families 
of children with disabilities. Similarly, Coşkun et al.21 reported 
that they found the quality of life of mothers lower than that 
of fathers. In a situation where the mother who developed a 
neck fracture due to a traffic accident could not take care of 
her child, the father took over the care work. Therefore, an 
examination could not be made in terms of gender in our study. 
However, in our study, especially the gender with high physi-
cal and psychological scores were female participants. The 
fact that the scores were higher than in other studies may be 
due to providing financial support to caregiving parents, which 
is expressed as "care fee, " which increases the motivation of 
caregiving parents.

In the quality of life study of parents of children with attention-
deficit and hyperactivity disorder in the literature, and it has 
been reported that parents over the age of 40 years, parents 
with insufficient income, and divorced parents have low envi-
ronmental domain scores.16 Also, psychological domain scores 

of parents living in urban areas were lower than those of par-
ents living in rural areas due to some stress factors.16 In our 
study, no difference was found between the field scores of the 
primary caregiver parents who had their own homes and had 
a better income, nor was there any difference regarding their 
marital status. This may be due to other factors that were not 
evaluated in our study.

Considering the parents' educational status, the quality of life 
sub-group scores of those with primary–secondary education 
were found to be lower in all domains. Among mothers, espe-
cially unemployed parents and low-income parents, the physi-
cal domain scores were observed to be low.16 A study conducted 
with patients with schizophrenia showed that as the education 
level increased, the burden of caregivers decreased, and the 
quality of life increased.22 In our study, no difference was found 
between education level and quality of life scores. This condi-
tion may be related to the acceptance of the mother's respon-
sibility in our country, the holiness of motherhood, and taking 
care of children culturally.

Taking care of the child and fulfilling the responsibilities related 
to the child in a family with a life-limiting and/or threaten-
ing disease is seen as a natural socio-cultural situation in our 
country. When the literature is reviewed, care workers are gen-
erally confronted as a responsibility of mothers. It has been 
reported that mothers give up their other roles in life, partici-
pate in social activities, and decrease their social lives.23,24 It 
has been shown that fathers were generally more inferior to 
mothers in caring for these children and spending time and 
effort. In a study by Coşkun et al.21 comparing the mean scores 
of the parents in all areas of life quality, the mean scores of 
the mothers were lower than the fathers. The difference was 
statistically significant in all areas. Mothers' quality of life was 
shown to be affected more than fathers.25 The negative atti-
tudes and behaviors of the parents towards their children were 
reported to be reduced when they had the opportunity to cope 
with the emotional burden and stress in the family and to relax 

Table 5. Relationship Between Subgroup Scores and Receiving Social Support
Subgroup Social Support N Mean Standard Deviation Minimum Maximum P
Physical Health No 11 17.18a 4.45 9.00 25.00 .013*

Very little 23 20.04ab 2.67 15.00 26.00
Middle 16 20.56b 3.01 13.00 25.00
Much 16 21.13b 2.66 16.00 26.00

Psychological No 11 17.55a 3.88 12.00 25.00 <.001*

Very little 23 19.61a 2.39 15.00 23.00
Middle 16 19.69a 2.87 12.00 23.00
Much 16 22.63b 2.19 20.00 26.00

Social Relations No 11 7.64a 2.38 5.00 12.00 <.001*

Very little 23 10.39bc 1.67 7.00 13.00
Middle 16 9.94c 2.29 6.00 13.00
Much 16 11.88b 2.09 9.00 15.00

Environment No 11 20.46a 5.68 10.00 32.00 <.01*

Very little 23 24.09ab 5.03 16.00 36.00
Middle 16 23.88ab 3.95 18.00 32.00
Much 16 27.75b 3.92 22.00 37.00

Kruskal–Wallis, post hoc Bonferroni correction.
For variables with the same letter, the difference is not statistically significant. Likewise, for variables with a different letter, the difference is statistically significant.
*P ≤ .05.
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even for a short time, especially when they were physically and 
mentally relieved, and even knowing the existence of someone 
who would support them in case of need could help and func-
tion their increased participation.25-27 In the study conducted by 
Meral24 with the parents of children with developmental disor-
ders, it was reported that family social support was the variable 
that affected the total quality of life the most. With the increase 
of social support, especially mothers' perceptions of quality of 
life increased. In previous studies, the ability to explain and 
share the problem with someone was reported to increase the 
quality of life in all areas. The quality of life scores of those who 
received expert support significantly improved compared to 
those who did not.15,27 In our study, the lowest total score was 
determined as the social domain score. The physical, mental, 
and environmental scores of primary caregiver parents with 
good social support were statistically significantly higher than 
those who did not receive social support. The importance of 
social support has been clearly shown, and its effect on the 
quality of life has been determined, and it was thought that 
social environments should be created in PPB services. These 
findings also suggested that interviews with other family mem-
bers, relatives, and friends could be activated, and primary 
caregiver parents should be supported in this regard.

In PPC, a small number of studies evaluate the child and family's 
needs, and it is crucial to evaluate the quality of life.24,28,29 Our 
study evaluates the needs of PPC patients and their families 
and shows that these patients and their families should be sup-
ported in the social field. Although some studies and question-
naires are used in the literature, it has suggested that there is 
much work to be done in developing shorter and more spe-
cific questionnaire items that allow the patient to be evaluated 
quickly and easily and meet the needs in the field of PPC.29

Study Limitations
The most important limitation of the research: the study repre-
sents only primary caregiver parents. It cannot be generalized 
to the whole family or other parents. In addition, outcome vari-
ables were not compared with controls, and the effect of pedi-
atric palliative care on quality of life could not be evaluated.

CONCLUSION

This study is the first study evaluating the quality of life of pri-
mary caregiver parents who receive service in pediatric pallia-
tive care units in our country. In line with the study results, it can 
be said that providing mothers with “social support” has the 
most critical effect in increasing the quality of life and care of 
children with life-limiting and/or threatening diseases.
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