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Abstract

Aim: Health care is lacking for some level of mental disability for various reasons. The aim of this
study was to examine health care utilization by individuals with severe disabilities applied to the health
committee of a university hospital and to examine the factors that determine caregiver satisfaction by
assessing their burden of care, quality of life, and level of burnout.

Methods: Of the 840 disabled individuals who applied to Recep Tayyip Erdogan University Faculty of
Medicine Training and Research Hospital, Rize, Turkey between January 2016 and 2019, 48 with
severe disability caregivers were included in the study. Their sociodemographic information, level of
health care, and caregiver satisfaction were analyzed using sociodemographic data forms. The Zarit
Caregiver Burden Scale, Maslach Burnout Inventory, and Family Quality of Life Scale were used to
assess the caregiver data.

Results: More than half of the 48 children with severe disabilities were male (52.1%).Disabled females
and female caregivers appeared to increase the level of emotional burnout of caregivers according to
Maslach Burnout Inventory and Family Quality of Life Scale (p:0.01, p:0.05, p:0.02, p:0.03). Groups
receiving home care was found with satisfaction. Disabled children and caregivers who were living
within an urban area have significant differences with Maslach Burnout Inventory Personal Success
(p:0.03).

Conclusion: Disability is more of a risk for males. The sex of the disabled individual and caregiver
were factors that affected caregiver burnout. Home care services increases caregiver satisfaction.
Living within an urban area decreased the level of burnout on caregiver.
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Introduction

Disability defines as a disadvantageous situation that occurs in an individual resulting from a
deficiency or impairment and limits his/her abilities to perform ordinary activities based on sex, age,
and social and cultural status (1,2). While 15.3% of the world’s population have a disability, (3) 12.3%
of the total population of Turkey are disabled (4). According to research by the Turkish Statistical
Institute (2010) on the issues of disabled individuals, 25.1% of children 0-6 years old have some kind
of speech disability, 9.6% are hearing impaired, 7.4% are mentally impaired, 3.7% have a physical
disability, 3.7% are multi-handicapped, 3.6% have a chronic disease, 2% are emotionally unstable, and
1.4% are visually impaired (5,6).
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Individuals with disabilities usually need support not only within their personal and society living space
but also receiving health care, and this support is mostly provided by their families, institutions
providing community services, and public institutions (7-9). Patient satisfaction should be affected
more easily access health care services and be provided with regular care (5,7). The extent to which
patients are satisfied depends on meeting their family’s and their expectations or their perceptions of
the provided services (3). Sex, age, type of disability, whether on social security, place of residence,
and communication with a caregiver (if needed) of individuals with disabilities are some of the factors
that affect their satisfaction with health care services (8). Interaction of the caregiver with the disabled
person, coping attitudes towards adaptation are important in coping with problems, various psychiatric
disorders may occur in their disability (9-14). This may prevent the disabled individuals and their
families from establishing and maintaining healthy relationships within society, increase the caregiver’s
burden, and affect her or his quality of life (15-17). Most studies have focused on measuring quality of
life of disabled individual, however, the quality of life of the family members and caregivers has
recently drawn attention (18). Having a child with a disability, regardless of the level and type, causes
psychological, social, and economic problems and creates additional responsibilities. Caregivers may
experience physical and emotional burnout when they take responsibility for a long period. Therefore,
it is necessary to act carefully because burnout can affect how a caregiver functions in private, social,
and professional life (19-21).

The aim of the government’s material and nonmaterial support to the families of a disabled individual
is to provide them with multiple, holistic, and functional services and ensure satisfaction with this
support and their increased personal functionality. There are very few studies on the health care
services provided in Turkey to individuals with severe disabilities and parent satisfaction with these
services. The aim of this study was to examine the utilization of health care by individuals with severe
disabilities who applied to the health committee of the Recep Tayyip Erdogan University Faculty of
Medicine Training and Research Hospital to assess the burden on caregivers, their quality of life, and
the level of caregiver burnout and to determine the factors that affect caregiver satisfaction with the
health care offered according to their expectations and needs.

Materials and Methods

Type of research and approval

This was a cross-sectional epidemiological study that was approved by the ethics committee (approval
no. 40465587-02) of local ethics committee no. 2019/2 dated January 2, 2019.

Data collection, universe, and sample

Eight hundred forty individuals <18 years old applied to the Recep Tayyip Erdogan University Faculty
of Medicine Training and Research Hospital, Rize between January 2016 and 2019 to have their
disability evaluated. According to the Official Gazette No. 28603 (March 30, 2013), the criteria for
determining disability, its classification, and the medical report to be provided to the disabled
individuals were used to assess the individuals who applied. Of these, 62 were diagnosed with severe
disabilities, and these who had applied for and either did or did not have home care services were
contacted by phone. Of the 62 individuals, 12 did not want to participate in the study, leaving 50
volunteers to be included. These individuals were given complete information about the study and
submitted a signed informed consent form. The researcher interviewed the caregivers for 1.0-1.5 h to
first gather sociodemographic data and then assess them based on their answers to the Zarit Caregiver
Burden Scale, Family Quality of Life Scale, and Maslach Burnout Inventory. Two of the caregivers
dropped out the study because they did not fill out the data form and the scales as required.

Data collection tools

Sociodemographic data form

The data collection questionnaire was prepared from information on caregivers based on relevant
literature and comprised 26 items separated into information about the child and information about the
parents. Information about the child comprised sex, age, age at diagnosis of disability onset, reason for
disability, having a special room, and whether he or she received social security; the information on the
parents included age, educational background, employment status, profession, number of living
children, whether they received family social security, whether they could allot enough time for the
child, whether they received home care services, whether they were satisfied with home care services,
and determination of their satisfaction through open-ended questions.
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Zarit Caregiver Burden Scale

In 1980, Zarit, Reever, and Bach-Peterson developed this scale to evaluate the stress levels of the
caregivers of disabled individuals. Turkish validity and reliability of the scale was conducted by Inci
and Erdem. The scale comprised 22 statements for determining the effect that caregiving has on an
individual’s life. The answers were evaluated using a five-point Likert scale with choices of never,
rarely, sometimes, frequently, and always, with numerical ratings between 0 and 4, respectively. The
scores and their interpretation were as follows: 88-61, severe burden; 6041, moderate to severe
burden; 40-21, low to moderate burden; and <21, low/none. A higher score indicated additional
problems. The maximum score was 88 and the minimum was 0 with a Cronbach’s alpha internal
consistency coefficient of 0.95 (22).

Maslach Burnout Inventory

The Maslach Burnout Inventory, developed by Maslach and Jackson (1981) and nhamed Maslach in the
literature, comprised 22 items and 3 subscales. This burnout inventory was scored using a seven-point
Likert scale. The emotional burnout subscale consisted of nine items, the depersonalization scale
consisted of five items, and the personal failure scale consisted of eight items. These were scored
between 1 (never) and 7 (always); however, after changes were made to the scale, which was translated
into Turkish by Ergin (1992), the scores were dropped to five points between 0 (never) and 4 (always).
This inventory was adapted by Duygun (2001) to evaluate the burnout of mothers who had children
with mental disabilities and its validity and reliability were determined. Emotional burnout and
depersonalization subscales evaluated burnout on the following two levels: emotional burnout and
personal success. Internal consistency coefficients of the subscales were between 0.65 and 0.83 (19).

Family Quality of Life Scale

The Family Quality of Life Scale was applied to relatives of disabled patients and comprised 37 items.
After being examined and regulated, a study was conducted to test this scale, which consisted of the
following four subscales: physical health, psychological health, social anxieties, and spiritual well-
being. The test-retest reliability results of the study were r = 0.89 and the internal consistency alpha
value was r = 0.69. Factor analysis was approved for the four subscales. The items were scored from 0
to 10, with 10 signifying the best and 0 the worst. Total and subscale scores were evaluated, and higher
scores indicated a higher quality of life (23).

Statistical analyses

The data were analyzed using SPSS ver. 24 (IBM Corp., Armonk, NY, USA). Descriptive statistics
were given as the frequency distribution, arithmetic means, and standard deviations. Distribution
characteristics of continuous variables were analyzed using the Kolmogrov—Smirnov test. Continuous
variables were compared using categorical variables and the Mann—-Whitney U and Kruskal-Wallis H
tests. A chi-squared test was used to analyze the correlation between two categorical variables. A type
1 error margin (p value) was taken as 0.05 in all analyses.

Results

Of the participants with disabilities, 47.9% were female and 52.1% were male. The ages of 54.3% of
the participants ranged from 6 to 10 years with a mean of 8.87 + 3.84. Of the participants, 70.8% were
diagnosed in their first year of life. Physical impairment was the most frequent disability (37.5%), and
37.5% received home care. Of all the participants, 68.8% were female, all their caregivers were their
mothers with a mean age of 39.08 + 8.08 years. Of the caregivers, 8.3% were divorced while caring for
a disabled child. Of the parents, 66.7% lived in an urban area (Table-1).

According to the Caregiver Burden Scale, 79.2% reported little or no burden. On the Family Quality of
Life Scale, the psychological health subscale mean score was 48.9 + 13.0 and the spiritual subscale
mean score was 44.5 + 9.3. In the Maslach Burnout Inventory, the mean score of the personal success
subscale was 32.4 + 4.8 and that of the emotional burnout subscale was 22.6 + 6.9 (Table 2).

When comparing the sociodemographic data and clinical scales, a positive significant difference was
found between the Family Quality of Life Scale and psychological health subscale as the age of the
disabled individuals increased (p = 0.01). A significant difference was found between female
individuals with disabilities and female caregivers and the Maslach Burnout Inventory emotional
burnout subscale and Family Quality of Life Scale psychological health subscale (p = 0.01, p = 0.05,
p= 0.02, p=0,03, respectively). There was a significant difference between the place of residence in an
urban setting and unemployment of caregivers and Maslach Burnout Inventory personal success
subscale (p = 0.03, p=0.02, respectively ) (Table 3).
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Table 1. Sociodemographic attributes of disabled individuals and their caregivers

Care receiver Caregiver
n % n %
Female 23 479 Female 33 68.8
Sex Sex
Male 25 521 Male 15 31.2
1-5 9 187 Single 5 104
6-10 26 543 Married 39 81.3
Age range Marital status ,
(vears) 11-14 8 168 Divorced 4 8.3
15-18 5 102
3-6 months 24 50 Primary school 19 39.6
Education level i
7-12months 10 20.8 righ schooland 9 61.4
Age at Igner
Diagnosis  13-24 months 7 14.6 Employed 13 271
24-36 months 5 104  Profession Unemployed 38 47.9
=37 months 2 4.2 Quit job 12 25
Speech disorder 1 2.1
P sore Mean age (year) 39.08 + 8.08
) _ Mental disabilty 13 271  (mean SD)
Diagnosis o ssical disability 18 375
. Income level (TRY)
3145.93 + 2206.06
Chronic disease 16 ~ 33.3  (mean £ SD)
Yes 18 375 Yes 43 89.6
Hom_e care Social Security
services No 30 625 No 5 10.4
. Yes 27 56.3 . City center 16 33.3
Special room Place of Residence —:
No 21 437 Village 32 66.7
Age (year) (mean * SD) ggz *
Notes: n, number of patients; SD, standard deviation; TRY, Turkish Lira.
Table 2. Assessment of clinical scales
n %
Caregiver Burden Scale Little/none 38 79.2
Low to moderate 10 20.9
Moderate to severe 0
Severe burden 0
Caregiver Burden Scale General average (mean * SD) 16.6+7.8
Maslach Burnout Inventory (mean £ SD)  Emotional burnout 226+6.9
Personal success 324438
Quality of Life Physical health 26.7+£96
Scale Psychological Health 489+ 13.0
(mean % SD) Social anxiety 425+ 146
Spiritual 445+93
Notes: N, number of patients; SD, standard deviation.
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Table 3. Comparison of clinical scales and sociodemographic data 1

Maslach Burnout  |Caregiver Family Quality of Life Scale
Inventory Burden
Mean £ SD Scale Mean £ SD
EB PS  |Mean+SD PhS PH SA )
1-5 204+58 346+25 11+03  321+111  495+171 557+136 41.8+129
Age of
doapled 610 26+70 325+50 12+05  253+105 493+125 385142 458+82
;;:;‘:':;”a' 11-14 257486 320+48 12+04  255+47  430+126 388+124 448+096
1518 210446 288+53 12404  264+33  546+42 454480 414+66
p 0.60 0.13 0.19 0.07 0.01 0.77 0.87
<40 24+72 327+54 11+03  274+96  497+146 450+140 434+98
23:*9“’“’5 >40 28+65 318437 13+05 256495  475+102 387+150 46.0+84
p 0.74 0.23 0.74 0.47 0.10 0.48 0.12
Female  251+74 329+48 12402  27.6+05  523+142 443+131 445469
*Sex of
disabled  Male 197475 320442 10+24  259+87  457+110 408+159 443+ 111
individual
p 0.01 0.45 0.64 0.28 0.05 0.18 0.49
Female  265+7.6 33.1+48 12402  27.3+97  523+103 447139 453+74
sii'eg“’e’ S Male 207+58 300+45 12+04  261+94 4124151 376+153 424+125
p 0.02 0.06 0.98 0.44 0.03 0.09 0.73
City center 21883 30.4%48 12+04  286+70  47.3+145  394%103 426+10.8
Placeof —\u e 220862 334+45 14+05  258+10.6 12396  44.0+162 453+84
Residence
p 0.43 0.03 0.76 0.49 0.83 0.45 0.75
Yes 246+65 308+32 12402 242472  451+111 371+96 448+68
*QOther work
No 216469 331+52 12404  451+111  505+135 450+159 443+10.3
p 0.13 0.12 0.98 0.1 0.14 0.1 0.80

Notes: EB, emotional burnout; PS, personal success; PhS, physical health; PH, psychological health; SA, social anxiety; S,
spiritual; SD, standard deviation; Kruskal-Wallis H test, *Mann-Whitney U test.

A significant difference was found between those who received home care and the Maslach Burnout
Inventory personal success subscale (p = 0.02) and between daily care of disabled individuals and the
Quality of Life Scale physical health subscales (p = 0.04 and p = 0.02, respectively). There was a
significant difference between the increase in caregiver income and the Maslach Burnout Inventory
personal success subscale (p = 0.04) (Table 4).
When comparing the sociodemographic data of the groups receiving and not receiving home care, a
significant difference was found with adequate home care (p = 0.00) (Table 5).
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Table 4. Comparison of clinical scales and sociodemographic data 2

Maslach Caregiver Family Quality of Life Scale
Burnout Inventory  |Burden Scale
Mean * SD Mean + SD Mean + SD
EB PS PhS PH SA S
Disability Physical 222+69 319+37 1103 27+93 518+90 404+117 465%6.0
Type
Mental 236+58 31.7+52 1.2%05 245+74 445+126 41.0+157 41.0+87
Speech 320+42 32+05 1.0+02 24 54 60 51
Chronic 226+69 332+56 1.3%05 284 +117 488+£16.7 451+16.7 4451123
p 0.17 0.26 0.68 0.61 0.61 0.17 0.26
*Home Care  Yes 212+69 335+49 13%05 256+91 471+£77 423+106 42.6+16.0
Services
No 23.0+69 304+40 1.1%03 272+98 495+144 452+47 441+105
p 0.13 0.02 0.19 0.36 0.52 0.14 0.78
Daily Care (H) 1-6 29.0+111 29052 20%1.0 106+£98 223+11.9 27.0+£21.7 36.3+9.8
7-12 201+£56 318+32 1.1%03 281+96 508+42 38177 454%69
13-18 237+62 31.0+60 1.1£03 250+85 453+123 4101106 426%73
19-24 223+69 333+47 12104 293+44 520+119 46.0+155 455+10.2
p 0.50 0.32 0.13 0.04 0.02 0.25 0.33
*Social Yes 228+69 321+48 11104 266+9.6 4861132 4231147 442195
Security
No 202+73 348+38 12105 274+104 504 +£114 446+151 46477
p 0.45 0.28 0.72 0.93 0.93 0.53 0.29
Monthly 0-2021 223+74 344+44 13105 282+11.0 488+146 4501162 445127
Income
(TRY) 2022-500 22.7+73 320+47 11104 256+10.1 484+£135 39.8+143 449169
>5000 24+55 298+45 1.1%03 267+95 500+£89 450+123 43.0%80
p 0.98 0.04 0.16 0.90 0.90 0.50 0.80

Notes: EB, emotional burnout; PS, personal success; PhS, physical health; PH, psychological health; SA, social anxiety; S,
spiritual; SD, standard deviation; Kruskal-Wallis H test, *Mann-Whitney U test.

Table 5. Comparison of home care services and sociodemographic data

Home Care Services Home Care Services p
Receiving Care (n) Not Receiving Care (n)
Sex of Disabled Individual
Female 6 17 0.17*
Male 12 13
Special Room for Disabled Individual
Yes 14 13 0.12*
No 4 17
Is Home Care Sufficient?
Yes 8 1 0.00**
No 10 29
Notes: X2, chi-squared test; n, number of patients; *Pearson chi squared, **Fisher chi squared.
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Discussion

This study reviewed the health care utilization by individuals with severe disabilities using
sociodemographic and demographic data. Caregiver burden and their quality of life, expectations, and
needs were determined, and the factors affecting their satisfaction with health care were identified.
According to the Turkey Disability Survey, there were more males (59.0%) than females (41.0%) for
all disability types (20). Durduran (2009) conducted a study and stated that 68.6% of the disabled
individuals were male and 31.4% were female (24). Other studies have shown that 63.3-72% of the
disabled children were male and 28-36.7% were female (24-26). Our study, supported by other studies,
found more disabled males than females, which suggested that disability is more of a risk for males.
According to the Turkey Disability Survey (2002) and other reviewed studies that considered all age
groups (27), a disability is likely to occur by the age of 10 years (24-26). Considering that individuals
with severe disabilities were selected among those who applied to the health committee for government
support, our study found that age of individuals who applied for support has tended to be <10 years.
Several studies have indicated that 32.1-63.5% of disabilities are recognized within the first year of life
(17, 25, 28). Our data, which support that of similar studies, suggest that these disabilities may be
inheritable and/or congenital.

Beger et al. (2003) have stated that there were 48.1% individuals, among 0-18 years old, with
orthopedic disabilities (26). Another study found that there were 44.5% individuals, among 0-18 years
old, with mental disabilities, 36% with physical disabilities, 8% with hearing impairments, 7% with
speech impairment, 3% with visual impairment, and 1.5% with a chronic disease (29). One
international study of children with disabilities <7 years old found 26.4% with neuromuscular diseases,
21.1% with severe psychiatric disorders, 9% with hearing impairment, and 4% with visual disorders
(24). In our study, physical disability was most frequently observed among all disabilities. There may
be differences in how disability types are determined because most studies did not limit the age groups
to children, there are an insufficient number of studies on child disabilities and some studies conducted
general evaluations using unstructured and different classifications to determine disability type.

Oztiirk et al. (2017) have stated that 84% of caregivers are female, 44.2% are 41-55 years old, and
1.2% are divorced (30). Some studies have shown that most caregivers are the mothers of the disabled
children, are between 36 and 45 years old, and have families that break apart over time (11, 13). Our
data are similar to those of these other studies. Considering the social role of women in the
sociocultural structure of Turkey, it is expected that the caregivers be women. As people age, their
expectations, attitudes, and behaviors become more consistent, which may be the reason that middle-
aged people are preferred as caregivers given that this role requires a great deal of responsibility for
disabled individuals. Caregiving may negatively affect family relationships, such as causing
disagreements with a spouse, living separately from a spouse, divorce, and increased tension.

Studies on children with physical disabilities and found a mean burden score between 27 points (low to
none) and 40.70 + 6.87 (low to moderate) (29,30). Ozdemir et al. (2009) have investigated the burden
on mothers who are caregivers of a disabled child and found a caregiver mean burden score of 21.29 +
12 (little/none) (31). As in our study, the little/none mean scores for the burden on caregivers might
have stemmed from their perception of helping patients rather than considering it a burden because of
the value of Turkish cultural judgment.

One study has indicated that caregiving mothers of disabled children felt anxiety and were depressed,
and as anxiety increased, their quality of life was negatively affected (32). Another study has indicated
that parents of disabled children may experience cognitive changes, such as forgetfulness, attention
deficit and concentration disorders, and changes in executive functions; and emotional changes, such as
difficulty in controlling behavior, impulsivity, substance abuse, anger, unhappiness, despair, malaise,
insomnia, and anxiety (11). The results of our study and other studies are similar, which suggests that
well-being of caregivers who have difficulty coping with life events is affected and may result in
psychological disorders (11-13).

Most studies did not show a significant difference between the age of the disabled individual and his or
her quality of life (19, 33-35). However, as children age, mothers find it more difficult to cope with
their child’s problems and their hope for the future of the child is reduced as these problems recur and
finally, their quality of life may deteriorate.

Duygun et al. (2003) have emphasized that parents who have a disabled daughter experience more
emotional burnout than those with a disabled son (19). One study has compared caregiver burnout
based on different types of disability and found that child’s sex alone is not an effective factor;
however, when combined with disability type, has an effect on the mother caregiver’s emotional
burnout, personal success, and anxiety scores (33). In contrast, other studies have indicated that the sex
of the child and psychological disorders of mothers do not have an effect on the caregiver or child’s
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quality of life (19, 34). Besik¢i (2000) has found that mothers who have a disabled daughter have more
anxiety, which supports the results of our study and those of other studies (35). Compared to boys,
daughters in Turkish culture are more protected and rearing is more traditional. Considering that even
mothers who have a daughter showing normal development have anxiety about their daughter’s future,
it is natural that the mother of a disabled daughter feels even more anxiety because her daughter is
more defenseless in many aspects.

In many cultures, mothers are preferred over other women in the family to be the caregivers. The
reason for an unhealthy child is regarded as a failure of the mother; therefore, she is blamed for
unhealthiness of the child by her relatives. This may lead to burnout and an impaired quality of the
mother’s life (33, 36).

Although disabled individuals and their families live in the district and urban areas (77.9%) (30), no
study has mentioned whether this contributes better quality life of individuals or their families;
however, our study found that living in an urban area increases personal success and reduces burnout.
Although additional studies using larger samples are needed to validate this.

Studies have shown that prolonged daily care is challenging for a caregiver’s psychological and
physical state (33-37). One study has indicated that mothers who did not have a caregiver assistant and
prolonged daily care were more fatigued and emotionally burned out than those who had an assistant
(33). Our study also found that prolonged daily care affects a caregiver’s psychological and physical
health. Sharing the burden of care with others helps mothers to relax and become more highly
motivated to meet their child’s needs, increases their own quality of life, and reduces their own
burnout. Caring for disabled individuals is not limited to a single care, but also includes financial
support. Socioeconomic well-being, such as an increased monthly income, social security, and social
support, may reduce the burden on a caregiver (35-37). Similarly, our study showed that an increased
monthly income and home care reduces caregiver burnout, and that income received for home care
services increases caregiver satisfaction with the health care system.

Very few studies have investigated health care for severely disabled children or determined the levels
of satisfaction, burnout, and quality of life of the caregivers. We believe that this study will provide
helpful information for additional studies to be conducted on this subject. Satisfaction of both the
disabled individuals and their caregivers can be increased by learning and evaluating the individuals’
expectations, suggestions, and feedback using larger sample sizes and multicentric studies and by
improving the quality of health care in all service processes.
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