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Abstract 
In the paper, we present the results of a representative research survey (2018) that measured the 
perception and evaluation of selected aspects affecting Quality of life carers throughout the Czech 
Republic (n = 526). The Czech Republic is undergoing a major reform of education, since September 
2016 the amendment to the Education Act has been significantly supporting the presence of children, 
pupils and students with special educational needs in the educational mainstream. It can be confirmed 
that on its basis there is a gradual (albeit small) increase in the proportion of children with special 
educational needs in the so-called ordinary schools. In this context, the demands on the social 
background of such integrated pupils are increasing. Therefore, the research team focused on 
describing specific factors affecting Quality of life carers and their perception by respondents. A 
quantitative approach was used, which was realized through a questionnaire that examined individual 
areas related to health, psychological, social, partner and family, economic and spiritual aspects. The 
results bring important findings, for example, that the economic situation or social life of the family has 
worsened during the care period or that the carers feel great fatigue as a result of the care. These facts 
have a significant impact on the situation in the family and can therefore also affect the education of 
children, pupils and students with special educational needs. 
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1 INTRODUCTION 
The presented results represent an extensive survey of the quality of life of persons caring for a family 
member with a severe disability (hereinafter referred to as VO) which was carried out in the Czech 
Republic in 2018 as part of a research supported by the Internal Grant Agency of Palacký University in 
Olomouc (Quality of Life of People Caring for a Family Member with a severe disability and carers 
IGA_PdF_003_2018). These results are followed up in the ongoing research of 
2019 (IGA_PdF_027_2019)   

In this paper, we follow up on previously conducted research (2011) which we published in a contribution 
to the ICEEPSY conference in 2015 [1]. 

Within this paper, we return to the investigations carried out at the time and we present the results of 
a representative research measuring selected aspects affecting the quality of life of people caring for 
a family member with a disability. 

We have said earlier that we are mainly talking about two mutually influencing factors from the point of 
view of the severity of the impact of caring for a disabled family member on the quality of life of the carer. 
The first is the length of care and the other is the difficulty of care - in terms of the complexity of the 
actions (physical and mental) that the care requires from the caregiver [1]. 

The difficulty of care does not mean a simple equation between "severity" or the depth of disability of 
the person being cared for. Even long-term illnesses or disabilities are relatively severe (eg post-cancer 
conditions, spinal muscular atrophy, etc.) may be less demanding on care than relatively less severe 
disabilities (behavioral disorders, autism) which, however, place greater demands on care (attention, 
commitment) of the caregiver. Similarly, the relationship between the two variables is that the 
combination of both factors affects the carer's quality of life. High level of strenuousness may take 
a shorter period of time - and have a direct impact on the quality of life of the carer and, on the other 
hand, long-term care, albeit slightly demanding, may have similarly severe impacts.  

We chose to focus on this fact of "strenuousness" of the care in this paper. We present results of 
selected elements influencing the overall quality of life of the carer in two basic groups of carers. Persons 
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taking care of a family member in the I. and II. level of dependence on care and those caring for a family 
member in the III. and IV. level of dependence on care. 

The aim of our approach is to confirm or disprove the expected differences in the perception of selected 
elements forming the overall quality of life in both monitored groups.  

Even after years, we continue to say that the term of quality of life (hereafter QoL) is not accepted 
uniformly, primarily because of the multidimensionality of its perception and exploration. The concept of 
the quality of life is most research-related to the areas of "life satisfaction", "health status" and "social 
inclusion" [2]. In exploring the determinants of quality of life, the authors of foreign research studies 
proceed mainly from areas describing the current emotional experience, "the desire to live" described 
by the need to plan the future and congruence in the imagination and the actual experience of one's life 
[3]. It is these described determinimants that include generalized internal conditions and environment. 
The authors of the article perceive the concept of quality of life for the purposes of the described research 
as a complex of internal and external conditions of an individual's life. From the point of view of general 
interest, as well as from the point of view of scientific interest, the subject of quality of life can be seen 
in a number of fields: for example in philosophy, sociology, ecology, economics, social work, medicine, 
pedagogy, psychology, anthropology, biology, demography and many others. Mostly, these are subjects 
that deal with man, his life, or the impact of general societal problems on human life [4], [5], [6]. [7].  

In terms of the Czech Republic, the most objective criterion for determining the basic sample of carers 
is the so-called care allowance. This is a state benefit that a person "dependent on the care of another 
person" can receive. This allowance is set in four levels (according to the number of so-called 
uncontrolled actions in individual areas of life).  

These are the areas of life:  

1 Mobility (standing up, sitting, walking)  
2 Orientation (orientation with vision, hearing, using mental functions) 
3 Communication (comprehension - both spoken and written messages) 
4 Eating (make portion of a meal, eat and drink, follow diet) 
5 Dressing and shoes (choice of clothing and shoes, getting dressed / undressed, take off shoes) 
6 Physical hygiene (face, hand washing, whole body, combing, oral care) 
7 Relieve oneself (use WC, empty bowels, cleansing, use hygiene aids)  
8 Health care (adherence to the established treatment regime, nursing measures) 
9 Personal activities (setting and maintaining daily routine, engaging in age-related activities) 
10 Caring for the household (handling money, purchasing groceries, carrying ordinary items) [8] 

Table 1. Care allowance, levels, necessities, financial amount [8] 

Persons under 18 years of age Persons over 18 years of age  

Dependency 
level 

Number of 
uncontrolled 

basic necessities 

Amount of care 
allowance 

Dependency 
level 

Number of 
uncontrolled 

basic necessities 

Amount of care 
allowance 

I.  3 3 300,- CZK I.  3 or 4 880,- CZK 

II.  4 or 5 6 600,- CZK II.  5 or 6 4 400,- CZK 

III.1) 6 or 7 9 900,- CZK III. 7 or 8 8 800,- CZK 

IV. 2) 8 or 9 13 200,- CZK IV.  9 or 10 13 200,- CZK 

1 From 1.7. 2019 the amount at this level is 13 200,- CZK (under 18) more precisely 12 800,- CZK 
(for adults) [8] 

2 From 1.4. 2019 the amount at this level is 19 200,- CZK [8] 

However, in both cases, there is a condition that the person being cared for does not visit a long-stay 
facility of the year-round type.  
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2 METHODOLOGY 
A quantitative survey methodology was chosen based on the selection of a highly representative sample 
of respondents, on a questionnaire survey and statistical data processing with first and second stage 
sorting and on the statistical significance of collected data (the last part is the subject of another 
publication).  

The research group was selected from the basic set of persons caring for a person with a disability 
throughout the Czech Republic. The basic segment which ensured an even distribution of the measuring 
tool (subject to the principles of random sampling) were the relevant branches of the Job Centre of the 
Czech Republic.   

Within the original survey (2010), the questionnaires were distributed through municipal authorities of 
municipalities with extended powers outside the capital city of Prague. At that time, the care allowance 
was granted (distributed) through these public authorities. The Labor Office of the Czech Republic 
became a reform of the system in the following period with the body deciding on granting the care 
allowance. That is why it was necessary to contact the relevant employees of the General Directorate 
of the Labor Office with a request and ask whether it is possible to reach out to the respondents of this 
follow-up investigation. 

On the basis of a positive discussion of the head of the research team, after a consultation with the 
employees of the General Directorate, a variant was selected in which the so-called “selected contact 
offices” of the Labor Office, as Labor Offices are called in the former district towns of the Czech Republic, 
participated in the research. District authorities as a public administration body have been abolished 
with the establishment of regions since 2013. However, districts as territorial units have been preserved. 
From the viewpoint of territorial coverage of the entire Czech Republic, this option was the best solution. 
In this way, 76 + 8 were addressed (eight branches represent the districts of the City of Prague) of 
selected contact offices of the Labor Office. Within the district of each selected contact office, five 
persons were taking care of the person receiving the care allowance at each of the four levels were 
selected.  

A letter from the head of the research team with a request to participate in the survey and an electronic 
link to the questionnaire, which was placed on the portal of Palacký University in Olomouc, was sent to 
these persons. (https://uss-dotaznik.upol.cz/). At the beginning of the questionnaire, a short motivational 
address of the research head was placed again.  

The research team could not influence the procedure of the employees of selected contact centers as 
part of the anonymity of the survey. In the case that all of them fulfilled the task, 1680 invitations 
- requests for participation in the research were distributed evenly throughout the Czech Republic. 
I.e. 420 requests for carers caring for people in each of the four levels of care.  

The survey was conducted in November 2018 and the questionnaire was closed on 5 December 
2018. A total of 526 respondents replied. This represents about 31% of all respondents (assuming that 
there were 1680 invitations to participate in the survey).  

The questionnaire return was affected by the following factors:  

• negatively by a considerable range of questionnaires (fifty items and active lines), 
• positively by motivating and technical factors - use of the current activities of the head of the 

research team in the field of home care support and the offer of a research report. 

The measurement tool itself consisted of a multi-level anonymous questionnaire covering both its own 
content items and contact items, functionally psychological, control, prepared mostly in a structured 
(closed) and partially unstructured (open) form, and rating scales. 

The questionnaire was designed in several levels that reflect selected QoL areas: 

a) general demographic and statistical data about respondents 
b) details of the care required of the person I care for 
c) subjective perception of the quality of life of carers 
d) the socio-economic aspects of the family taking care of a member with a disability 
e) subjective perception of the benefits of caring for a member of the household a disability 
f) carers´ relationship level 
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g) support for carers - in selected areas 
h) statistics on selected aspects affecting the quality of life  
i) overall general views of respondents (greatest profit, loss, feeling of happiness and future 

attitudes) in relation to care  

The following hypotheses have been determined from the areas studied by the research - these 
hypotheses can be considered as working or factual statements related to the subject of the 
investigation.   

HYPOTHESIS I.  

In the area of data of strenuousness of the care of a person I care for, respondents say in this area that 
the most numerous group will be persons taking care of a household member in the III. and IV. level of 
dependence on care, compared to respondents caring for a family member in the I. and II. level of 
dependence on care. We assume that with increasing care dependency, care time and supervision will 
increase and respondents are more likely to care for parents or other family members than for children. 

HYPOTHESIS II. 

In the area of subjective perception of the quality of life of carers - respondents often feel that they do 
not have things under control, they are tired and suffer from depressions and hopelessness and have 
a reduced ability to "rejoice". 

3 RESULTS  
We also provide partial results for carers of a person in the I. and II. level of dependence - labeled as 
Group A, and for carers of a person  in the III. and IV. level of dependence on care - labeled as Group 
B. 

3.1 Comparison of factors affecting QoL of carers according to 
strenuousness of the care (group A and B) 

3.1.1 Higher motivation of respondents taking care of a dependent person in the III. and 
IV. level 

The expectations of the research team were confirmed with respect to the higher motivation of 
respondents caring for a family member with a higher level of dependence on care (III. and IV.) than 
carers for persons in I. and II. level of dependence on care. In the first group, 64% of respondents and 
in the second group, carers of persons with lower levels of care dependence were “only” 36% of 
respondents.   

3.1.2 Care time for respondents in both groups   
The hypothesis of a (slight) increase in the required time of care for persons in individual levels of 
dependence on care was also confirmed. Here's how: 

Table 2. Average daily care time and supervision 

Level of care dependance I. II. III. IV. 

Average daily care time 7,38 9,54 10,79 15,50 

Median 5 8 8 16 

Average daily supervision time 7,85 9,77 11,73 15,66 

Median 5 8 8 18 

It should be noted that respondents - especially carers for a person in the IV. level of dependence on 
care - often chose "maximistic" data to confirm the difficulty, strenuousness and de facto continuity of 
care. On the other hand, the data on the sum of the time of direct care and the time needed for further 
supervision are more than 24 hours a day (only for the 4th level of dependence), which is virtually 
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impossible. Therefore, we accept the measured results in this group as extreme and inaccurate, yet 
telling the extent of the need to care for a person in a given level of dependence (5). 

3.1.3 The person that is cared for (child x parent) 

Table 3. The person that is cared for 

Group/answer 
I. and II. III. and IV. 

af rf af rf 

CHILD 87 45,8% 185 55,1% 

PARENT 65 34,2% 79 23,5% 

WIFE/HUSBAND 18 9,5% 41 12,2% 

Other RELATIVE 13 6,8% 25 7,4% 

Non RELATIVE 7 3,7% 6 1,8% 

TOTAL 190 100,0% 336 100,0% 
Legend: af = absolute frequency; rf = relative frequency 

In both groups the respondents taking care of their own children are the most represented (45.8% and 
B 55.1%). Furthermore, in terms of representation, they are parents of carers (A 34.2% and B 23.5%). 
About one in ten respondents of both groups care about their spouse. Approximately every fourteenth 
respondent cares for another relative and finally the marginal number of respondents cares for a non-
relative. In this group, respondents Group A predominate twice, when only about two percent of 
respondents care for the person in the III. or IV. level of dependence on care.  
We note that the results measured by us showed a statistically significant difference between carers of 
a child and a parent between the two groups of respondents A and B.   

Measured, statistically significant differences in the length of care become a guide for further 
interpretation of measured results within III. sorting, where it will be appropriate to focus on the 
responses of respondents taking care of their own child versus carers providing care to parents.   

3.1.4 The massive onset of depression and hopelessness   

Table 4. The massive onset of depression and hopelessness 

Group/answer 
I. and II. III. and IV. 

af rf af rf  

VERY OFTEN  13 6,8% 35 10,4% 

OFTEN  58 30,5% 97 28,9% 

RARELY 67 35,3% 134 39,9% 

NOT AT ALL 52 27,4% 70 20,8% 

TOTAL 190 100,0% 336 100,0% 
Legend: af = absolute frequency; rf = relative frequency 

Even with this monitored item which represents a "common" item of research measuring socio-
psychological stability of (not only) carers (compare with [9]), we find relatively balanced responses 
of both groups of respondents. In summary, we often and very often see that caring groups 
A achieved 37.3% of responses and caring groups B in the same sum of 39.4% of responses. One fifth 
of caring groups B and 27.4% of caring groups reported that the monitored situation/their situation in 
connection with care was not observed. 
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3.1.5 Loss of personal life perspectives 

Table 5. Loss of personal life perspectives 

Group/answer 
I. and II. III. and IV. 

af rf af rf  

VERY OFTEN 25 13,2% 98 29,2% 

OFTEN  64 33,7% 111 33,0% 

RARELY 65 34,2% 80 23,8% 

NOT AT ALL 36 18,9% 47 14,0% 

TOTAL 190 100,0% 336 100,0% 
Legend: af = absolute frequency; rf = relative frequency 

Personal care for a person with a disability and a severe disability, in addition to the feelings associated 
with the current (de facto living) state and the resulting feelings are also related to the future perspectives 
(possibilities, expectations) of the carer. The first item in this group of feelings is the feeling of "losing 
personal life perspectives". For this item, one-third (29.2%) of respondents from the care group B chose 
"very often", compared to "mere" 13.2% of carers in group A. The option "often" was chosen by 
respondents in both groups in approximately one third of the cases. And the differences are confirmed 
by items on the opposite side of the response spectrum, where one-third of respondents A and one-fifth 
of B-care respondents do not acknowledge this feeling at all.  

We note that there are statistically significant differences in the responses of respondents of both 
monitored groups at both tested significance levels. 

3.1.6 Increasing the carer's isolation from other people (during care) 

Table 6 Loss of personal life perspectives  

Group/answer I. and II. III. and IV. 

a. č. r. č. a. č. r. č.  

VERY OFTEN  25 13,2% 98 29,2% 

OFTEN  64 33,7% 111 33,0% 

RARELY 65 34,2% 80 23,8% 

NOT AT ALL 36 18,9% 47 14,0% 

TOTAL 190 100,0% 336 100,0% 
Legend: af = absolute frequency; rf = relative frequency 

Personal care for a person with a disability and a severe disability, in addition to the feelings associated 
with the current (de facto living) state and the resulting feelings are also related to the future perspectives 
(possibilities, expectations) of the carer. (compare with [3]) The first of the monitored items in this feeling 
group is the feeling of "losing personal life perspectives". For this item, one-third (29.2%) of respondents 
from the care group B chose "very often", compared to "mere" 13.2% of carers in group A. The option 
"often" was chosen by respondents in both groups in approximately one third of the cases. And the 
differences are confirmed by items on the opposite side of the response spectrum, where one-third of 
respondents A and one-fifth of B-care respondents do not acknowledge this feeling at all.  

We note that there are statistically significant differences in the responses of respondents of both 
monitored groups at both tested significance levels. 
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4 CONCLUSIONS  
The presented results are only a partial output of an extensive survey mapping the status of people 
caring for a family member with disabilities. The knowledge of the basic parameters that make up the 
so-called "quality of life of carers" is very important for teachers. 

They are the ones who provide (educational) services to a disabled student. It is his home environment 
that greatly influences the success of his education. 

Within the relations of both groups (teachers and parents), we observe a number of areas that can be 
described as both contact and friction. As a rule, a family caring for a (especially severely disabled) child 
is relying on a series of examinations, assessments, decisions by public authorities that determine the 
child's "support status" from an early age. Parents often transfer their negative experience of assessing 
the health or loss of their child´s abilities to the environment of school counseling facilities and schools.  

Educators must be aware of the limits (and in particular the difficulty) of the care parents need to provide 
their children. It is inherently difficult to compare it with the level of care parents of the so called intact 
children are required to provide. 

In particular, the data on the extent of exhaustion, the onset of negative sociopsychic conditions can be 
a significant feature for educators and more widely for workers of other assisting professions pointing 
out the necessity of adjusting communication mechanisms towards these parents.  

As part of our research, we also focused on addressing possible differences in responses of those caring 
for a family member with lower and higher levels of care dependence. We note that despite the objective 
and demonstrably higher amount of care (time) provided by families and parents of children (persons) 
with a higher degree of disability, compared to parents caring for children (persons) with a lower level 
of care, the persons from both groups show relatively similar extent of the onset of so-called negative 
socio-psychological states.  
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