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Abstract- In our work we focused on the issue of burden of lay caregivers, who care for their relatives with dementia. The aim
of the work was to map the degree of nursing burden in families providing care for an ill relative suffering from dementia. The
survey was implemented in the territory of PreSov region. The survey sample consisted of 60 addressed respondents, who take
care for a family member with dementia. The non-standardized questionnaire focused on basic identification data (age, sex,
length of provided nursing care, and family relation of the caregiver to the patient) was complete with Instrumental Activities
of Daily Living Scale (IADL), Activities of Daily Living (ADL), and Nursing Burden Test by Svanborg. It results from
outcomes that burden of caregiver statistically significantly correlates with ADL (p < .01), IADL (p < .05), whereas, also
statistically significant difference in burden of caregiver regarding their sex (p < .01) was confirmed. Nursing burden occurs
most often in women than men. Statistical significance was not confirmed in our sample regarding age of caregiver, length of

nursing care, and family relation to the care receiver.
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1. Introduction

Dementia includes a group of diseases in which
occur because of the disease process of brain
cognitive decline. Alzheimer's disease (AD) is the
most common for dementia a neurologic disease
characterized by loss of mental ability severe
enough to inter free with normal activities of daily
living, lasting at least six months, and not present
from birth. AD usually occurs in old age, and was
mark by a decline in cognitive functions such as
remembering, reasoning, and planning. A person
with AD usually has a gradual decline in mental
functions, of ten beginning with slight memory
loss, followed by losses in the ability to maintain
employment, to plan and execute familiar asks,
and to reason and a judgment (Klimova, Magurova
et al., 2013, Santa, Klimova et. al., 2007).

Communication ability, mood and personality also
may be affected. Most people who have AD die
within eighty ear so their diagnosis, although the
interval maybe as short as one year or as long as
20 years. AD is the fourth leading cause of death
in adults after heart disease, cancer, and stroke.
According to measure of disability patient depends
at home to caregiver, usually to relative (Jirdk et
al., 2009, Kalvach et al., 2008). Lay caregiver is
a person, who helps meet the needs of their family
member — care receiver. They perform activities,
which the care receivers would have done
themselves, if they had enough strength, will
power, or necessary knowledge. Without help of
the caregiver, the care receiver could not stay in
their home milieu in many cases (Tabakova,
2009). In our work, we focused on the issue of
burden of lay care givers, who care for their
relatives with dementia. The aim of the work was
to map the degree of nursing burden in families
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providing care for an ill relative suffering from
dementia (Magurova, Majernikova, 2009).

A home caregiver is a person who helps to satisfy
the needs of his family member — cared person.
Caregiver performs also the activities which the
cared person would perform himself if he had
enough strength, will or necessary knowledge. In
the social chain and healthcare he has an important
place. Without his help in many cases cared person
could not stay in the home environment. The
caregiver usually has the greatest responsibility
and the burden of care. The role of family
caregiver is very stressful because it has an impact
not only on the physical area but also on the
psychological well-being and socio-economic
status. Often in the moment when it is a family
member diagnosed dementia, we talk about so-
called hidden or a second patient. Family members
who look after the person suffering dementia,
describe their feelings as permanent stress and
frustration. It affects the relationship of the family
to the patient and vice versa. Common notion for
this phenomenon has become the notion - burden
of caregiver (Klimova, Magurova et al., 2013,
Kiivohlavy, 2002, Hudakova, 2016).

1.2 Methods and Material

The survey was implement in the territory of PreSov’s
region in months of February and March 2015. The
survey sample consisted of 60 addressed respondents,
who take care for a family member with dementia. The
non-standardized questionnaire focused on basic
identification data (age, sex, length of provided nursing
care, and family relation of the caregiver to the patient)
was complete with Instrumental Activities of Daily
Living Scale (IADL), Activities of Daily Living
(ADL), and Nursing Burden Test by Svanborg
(Staitkova, 2001). To analyzed acquired results, we
used descriptive statistics, like arithmetic average,
standard deviation, and methodology of inductive
statistics — Pearson correlation coefficient and analysis
of variance test (ANOVA) with significance level p <
.05.

1.3 Results

The survey sample consisted of 8 men and 52 women.
The average age of respondents was 52.3 years; the

average length of nursing care for the relative was 4.2
years. The survey has confirmed that 39% of
respondents is highly dependent on others, 33% were
medium-dependent. Other 25% of respondents were
moderately dependent on others, and only 3% of the ill
were totally independent (see Table 1 and 2).

Table 1: Characteristics of the caregivers

Length of (M +SD) 42+2.11
caring in years

Occupation caregivers
employed 31 51%
unemployed 13 22%
pensioner 16 27%
Sharing a common household with the patient
yes 46 7%
not 14 23%

Table 2: Characteristics of the patients with AD

ADL n=60 100%
highly 23 39%
dependent

medium- 20 33%
dependent

moderately 15 25%
dependent

independent 2 3%
IADL

dependent 32 66%
partially 26 44%
dependent

independent 2 3%

Key: ADL- Barthel’s Activities of Daily Living Scale,
IADL- Instrumental Activities of Daily Living Scale.

Even 72% of respondents/caregivers consider nursing
care for their relative to be obvious, something what is
expected from them, 18% care for them based upon the
wish of the relative, 8% do so due to a lack of
vacancies in social establishments, and 2% do so due to
distrust in social and health care establishments. Only
3% of respondents provide home care for their relative
alone, without support of other persons. Most of
families providing nursing care share their common
household with the ill (77%).
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Based upon results, even 55% of relatives provide
nursing care for the ill relative 24 hours a day, 35% of
relatives are also employed, and 10% stated that they
provide nursing care for half of a month, during
weekends, or other time periods (see Figure 1).

3% 5%

—‘7%

2%

= care also employed

= every day

care for half of a month = weekends

other time periods

Figure 1 Providing care

In Table 3 we present the relation of burden of care
giver regarding to selected, monitored variables (age,
sex, length of nursing care, family relation to the
chronically ill, level of self-sufficiency of the ill). It
results from outcomes that burden of caregiver
statistically significantly correlates with ADL (p < .01),
IADL (p < .05), whereas, also statistically significant
difference in burden of caregiver regarding their sex
(p <.01) was confirmed.

Table 3: Statistical Analysis of Selected Monitored Variables

Selected Variables r p
Age 0.0485 | 0.589
Sex 0.3356* | 0.0035*
* *
length of nursing -0.1834 | 0.658
family relation to the care -0.0424 | 0.745
receiver
ADL - 0.0047*
0.3041* | *
*
IADL -0.3518* | 0.0385*

Key to significance of statistical outcomes * p < .05;
**p <.01; *** p <.001

Nursing burden occurs most often in women than men.
Statistical significance was not confirm in our sample

regarding age of caregiver, length of nursing care, and
family relation to the care receiver.

As nursing care for the relative with dementia is a very
difficult task and influences not only people suffering
from it, but also other members in the family, we
investigated if family members are interested in using
services in social establishments or services of home
care agencies.

Outcomes confirm that more than 50% of respondents
are not interested in nursing services due to taking turns
with other relatives when caring for the ill. 27 % of
respondents are interested in services in morning hours.
Regarding overall perception of burden, in 53% of
cases relatives stated psychical burden and 44% of
them physical burden resulting from nursing care for
the relative (see Figure 2).

60% 53%

44%

40%

17%
20%
0 8%

0%
1

M psychical burden ® physical burden

social burden financial burden

Figure 2 Overall perception of caregiver burden
2. Discussion

Long-term nursing care for a person, who is not self-
sufficient, is in many cases burdensome. Caregiver
feels burden in physical, psychical, leisure time, and
financial area and feels it like obligation to their own
family. Providing nursing care requires certain amount
of knowledge, patience, and physical strength
(Tos$nerova, 2001).

In our survey, we focused on evaluation of burden of
caregiver when taking care for the ill with dementia in
home milieu, regarding age, sex, length of nursing care,
family relation to the ill with dementia, and level of
self-efficiency of the ill.
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Resetkova states (2008) how the family can function
during time when a family member is ill. It depends in
a large extent on the quality of relations before the
disease occurred and already applied ways of stress
management. It is necessary to provide help for
caregiver to avoid that nursing care be ultimate burden
for them. It can be provided by means of social support,
including family, friends, neighbors, co-workers,
community, and professionals. It forms a system
protecting people against harm influence of stress
situations (Kebza and Solcova, 2003).

Several studies point out to the influence of length of
nursing care on relations in the family, financial and
social aspects (Stoltz, 2004). In our study the relation
between burden of caregiver and factors, like age,
length of nursing care, family relation to the care
receiver, has not confirmed. On the contrary, outcomes
of our work show that burden of caregiver correlates
with the level of self-efficiency of the care receiver.

This correlation was also confirm in the study by
Topinkova (2015). Serfelova and Hladekova (2010)
recorded in their work significant difference regarding
family relation of caregiver to the chronically ill,
whereas high level of burden was perceive mainly by a
spouse.

Today in all developed countries gain ground an
important and complex subject of an aging society,
which is the result of demographic developments in last
decades. To a population aging are contributing factors
of current demographic trends such as the declining
birth rate, increasing life expectancy and increasing
group of very old people.

The active part of life does lengthen but old age and its
extension is also associated with increasing disease
peculiar to this period of life. Among these diseases
belongs Alzheimer's disease. Reflecting the current
requirements of modern society, the Faculty of health
care of University of Presov was established
Educational support center for relatives of patients with
Alzheimer's disease, as a tool for improving the quality
of education for students of nursing and physiotherapy
in the role of educators led by lecturers. Establishment
of the center we offer the general public the opportunity

to increase the knowledge level of care of patients with
Alzheimer's disease at home (Klimova, Magurova et
al., 2013).

The topics of educational meetings focused on the
establishment of the safe home environment, incentive
programs, training memory functions, positioning and
rehabilitation at home, peace elimination of
psychological and physical stress, social support and
innovative pharmacological and non-pharmacological
methods of treatment, respite care, which preceded the
theoretical basis of Alzheimer's disease. The benefit of
the project has been active cooperation with devices
that provide health and social care for seniors in the
region of Presov.

Based on their requirements have been arranged an
educational meetings right in social care facilities.
Educated were also employees of these facilities. The
output of the project is university textbook: Theory and
Practice in the care of patients with Alzheimer's
disease. Benefit of the project is the establishment of an
educational center for the needs of professionals and
the general public, improving the educational process
with the possibility of linking theory and practice,
priority in disciplines: psychiatric nursing, education in
nursing, neurological nursing, applied psychology in
nursing, professional ethics, communication in nursing,
geriatric nursing, mental health nursing (Klimova,
Magurova et al., 2013).

3. Conclusion

The goal was to map the level of nursing burdening
families providing care for a sick relative with
dementia. The investigation was carried out using non-
standardized questionnaire for the local non-
professional caregivers in number 60 respondents in the
Presov’s region, which was supplemented by
standardized questionnaires - Test instrumental daily
activities - IADL, Activities daily living ADL, Test of
nursing burden by Svanborg. The results from their
search indicate the impact of burden on caregiver and
on their psychological and physical aspects. Complex
evaluation of both care receiver and care giver, making
use of available evaluation tools and determination of
correct nursing diagnosis may, in practice, help
effectively solve the issue of burden of care giver when
caring for the chronically ill.
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The practice also calls for implementation of
educational programs for caregivers, as in our
conditions similar projects are absent. Therefore, some
families have insufficient conditions for this demanding
task of providing nursing care for the chronically ill in
home milieu. The aim of such complex approach is to
increase the quality of life of not only the chronically
ill, but of all family providing home care, as these two
are inseparable, and necessarily influence each other.

Currently, attention is paid mainly to the cared
person and not to the caregiver who care provides.
In many cases it is not a short-term care, but it can
take several months, but it can also be lifelong
care. The risk of a caregiver's burden is greater if
care and full responsibility is given to only one
person. Therefore, it is important to focus of
interventions also on preventing caregivers' burden
within the care provided.
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