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The present work addresses the question of psychological distress of the caregivers of patients with dementia. The
research covers caregivers residing in Russia and Kazakhstan. The thesis starts with concluding the pre-existing
knowledge on the research question, from which the author develops the methods for collection of the primary
data. Methodology of the research is designed to analyze the data in a qualitative approach. The thesis builds an
understanding of the state of psychological distress in which caregivers of Kazakhstan and Russia live in. To do
that, the author conducted a survey with range of multiple choice and open questions that examined the stress
triggers and proof of the existence of stress in their lives based on answers. A total of 52 active caregivers answered
to a survey consisting of 22 questions. The results show that Russian and Kazakhstani caregivers experience
moderate to severe levels of psychological distress due to insufficient funding and informational support, among

other reasons.
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Psychological distress of dementia patient caregivers residing
in Russia and Kazakhstan

The present thesis focuses on studying the psychological distress
among the people who take care of patients with dementia.
Dementia is one of the problems that have not been solved by
the healthcare organizations, scientists and states. According
to a fact sheet provided by the World Health Organization
(further WHO), dementia is a chronic syndrome often with
rapid deterioration pace that affects the cognitive abilities of a
person due to a disease, ageing, strike or other factors (World
Health Organization, 2021). Patients suffering from dementia
may have a various level of impairment of cognitive function.
Areas of cognition such as “memory, thinking, orientation,
comprehension, calculation, learning capacity, language, and
judgement” can be damaged (World Health Organization,
2021). In addition, patients may experience degradation of
emotional state, worsened behaviour, and lack of motivation.

As the number of patients with Alzheimer’s disease and
other diseases that lead to dementia is steadily rising. In fact,
according to the information provided by WHO, there are
around fifty million people with dementia worldwide, and this
figure rises by 20% each year (World Health Organization.,
n.d.). Almost every 20th person aged 60 and more add to the
list of the dementia patients. What is even more dispiriting,
this number is about to increase by 36% by 2030 and by 153%

by 2050. This means that in 10 years, there will be at least 80
million caregivers.

It is clear that caregivers and people living with a patient
with dementia in one household suffers from a combination
of stressful emotions. In addition to that, taking care of such
patient requires high finance and time contribution. Moreover,
as dementia patients need continuous support, the social lives
of caregivers and family members are restricted as well.

With the rising number of dementia patients, the number of
people suffering from stress associated with the following
causes will rise as well. Thus, the society will face a problem
of maintaining the mental health of the named contingent.
In order to prevent worsening of the situation and in order
to develop efficient measures for treating stress of dementia
caregivers, sufficient research needs to be conducted. Moreover,
according to WHO, a greater proportion of such patients live
in countries with middle or low household incomes (World
Health Organization., n.d.). This means that caregivers are not
provided with needed material and psychological support. All
of this signifies of the high importance of studying dementia
caregiver’s psychological stress.

The present dissertation aims to study psychological stress
related to giving care to dementia patients and the ways
these people cope with this stress. In other words, feelings of
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caregivers, triggers for stressful situations, general awareness
of caregiver mental health, availability of organizations for
stress-relief, and many other details affecting the extent of
psychological stress will be studied. To fulfil the aim of the
thesis, the author will conduct a survey of acting dementia
caregivers in order to analyse their perception on the research
topic. In order to do that, the basis for the research needs to be
built. For this purpose, the study will be conducted based on
systematically reviewing the existing literature. Studying the
literature on the relevant topic will help to build the research
on existing up-to-date knowledge. Thus, a thorough analysis of
theoretical and practical aspects of the research subject will be
conducted. Correspondingly, the following part will present an
overview of the literature review.

Numerous scientists have studied dementia disease: emergence,
symptoms, preventive measures and treatment. As the number
of patients rose, the caregivers became focus of studies as well.
It is evident that taking care of a patient with Alzheimer’s is
challenging and costly. Moreover, these patients need constant
care, devotion and considerable physical effort to provide basic
hygienic treatment.

For example, the handbook prepared by the Alzheimer’s
association states that there are ten common problems
connected with caregiving to patients with dementia. They
are “denial, anger, social withdrawal, anxiety, depression,
exhaustion, sleeplessness, irritability, lack of concentration
and greater mental and physical health problems” (Alzheimer’s
Association, n.d.). The list of the symptoms and negative
results of taking care of dementia patients will definitely
cause worsening of the caregivers’ health at some point in
future. What is more important, all of the mentioned problems
inevitably affect psychological health of a person. Without a
proper and timely treatment, any of these will develop into
a separate psychological disease and lead to worsening of
the family situation. Some of the solutions proposed by the
aforementioned association are to take occasional breaks
from being a constant caregiver. If the patient is in safe
conditions, caregivers ought to give themselves some time in a
different environment, which will help them relax. Moreover,
it is advisable for such people to engage in communities of
similar caregivers. This way, people will be able to share
information and practical advice. Moreover, communities help
the people to ease their anxiety because of seeing people in a
similar situation calms caregivers to some extent. Moreover,
the Alzheimer Association advises the caregivers to seek
information in order to stay informed regarding the most recent
inventions and solutions to typical problems of dementia
caregivers (Alzheimer’s Disease and Dementia, n.d.).

A prominent work has been prepared by Berg-Weger & Tebb
(2003). They have listed the articles dedicated to the caregiver
burden in order to find gaps in the knowledge. This article has a
practical importance for the present thesis, as the methodology
applied by the Berg-Weger & Tebb’s (2003) serves as a good
example of qualitative research in a field of psychology. The

conclusions of the research are that at that time, the analysis
was conducted having more bias such as gender and ethnic
bias. Moreover, authors explain that for better understanding
of the scope of the problem, evidence-based practices need to
be employed.

There are a number of scholarly papers that study the
matter even deeper. For instance, Ferrara et al. (2008) have
investigated the relationship between depressions, stress related
diseases and caregiving to dementia patients. In order to do
that, they conducted a linear regression. The population of the
study has been asked to answer a number of questions, based
on which a dataset have been created. The respondents were
asked their age, gender, gender of the patient with dementia,
their education level, occupation, how they were related to the
patient and their financial sufficiency. Moreover, the variables
for the regression analysis were the examination of mental state
and nervous system. Having conducted the research, Ferrara et
al. (2008) concluded that the caregiver mental problem exists
and needs solving.

De Cola et al. (2017) examine the extent to which caregivers
are short of support in the example of Italian families. They
have asked a number of questions from dementia patients
(when they were able to answer) and their caregivers in order
to reveal to what extent each of them thought no support has
been received. Moreover, issues such as lack of information
for the caregivers and absence of special medical treatment has
been discussed as well. As a conclusion of their work, authors
declare that in the case of Italian families, caregiving involves
a number of factors that worsen the physical, psychological
and mental state of the caregivers. The authors explain that
each of the caregiver spent long hours during a day supporting
the patient. This support includes maintaining their personal
hygiene, feeding them, helping them to take drugs and other
direct support. In addition to that, caregivers were forced to
keep a constant eye on the patient. This made them reorganize
their own lives. De Cola et al. (2017, p. 5) conclude by stating
that “spaces and roles required assisting the patient expose the
entire family to stress and pressures that threaten to destabilize,
even dramatically, their “equilibrium.”

Podgorski & King (2009) have examined the dynamics of
the changes occurred after the patients were diagnosed with
dementia. They have differentiated the changes in family lives
based on stages of dementia. They are early-stage, middle-
stage and late-stage dementia. The ecarly stage is the stage
before the disease is diagnosed and the signs of dementia
did not prominently show. At this stage, the lifestyles of the
entire concerned people are not affected. Podgorski & King
(2009) citing the article of Logsdon, McCurry and Teri (2007)
emphasize the importance of acquiring needed knowledge
about the disease progression and the timely medical tests.
This means that the availability of full and understandable
information for the dementia patients and their caregivers may
affect their future state of mental and physical health. As the
significance of raising awareness is high, the respondents for
the present work should be asked if they are given enough
informational support.



With the beginning of the middle stage, as Podgorski & King
(2009) suggest, the dynamics within the family change greatly.
The family members will begin to feel the distress. There are
two sources for such a distress. On the one hand, they feel the
so-called “anticipatory grief” (Podgorski & King, 2009, p.
25). Anticipatory grief refers to a feeling of sadness related
to anticipation of upcoming challenges and future changes in
relative’s health. Sweeting & Gilhooly (1990) explains that
people feeling anticipatory grief go through the same stages
as a real grief. Thus, psychologically it is challenging for the
patient and the caregiver. Overcoming this grief during the
middle level progression of the disease can be difficult for
some people and impossible for another (Relojo-Howell, 2020,
September 11). The certain group of people will need to seek
for specialist help. This includes both patients and caregivers.
Thus, that is the stage where psychological distress of the
caregivers is expected to start.

Moreover, in the middle stage of the dementia, the relationship
between the family members may worsen. This is connected
with the fact that dementia patients start needing continuous
support and the family members will need to make a tough
decision of giving up their jobs, hobbies, and spare time. At
this stage, siblings or spouses may become annoyed at each
other for not sharing the responsibility. There is an evidence-
based conclusion stating that “family conflict is most prevalent
in cases of mild to moderate dementia, most often between
siblings, who may make accusations of neglect or exploitation
or fail to communicate entirely” (Podgorski & King, 2009, p.
25). In other words, except being saddened by the fact of the
illness of the relative, the caregivers are stressed by worsening
of the relationship with the closest relatives. At this point, they
may feel emotions such as disappointment, sadness, aggression,
frustration and abandonment. Together with a newly emerged
responsibility of constant surveillance over dementia patients,
these feeling lead to a substantial worsening of the mental
health of the caregiver. Most of the times, these problems are
accompanied by sleep deprivation and insufficient diet (Gibson
et al., 2014; Leggett et al., 2018). In fact, several scholars
emphasize the importance of healthy family relationships for
future mental health of a main caregiver (Podgorski & King,
2009; Steadman, Tremont, and Davis, 2007; LoboPrabhu,
Molinari & Lomax, 2006). Depression and anxiety are said to
emerge from the initial conflict at the middle-stage dementia.
Moreover, authors such as Podgorski & King (2009) and
Steadman, Tremont, and Davis (2007) agree on the opinion
that pre-existing understanding between the siblings and
spouses helps to establish fare and adequate responsibility
sharing. This helps to avoid many direct conditions that lead
to a psychological distress. Thus, in order to examine the
extent to which the studied group has healthy relations with
the family members and how the responsibilities are shared
between them, this need to be included in the questionnaire.
Steadman, Tremont, and Davis (2007) list possible indices that
can be used to measure the caregiver perception of his distress
and discontent. They can also be used to anticipate future
distress, depression and other mental diseases. These indices
are “caregiver perceptions of current problems, satisfaction

and amount of social support, available resources, coping
skills, and feelings of self-efficacy” (Steadman, Tremont, and
Davis, 2007, p. 116).

Steadman, Tremont and Davis (2007) have conducted an
important work in appraising the caregiver distress. They
have studied 72 patient-caregiver pairs who lived together.
The focus area was the relationship satisfaction level before
the patient was diagnosed with dementia. In other words, the
relationship quality that existed prior to finding out about the
disease significantly influenced the consequent caregiver stress
amount. This aligns with Podgorski & King’s (2009) view of
the family dynamics in middle stage dementia. Nevertheless,
Steadman, Tremont and Davis (2007) perform a statistical
analysis of the variables such as the premorbid relationship
satisfaction, burden survey and other questionnaires and
checklists. The results have been regressed, and, the findings
are as follows.

Caregivers with retrospective reports of low premorbid
relationship satisfaction perceived greater burden than
caregivers with retrospective reports of high premorbid
relationship satisfaction. We also found that caregivers with
less premorbid relationship satisfaction were more likely
to negatively react to patients’ behavior and have strained
communication and problem solving skills (Steadman,
Tremont, and Davis, 2007, p. 119).

The aforementioned can serve as a possible predictor of
a caregiver burden after the dementia is diagnosed. The
authors explain that if the perceptions of the caregivers were
modified and relationship problems were worked out, the
caregiver burden would decrease and the caregivers would
feel themselves less stressed (Steadman, Tremont, and Davis,
2007, Kales, H., Gitlin, L., & Lyketsos, C., 2014).

The last and the most severe caregiver psychological stress is
connected with late-stage dementia. At this stage, the patients’
behavior deteriorates significantly and their functionality
falls. At this stage, the relatives will need to constantly watch
the patient and help with all necessities including personal
hygiene. In some case, caregivers will have to carry the patient
around. There are several stress triggers for caregivers at this
point. The first, a certain category of caregivers will need
to quit their jobs and social life. This adds up to other stress
stimuli as the person giving up his daily activities, routine and
financial independence.

Another problem that the caregivers face at this stage is
connected with making a decision to place a patient in a
specialized geriatric care centers. However, Podgorski &
King (2009) suggest that caregivers who had problems in
relationship with the patient before the illness, and, those who
did not receive any support are inclined to feel less stress at the
moment of placing a patient in the specialized center. Other
categories of caregivers may be exposed to stress for not bearing
the challenges. They accept the case of institutionalization of
the patients as an example of betrayal. As they felt guilt, they
are likely to have psychological problems as well.



Drebing, McCarty & Lombardo (2002) investigate the level
of stress that employees of geriatric centers were exposed to
while working with late-stage dementia. In the case of non-
relative caregiver, not only disease related triggers affect the
stress levels of the caregiver, but also the negative attitude and
overly high expectations of the relatives.

All of the aforementioned mainly concerned siblings. However,
there are cases when a caregiver is a spouse of the dementia
patients. Kaizik ef al. (2017) compare the caregiver burden of
spouses versus other relatives. They found out that spouses felt
more stressed and more miserable because their lives were out
of control due to a spouse’s disease. However, the surprising
conclusion made by Kaizik et al. (2017) is that overall level of
stress was higher for children of dementia patients compared
to spouses.

Having analysed the existing literature, the table has been
created. The table summarizes the key features of studies
conducted on the subject of psychological stress of dementia
carers.

Year of Author / Data Tested variables
publication | authors sample
2008 Ferrara et | 200 Stress, depression,
al. people | disease connected with
caregivers stress
2017 De Cola 59 54 questions examining
et al. people | how respondents felt
left out
2007 Steadman, | 72 Relationship
Tremont people | satisfaction
and Davis
2017 Kaizik er | 90 Spousal and children
al. people | caregiver burden,
caregiver stress of
residing and non-
residing caregivers

Table 1: Summary of the existing researches on the subject of
psychological distress of dementia caregivers

Table 1 presents a few studies which have similar objectives
to the present thesis. The number of respondents varied from
59 people to 200 people. All of the mentioned scholarly works
focused on evaluating to what extent the caregivers were
experiencing distress, depression or had other mental and
physical illnesses. Based on the studied literature, the author
of the present thesis has developed her own objectives, chosen
the means and tools of the study and have selected the research
methodology, which are presented in the following two parts
of the paper.

As have been mentioned above, the present thesis has a general
aim of evaluating the existence and severity of psychological
distress among the caregivers who take care of dementia
patients residing in Russia and Kazakhstan. From the aim of

the paper, the following objectives can be deducted:

e To classify the existing knowledge on the studied topic in
order to build a basis for the research;

e To construct a survey and collect primary data from the
people whose life is directly affected and who are involved
in caregiving in Russia and in Kazakhstan;

e To revise the collected data and present findings that
answer the research question;

* To draw conclusions and offer recommendations for
future studies in the area of psychological distress of the
caregivers involved in supporting the dementia patients.

To sum up, the aim is to identify whether the chosen group of
people suffer from caregiver burden or experience other forms
of psychological distress. All of the objectives align with the
general aim and are consequently worked through in a thesis
paper. As for the following part of the thesis, it presents the main
features of the data used in the research and the methodology
employed to carry the research out.

The data for the analysis was collected using the digital survey
portal Google Forms. There were 23 questions of different forms
(multiple-choice, open-end questions and scale questions). The
author created all of the questions herself. Two questions are
designed to describe the demographic image of the respondents
such as gender and age. The data is collected to examine to
what extent the caregivers of dementia patients from Russia
and Kazakhstan feel the caregiver burden and to what extent
they feel abandoned. The choice of geographical location of
the caregivers have been made based on two reasons. The first,
there are online communities, whose members were willing
to take part in the research and answer the questions. They
live in both countries. As Kazakhstan and Russia have many
commonalities in social and economic state, then the decision
to include respondents from both countries have been made.
Second, the surveys were conducted in Russian and all of the
respondents spoke Russian language freely. As the author of
the thesis paper speaks Russian fluently as well, there was no
need in interpreting services.

Moreover, the questions are designed to reveal to what extent
they are supported financially. At the end, the questionnaire
contains an open-end question, which allows the respondents
share any thought they may want to share related to the subject
of the research.

It is important to point out that personal information was
not collected, and the respondents were not paid. All of the
respondents have voluntarily answered the questions of the
questionnaire. This allows the author to assume that all of the
answers were given in a sincere way. Moreover, as no personal
information is revealed, there was no need to sign an informed
consent form. The caregivers are referred to as Caregiver 1,
Caregiver 2 and so on.

There were 52 respondents living in various regions of the



Russian Federation and the Republic of Kazakhstan. Regarding
the gender, only 3 out of 52 respondents were men. Their ages
differed greatly being 24, 43 and 67. The 49 respondents were
females. Their average age was 44.89 years and the median
age was 45. The mode of the ages of female caregivers
was not taken into account, as it would not add value to the
analysis. The average age of females and males together was
44 .88, and the median age equalled 44 and 45. The indices are
quite similar as the quantity of male respondents is low. The
following graph illustrates the distribution of caregiver ages
divided groups with a 5-year-step.

10

8

23 30 33 40 43 30 33 60 63

Figure 1: Number of respondents in age groups
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It is evident that there are more than six people in each age
group starting from 30 to 55.

There are seven caregivers of 60 and over, and there are two
caregivers of 25 and under.

The answers to the questionnaire is the main dataset that will
be analysed to answer the main research questions. The tables
in appendices B, C and D contain detailed answers of the
respondents.

Methods

Qualitative research is a research which analyses non-numeric
data in order to develop an understanding of the notions,
attitudes, opinions, experiences and social phenomena.
Compared to quantitative research, which works with
numerical data and reveals the trends and patterns for existing
or future phenomena, qualitative research allows the researcher
gather and develop an insight that will broaden the research
area for future studies. Qualitative research is widely used
in psychology as it reveals the way studied group of people
make sense of their experiences and the situation. The main
purpose is to understand the situation from the perspective of
the studied people or to understand how these people manage
the issues and cope with the conditions arisen from the certain
phenomenon. The conclusion in such research will reflect the
real life situation in deeper and more profound way.

As an approach of the qualitative research, the author uses
phenomenological research, which aims to appraise a
phenomenon by investigating and interpreting subjective
opinions and experiences of people living within the certain
circumstances or a phenomenon (Heidegger, 2005). That is
to say that in order to evaluate to what extent the caregivers

are experiencing psychological distress, one would need to
gather and analyze their perceptions, opinions, attitudes to the
circumstances they live in.

As for the research methods, the present thesis will employ
qualitative analysis based on a survey. This method will allow
drawing conclusions from the conducted semi-structured
analysis (Appendices). As the survey has options to choose
from in some case and open questions, where respondents
can answer using any amount of words, then the results
are expected to provide answers reflecting the respondent
experiences in-depth.

For the first part of the survey, where the answers are given
in a form of predefined options, frequency and proportions
will be analyzed across age groups, across number of years
in caregiving and other parameters. This way, the author will
attempt to find patterns in thinking of the respondent caregivers.
For the part with open questions, all of the answers will be
collected in one place, translated from Russian into English,
and then categorized. For categorization, the author will code
the meaningful sentences and code them using Microsoft Word
and Excel functions.

In conclusion, according to the information provided above,
the present thesis will employ qualitative research with
phenomenological approach based on online surveys with
mixed structure.

Results and discussion

The present part will display the core findings of the study
carried out based on the methodology described above. The
results will be presented without bias and in the order the
questions are displayed in the survey. The questions will be
grouped in order to deliver concise but informative findings.
Respondents were asked to evaluate their current health state
including mental and physical health. The results of the survey
are displayed below:

30

25
20
Quite good (2)
15
Averzge (3)
10
= Quite bad (4)
5
m Bad (5)

Quite Averzge OQuite Bad (5]
good (31 bad(4)
(2)
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Quite good (2)
Averzge (3]
» Quite bad (4)
 Bad [5)

Figure 2: Self-evaluation of health state, quantity and
percentage

The question asked respondents to choose from a scale an
option that shows the state of their health. From the data, it
becomes clear that twenty-eight people or 54% of respondents
have indicated quite bad health state. Four respondents (8%)
thought their health was bad. Other 20 respondents thought
that their health was average or quite good. The age and state
of health was correlated using Microsoft Excel software, where
the correlation coefficient was 0.02, which allows the author to
conclude that the Simpson’s paradox is not present in this case.

Age group from 25 to 45

Quite
Bad (3) s00d (D)
10% 14%

Average
(3)
24%
Age group from 50 to 65
Bad (3) Quite
% good(2)
4%
Average
3)

36%

Figure 3: Self-evaluation of health state based on two age
groups from 25 to 45 and from 50 to 65

As clearly seen from comparison of Figure 2 and 3, the general
tendency is present and more than half are not satisfied with
their health state regardless the age. Thus, one can assume that
caregivers are generally not satisfied with their mental and
physical health.

Between 10-15 yvears s

Between 5-10 years

Between 3-3 years

Between 1-3 vears
Lessthan a year ms—

0 2 4 6 8 10 12 14 16 18
Number of respondents

Figure 4: Number of years the respondents were involved in
caregiving

As illustrated in Figure 4, the majority of respondents (31
people) have a caregiving experience of three or more years.
Twenty-nine percent have five and more years of experience.
Thus, the effect of caregiving on the level of psychological
stress can be traced as these people have been engaged in the
caregiving activities for a long time.

Answers behind the reason why people are engaged in
caregiving were distributed in the following way:

Options Number of | Share
respondents

Familial sentiment 46 87%

A hired caregiver 6%

There is nobody else except me | 3 6%

who will do it

Planning on inheriting the patient’s | 1 2%

belongings

Table 2: Answers to question 5 of the survey

Eighty-seven percent of the respondents are engaged in
caregiving because the patient is their relative. In three cases
the patient is not only a relative, but also the caregiver is the
only relative of the dementia patient. Thus, 49 caregivers out of
52 were related to the patient as a child caregiver or a spouse.
In four cases or in 8% of the cases the caregiver was not related
to the dementia patient. Three out of four were paid for their
services, while one respondent had been promised to inherit
the belongings of the patient after his death. To continue, 28
out of 52 respondents (54%) were the only people who cared
for the patient. This meant that these people were continuously
in charge of taking care, running errands and managing the
needs of the patients with dementia, and did not have time
for themselves. For instance, 13 out of 28 worked full time
along with being an only caregiver. All of these 13 respondents
indicated that they did not receive any help from neither
the state nor the charities. Moreover, seven out of these 13
respondents indicated that they feel stressed more than several
times a day. Thus, 13.5% of the studied population indicated
that they were the only person who cared for the patient. They
did not receive any support and they were stressed during
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the daytime each day. What is more important, these people
marked their health state being average or bad.

To continue, the proportion of people who were not the only
caregiver for the patient was 46%. The occupation of the
respondents was distributed in the following shares (Figure 5).

Unem ploym ent support from the state Il

Yes [work part-time I

Yes, [ have non-regular income / rare income sources W
such as occasional extra work
Yes. T have a regular income without a need of being at

the office |

Ireceive apension MM
I do not have an incom e source NN
Y es, Twork fual1-tim e 000000000 OO

0 10 20 30
Number of respondents

Figure 5: Occupation of the respondents

From the data displayed in Figure 5 it becomes clear that almost
the half of the respondents are employed full time, which adds
to the stress experienced from being a caregiver. The average
self-assessment of the health state of these people was equal
to 3.7, which indicates that majority marked their health to be
“bad” or “very bad”.

Moreover, the table below indicates the answers of people
employed full-time to questions 11 and 12 (Appendices A, C).

Yes | No
Do you have enough money for your needs? 11 |13
Do you have enough time to solve your own | 6 18
problems / run errands?

Table 3: Answers to questions 11 and 12 by respondents
employed full time

It is clear that more than half are not able to satisfy their
own needs despite the fact that they are employed full-time.
Moreover, 18 of 24 full-time working caregivers were unable
to take care of their own problems.

Moreover, only two respondents felt minor stress. They either
had no stress or experienced it only in several occasions during
a month (Figure 6).

Several times

amonth
4%

A few daysa
week
42%
More than a
few times a
day
0%

I am not
stressed
4%

Figure 6: Frequency of experiencing stress by respondents
employed full time

At the same time, the table proves how stressed the people
can be if they are engaged in 24/7 caregiving to dementia
patient and in 40 hours a week job. Fifty percent of the chosen
respondents experienced stress during the day and 42% of
the respondents were stressed during a week. This makes the
proportion of the continuously stressed people equal to 92% of
the working full-time respondents.

Moreover, six people were retired and served as a caregiver to
their relatives. The frequency of experiencing stress was even
higher for these respondents. Three people indicated that they
were stressed several times a day, two of six were stressed few
times a week and one respondent indicated that he was stressed
constantly. Another caregiver who was constantly stressed was
an unemployed caregiver, who received state funding due to
an unemployment. Four respondents who were stressed during
the day were unemployed and did not have an income source.
Only one person out of all 52 respondents felt no stress during
caregiving.

From the data displayed above, one can conclude that people
who worked full working hours and had to take care of
dementia patients and retired caregivers were stressed highly.
Unemployed full time caregivers marked similar stress levels.
As for part-time working or out-of office working caregivers,
they have indicated moderate stress frequency (from several
occasions a week to few times a month).

As for the existence of state support or support from charities
or funds, six people have received state help as a caregiver,
while only one caregiver received help from charities. This
allows the author to conclude that neither state nor private
organizations support caregivers residing in countries such
as Russia and Kazakhstan. The caregivers, their needs and
problems are ignored by the institutions, which also add to the
stress levels of the named category of citizens.

Specialized support centers

Online communities
In a polyclinic  mmmmmm
I do not seek for help

Friends mmummmmmmmmummmmmmmmmmmmmm

Family

0 3 10 13 20 25

Number of respondents

Figure 7: Where the respondents look for support

From the given information (Figure 7), it becomes clear that
the caregivers do not know or do not have specialized support.
Only one person has received specialized support. Fifty-two
respondents have chosen 70 options. Thirty-seven percent
receive information and support from friends and family, who
are assumed to have none or minimal knowledge about the
disease and the psychological distress caused by it. Thirty-
three percent search for information and support online and
24% of the caregivers deal with their problems themselves.
This means that no institutional organized support is available
for the people engaged in continuous caregiving activities.
Taking into account the fact that almost none of them receive
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financial support, the high stress levels are reasonable.

The questions 14-20 were constructed in a way to evaluate
the severity of stress, the causes of stress and the opinions of
the respondents on the situation they are in. The questions and
answers are presented in Appendices A and C. For the analysis,
the following table has been constructed in order to understand
what the scale meant for the respondents.

Main focus of the | Meaning of 1 Meaning of 10
question

Experiencing No stress Severe stress
stress

Tiredness Not tired Severe tiredness
Expectations Optimistic Pessimistic

for future

improvement

Dementia Does not affect | Affects (saddens)
symptoms greatly
influence (not

recognizing)

Obligation to care | More desire More obligation
rather a desire than obligation | than desire
Angry at patient Not angry Very angry

for being sick

Breaking on at Rarely Frequently
others sue to stress

Table 4: Scales for the questions 14-20 and their interpretation

Thus, the greater the number, the greater the stress is
experienced by the respondent. The average for each caregiver
has been calculated and presented in the bar chart below
(Figure 8). It is evident from the bar chart that the number of
people who have reported minimal stress levels or negative
emotions from caregiving is extremely low. Three people had
minimal stress (average 1 and 2 for all answers). Ten people’s
answers prove their stress levels to be average.
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Figure 8: Number of respondents with various stress levels
(average)

At the same time, other 39 respondents had experienced from
average to severe stress. Most of the respondents have marked
6, 7 and 8 out of 10, which is the highest possible level of
stress included in the survey responses. Three respondents
were severely stressed according to the survey.

4

| Betow averaze | ‘\:—\bnveavemge |
3

ZHHHHHHHHHHH H HHH HHHH HHHH HH

22 29 31 32 33 34 33|36 37 38 30 40 42 43 44 45 46 48 48 30 51 33 34 35 36 57 38 39 67 68

Figure 9: further investigates the psychological stress
experienced by the respondents.

Only a minority of respondents have answered the questions
from 14 to 20 in a positive way, indicating low stress levels.
Despite that, their total count for seven questions ranged from
22 to 35. In other words, their average mark was from 3 to
5. However, as it is evident from Figure 9, the majority have
experienced stress and stress related issues severely. The total
count for them for questions 14-20 varied from 36 to 68. Thus,
the study of the survey results reveals the signs of severe stress
in the majority of the respondents.

The present thesis paper has some limitations that occurred
due to Covid-19 pandemic consequences. Due to inconstant
sanitary rules, the author was not able to meet the respondents
in person in order to interview them. Moreover, the stress
experienced by the respondents may be partially influenced
by the lockdown and from the psychosis connected with
the Covid-19 related concerns. However, the author does
not include any of that into the research and has warned the
respondents to avoid mentioning the Covid-19 related mental
problems if that was possible.

The author has reconsidered the content of the survey questions
in order to avoid design bias. That is to say, there was no
purpose to convince the respondents to prove the author’s point
in purpose. Moreover, there was no participant bias, as all of
the respondents took part in the survey voluntarily. Moreover,
the author is aware about the analysis bias. Thus, she carried
out the analysis without bias and with an aim of developing
and delivering a properly conducted research.

In conclusion, the present thesis has examined the existence
of psychological stress of caregivers for Dementia Patients
residing in Russia and Kazakhstan. In this regard, 52 people
living in the named circumstances were surveyed in order to
find out if these people suffer from distress and what are the
main causes of the stress. Moreover, the author aimed to find out
to what extent the caregivers are supported by the governments
or charities. All of the objectives were achieved and the author
was able to conclude that majority of the respondents felt
stressed from few times a day to few times a week. Moreover,
the intensity of their stress was from average to high.

The importance of the present thesis is in evaluating the extent
of the problem in two countries. The findings of the present
thesis can be used by scholars to receive an insight regarding



the caregivers of CIS counties, and could be used by specialised
caregiver support centres.
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Appendix A

Survey questions

1.

10.
11.

Indicate your gender

a. Male

b. Female

Indicate your age rounded to the full years

On a scale from one to five subjectively rate your health

state, where 1 is “bad, I need a medical care” and 5 is “I

am absolutely healthy”.

How long have you been taking care of a patient with

dementia?

Less than a year

Between 1-3 years

Between 3-5 years

Between 5-10 years

Between 10-15 years

. More than 15 years

What is the main reason why you care for a patient with

dementia?

Familial sentiment

b. Iam a hired caregiver

c. There is nobody else except me who will do it

d. I am planning on inheriting the patient’s flat and
belongings

e. Other answer*

Are you the only person who takes care of a patient with

dementia?

a. Yes

b. No

Do you work? Do you have an income?

a. Yes, I work full-time

b. Yes, I work part-time

c. Yes, I have a regular income without a need of being
at the office

d. Yes, I have non-regular income / rare income sources
such as occasional extra work

e. 1do not have an income source

f.  Other answer*

Do you receive any support from the state as a person who

cares for a person with dementia?

Mo a0 o

®

a. Yes
b. No
Do you receive any support from charities?
a. Yes
b. No

How much money you spend on a patient’s needs?
Do you have enough money for your needs?

a. Yes

b. No

12. 12. Do you have enough time to solve your own problems
/ run errands?

a. Yes
b. No

c. Other answer*

13.

oo o

How often do you experience stress?
More than a few times a day

A few days a week
Several times a month
I am not stressed
Other answer*

10 scale
questions

Evaluate the
following from 1
to 10

Meaning of 1

Meaning of
10

14

Experiencing
stress

No stress

Severe stress

15

Tiredness

Not tired

Severe
tiredness

16

Expectations
for future
improvement

Disagree

Agree

17

Dementia
symptoms
influence  (not
recognizing)

Disagree

Agree

18

Obligation to
care rather a
desire

Disagree

Agree

19

Angry for being
sick

Disagree

Agree

20

To be irritated at
others

Disagree

Agree

a. Friends/Friends
Family members
In the polyclinic/hospital

In specialized centers
I do not seek for help

Other answer*

b
c
d. Online Communities
e
f.
g

21. Where do you get counselling/psychological help?
(multiple choices can be selected)
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Appendix B
Caregiver Ql Q2 Q3 |Q4 |Q4 | Q5 Q6 Q7 Q8 |Q9 | QI10inRub
min | max
Caregiver 1 Female | 35 |4 3 5 Familial No Yes, I work No |No | 5000
sentiment full-time
Caregiver 2 Female |34 |2 5 10 ITama hired | No Yes, I work No |No |35000
caregiver full-time
Caregiver 3 Female | 57 |4 10 |15 Familial Yes Yes, I work No | No |40000
sentiment full-time
Caregiver 4 Female | 57 |3 10 |15 Familial Yes I receive a No |No | 15000
sentiment pension
Caregiver 5 Female | 51 |4 3 5 Familial No Yes, | work No | No | The pension of
sentiment full-time the dementia
patient covers the
expenses
Caregiver 6 Female | 32 |3 5 10 There is Yes Yes, I work No |No | 12500
nobody else part-time
except me
who will
do it
Caregiver 7 Female |44 |2 10 |15 Familial Yes I do not have Yes | No | 30000
sentiment an income
source
Caregiver 8 Female |44 |4 1 3 Familial Yes Yes, [ have No |No |20000
sentiment non-regular
income /
rare income
sources such
as occasional
extra work
Caregiver 9 Female | 44 |3 1 3 Familial Yes Yes, I work No | No |Idonotcount
sentiment full-time
Caregiver 10 | Female |27 |3 3 5 Familial No Yes, | have a No |No |20000
sentiment regular income
without a need
of being at the
office
Caregiver 11 | Female | 48 |4 10 |15 Familial Yes Yes, I have a No |No |25000
sentiment regular income
without a need
of being at the
office
Caregiver 12 | Female | 63 |4 1 3 Familial No I receive a No | Yes | 30000
sentiment pension
Caregiver 13 | Female | 34 |4 1 3 Familial No Yes, I work No |No | 15000
sentiment full-time
Caregiver 14 | Female | 57 |3 1 3 Familial Yes I receive a No |No |Ido notcount
sentiment pension




Caregiver 15 | Female | 35 5 There is No Yes, I work No |No |30000
nobody else full-time
except me
who will
do it
Caregiver 16 | Female | 58 10 Familial Yes I receive a No |No | 17000
sentiment, pension
inheritance,
payment after
the patient’s
death
Caregiver 17 | Female | 59 5 Familial No I receive a No |No |22500
sentiment pension
Caregiver 18 | Female | 51 1 Familial No Yes, I work No |No |12000
sentiment full-time
Caregiver 19 | Male |24 5 Familial No Yes, I have No |No | 17000
sentiment non-regular
income /
rare income
sources such
as occasional
extra work
Caregiver 20 | Female | 47 10 | There is Yes Idonothave |No |No | 17000
nobody else an income
except me source
who will
do it
Caregiver 21 | Female | 32 3 Familial Yes Yes, I work No | No |20000
sentiment full-time
Caregiver 22 | Female | 58 3 Familial Yes Yes, | have a No |No |Idonotcount
sentiment regular income
without a need
of being at the
office
Caregiver 23 | Female | 50 3 Familial Yes Yes, I work No |No |25000
sentiment full-time
Caregiver 24 | Female | 47 10 | Familial No Idonothave |No |No | The pension of
sentiment an income the dementia
source patient covers the
expenses
Caregiver 25 | Female | 50 3 Familial Yes Yes, I work No |No | 10000
sentiment full-time
Caregiver 26 | Female | 35 5 Familial No Yes, I work No |No | 10000
sentiment full-time
Caregiver 27 | Female | 39 3 Familial Yes Yes, I work No |No |30000
sentiment full-time
Caregiver 28 | Female | 41 10 | Familial Yes Yes, I work No | No |20000
sentiment full-time
Caregiver 29 | Male |43 5 Familial No Yes, | have a No |No |20000
sentiment regular income

without a need
of being at the
office




Caregiver 30 | Female | 41 3 Familial Yes Yes, I work No |No |5000
sentiment full-time
Caregiver 31 | Female | 53 5 Familial Yes Yes, I work No |No | 15000
sentiment full-time
Caregiver 32 | Female | 42 5 Familial Yes I do not have No |No | 15000
sentiment an income
source
Caregiver 33 | Female | 28 5 Familial Yes I sell my No |No | 12000
sentiment belongings
through an
online market
Caregiver 34 | Female | 55 10 | Familial No Yes, I work Yes | No | 25000
sentiment full-time
Caregiver 35 | Female | 48 3 Familial Yes Yes, | have a No |No | 50000
sentiment regular income
without a need
of being at the
office
Caregiver 36 | Female | 37 1 ITam a hired | No Yes, I work Yes | No | 9000
caregiver full-time
Caregiver 37 | Female | 28 3 Familial No Yes, I work No | No |30000
sentiment part-time
Caregiver 38 | Female | 65 10 | Familial Yes Yes, I work No |No | 7000
sentiment part-time
Caregiver 39 | Female | 48 3 Familial Yes I donotwork, | No |No | All of myincome
sentiment but my mother goes to a patient
supports me support
financially
Caregiver 40 | Male 67 5 Familial No Yes, I have a No | No |20000
sentiment regular income
without a need
of being at the
office
Caregiver 41 | Female | 28 3 Familial No Yes, I work No |No | 15000
sentiment full-time
Caregiver 42 | Female | 52 5 Familial Yes Yes, I work No |No |22000
sentiment full-time
Caregiver 43 | Female | 38 3 Familial No Idonothave |No |No | 15000
sentiment an income
source
Caregiver 44 | Female | 58 5 Iamahired | Yes Yes, I work No | No | The pension of
caregiver full-time the dementia
patient covers the
expenses
Caregiver 45 | Female | 56 5 Familial Yes Unemployment | Yes | No | 20000
sentiment support from
the state
Caregiver 46 | Female | 56 10 Familial Yes Yes, I work No | No |20000
sentiment full-time




Caregiver 47 | Female |32 |4 5 10 | Familial Yes Yes, I have No |No |25000
sentiment non-regular
income /
rare income
sources such
as occasional
extra work
Caregiver 48 | Female |35 |4 0 1 Familial Yes Yes, I work No |No | 15000
sentiment full-time
Caregiver 49 | Female | 36 |4 5 10 Familial No Yes, I have Yes | No |250$
sentiment non-regular
income /
rare income
sources such
as occasional
extra work
Caregiver 50 | Female |33 |3 0 1 Familial No I do not have No | No | The pension of
sentiment an income the dementia
source patient covers the
expenses
Caregiver 51 | Female |45 |4 3 5 Familial No Yes, I work No | No | 30000
sentiment full-time
Caregiver 52 | Female | 57 |4 0 1 Familial Yes I receive a No |No |20000
sentiment pension
Appendix C
Caregiver Q11 | QI2 Q13 Q14 | Q15 | Q16 | Q17 | Q18 | Q19 | Q20 | Q21
Caregiver 1 No | No A few days a 7 10 8 7 2 3 8 I do not seek for help
week
Caregiver 2 No | No More than a 9 10 10 |2 1 1 5 Online communities
few times a day
Caregiver 3 No |No A few days a 7 7 7 10 |1 1 4 I do not seek for help
week
Caregiver 4 No | No More than a 10 10 10 |2 10 |3 5 I do not seek for help
few times a day
Caregiver 5 Yes | It differs A few days a 9 10 8 10 |6 6 7 Friends Online
each year | week communities
Caregiver 6 Yes | No More than a 6 10 |5 5 10 |8 5 Friends Family
few times a day Specialized support
centers
Caregiver 7 No No A few days a 10 |9 10 |10 |6 1 8 I do not seek for help
week
Caregiver 8 | No | No I do notknow |5 10 10 3 1 I do not seek for help
Caregiver 9 No | No More than a 10 10 10 10 |8 Online communities
few times a day
Caregiver 10 | Yes | Yes A few days a 8 8 6 10 |1 1 8 Family
week Online communities
Caregiver 11 | No | No Several times a | 4 10 10 |5 1 1 5 I do not seek for help
month
Caregiver 12 | No | No More than a 8 10 |6 4 1 1 2 Family
few times a day Online communities




Caregiver 13 | No | No More than a 10 |10 10 |10 |10 |8 10 | Online communities
few times a day
Caregiver 14 | No Yes More than a 8 7 8 7 1 1 3 Family
few times a day
Caregiver 15 |No | No More than a 9 10 |6 10 |6 1 8 Family
few times a day In a polyclinic
Online communities
Caregiver 16 | Yes | Yes Constantly 5 4 1 2 10 |7 2 Friends
when I care for Online communities
a patient with
dementia
Caregiver 17 | Yes | Iwouldn’t | A few days a 7 9 10 |10 |6 8 9 Family
be able week Online communities
without
my
husband
and my
son
Caregiver 18 | Yes | Yes A few days a 5 10 |5 9 8 8 1 Family
week
Caregiver 19 | No | No Several times a | 5 8 5 10 |4 1 1 I do not seek for help
month
Caregiver 20 | No | No More than a 10 10 |5 2 1 1 10 Online communities
few times a day
Caregiver 21 | No | No More than a 10 |10 |7 10 |10 |9 9 I do not seek for help
few times a day
Caregiver 22 | Yes | No More than a 10 |8 9 1 10 |10 |6 Family
few times a day In a polyclinic
Caregiver 23 | Yes | Yes More than a 8 10 10 |1 2 3 6 Online communities
few times a day
Caregiver 24 | Yes | IfIwas More than a 7 9 8 10 |8 5 6 Family
completely | few times a day
involved in
caregiving,
there will
be no spare
time for
me and my
family
Caregiver 25 |No | No A few days a 5 10 10 |5 10 |7 10 | I do not seek for help
week
Caregiver 26 | Yes | No More than a 4 1 2 10 |5 10 10 Friends
few times a day Family
Caregiver 27 |No | No A few days a 10 10 10 |10 |1 1 6 I do not seek for help
week
Caregiver 28 | No | No More than a 9 10 10 |8 9 9 10 Friends
few times a day
Caregiver 29 | Yes | No A few days a 8 8 3 5 7 10 |3 Online communities
week
Caregiver 30 | Yes | Yes I am not 1 5 10 |10 |1 1 1 I do not seek for help
stressed
Caregiver 31 | Yes | Yes A few days a 10 |8 10 |10 |1 4 5 Friends Family
week Online community




Caregiver 32 | No | No A few days a 8 8 9 8 10 7 I do not seek for help
week
Caregiver 33 | No Yes A few days a 10 |7 9 6 9 9 I do not seek for help
week
Caregiver 34 | Yes | No Several times a | 7 9 4 9 2 8 Online communities
month
Caregiver 35 | No | No A few days a 8 8 10 |7 9 8 Online communities
week
Caregiver 36 | Yes | Yes A few days a 7 10 |8 3 10 9 Online communities
week
Caregiver 37 |No | No A few days a 9 10 |7 5 1 10 Friends
week
Caregiver 38 | No | No More than a 9 10 |5 8 10 5 Family
few times a day Online communities
Caregiver 39 | No | No A few days a 9 9 7 1 5 2 Friends
week In a polyclinic
Online communities
Caregiver 40 | No | No Several times a | 4 7 3 1 1 5 Online communities
month
Caregiver 41 |No | No More than a 8 9 10 |6 8 1 Friends
few times a day Family
Caregiver 42 |No | No More than a 10 10 10 |10 |10 8 Online communities
few times a day
Caregiver 43 | Yes | Yes More than a 6 8 8 8 6 2 Friends
few times a day Online communities
Caregiver 44 | Yes | Yes More than a 10 10 10 |1 1 10 I do not seek for help
few times a day
Caregiver 45 | Yes | No Constantly 3 2 8 Online communities
Caregiver 46 | Yes | No A few days a 10 5 2 In primary care
week facility I received
unsatisfactory
treatment, thus, I did
not look for another
support source
Caregiver 47 |No | No More than a 9 10 10 |7 2 8 Friends
few times a day Family
Caregiver 48 | No | No More than a 10 10 1 10 |10 8 Friends
few times a day Online communities
Caregiver 49 | No | No More than a 10 10 10 |9 3 8 Family
few times a day
Caregiver 50 | No | No More than a 8 9 5 3 2 5 I do not seek for help
few times a day
Caregiver 51 | Yes | No A few days a 8 8 8 10 |6 10 Friends
week
Caregiver 52 | Yes | No A few days a 8 8 3 9 1 2 I do not seek for help
week
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