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Abstract

There were 727 million persons aged 65 years or over in the world in 2020. Over the next
three decades, the global number of older persons is projected to more than double,
reaching over 1.5 billion in 2050 The aim of this study was to assess burden and coping
mechanism among care giver for old age with advanced illness. A descriptive design is
utilized in this study. A Convenience sample of caregivers was used it composed of 100
of caregivers and their patients who match the criteria: primary caregivers who provide
care for the patients for at least one year and accept to participate in the study. Two tools
were utilized 1: Interviewing questionnaire composed of 3 parts, Socio-demographic data,
medical history of the patients, coping strategies used by the care giver to reduce 2 to assess
burden of caregivers. The result the current study revealed (43%) of the studied caregivers
reported high level of burden and stress, flowed (32%) reported medium level of burden
and (25%) reported low level of burden. This study conducted that caregiver factors as
Age, gender, educational level, income status, knowledge of the diseases, and coping.,
patient factors (Age, clinical symptom, and disability in daily life), and environment factors
(Health services and its utilization, and social support.) are major factors that affected
caregivers' burden. The present study recommended that Provide guideline as well as
clinical training to assist caregivers of chronic disease patients at home This helps them
deal with the burden of care and manage the stress associated with it.
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Introduction

Aging is a natural process that begins in the prenatal stage of life and lasts until
death. It is caused by irreversible cells and systems degeneration. Age is not a pathological
process, but is composed of physiological, psychological, chronological, and sociological
changes. @ Physiological age is used to express loss of structure and function. It also used
to indicate decreased awareness, learning and problem-solving skills; And sociological age
to express the decline and loss of the value given to people by society. Age refers to the
process of gradual change by which the properties of materials, structures or systems
change (for the better or for the worse)., due to biological, chemical, or physical agents
over time or with use Corrosion, obsolescence, and weathering are some of the effects of
aging. @
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According to WHO, old age means that people’s ability to meet environmental
requirements beyond their control is reduced, and people sixty-five years and older are
identified in chronological order. According to the World Health Organization, the
classification by age is as follows: Young old ages are defined as 65-75 years old, and they
represent a transition period from working life to retirement. Advanced old age is defined
as being between the ages of 75 and 85, and it is during this time that functional losses
begin to be observed. 85 years and older are considered very advanced old ages, requiring
special care and support. ©®

The aging process is natural, and people must go through many changes in their
lives. It is estimated that by 2050, the elderly population will double again, reaching nearly
2.1 billion by then. It is estimated that by 2030, there will be more elderly people than
children. Children under the age of 10 (1.41 billion vs. 1.35 billion); Projections show that
by 2050, there will be more older people aged 60 and up than teenagers and young people
aged 10 to 24. (2.1 billion versus 2.0 billion). Globally, the number of people aged 80 and
up is expected to more than triple between 2017 and 2050, increasing from 137 million to
425 million. @

Two-thirds of the world's elderly live in developing countries, where their numbers
are increasing higher than in developed countries. By 2050, it is projected that
approximately 8 out of 10 of the world's elderly will be living in developed countries. ©)

Egypt, as a developing country, is also dealing with the emerging problem of an
increasing number of elderly people. The proportion of people aged 60 and up was 4.4
percent in 1976, 5.75 percent in 1996, and 6.27 percent in 2006. The ratio is forecast to be
6.9 percent in 2015, 9.2 percent in 2021, and 20.8 percent in 2050. This suggests that by
that time, approximately 20 million Egyptians would be classified as elderly; a large
number that resembles a complete nation in certain parts of the world. €))

The predicted rise in older adults around the world, and in Egypt in particular, is
associated with chronic diseases. Chronic diseases are chronic conditions that necessitate
constant care, periodic supervision, assistance, and maintenance in order to improve an
individual's functionality. Chronic diseases are on the rise and have been identified as the
leading cause of death worldwide. Chronic diseases will not only change certain aspects of
patients’ lives, but also bring different burdens and responsibilities those who provide
caregiving at home or in a hospital setting. ®)

Caregiving is the method of carrying out the tasks and duties of caregiving and is
not limited to a particular form of assistance; rather, it includes phycological, emotional,
physical, and financial support. Routine health care issues such as drug consumption,
medications prescription, and follow-up, personal care such as washing, feeding, toileting,
dressing, transportation, shopping, petty housework, money management, and, and other
issues are all addressed. Parents are usually responsible for caring for the sick, which is
regarded as a family responsibility It is not possible to choose or intend to become a
caregiver, which places family members with great responsibilities. Some caregivers may
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find this to be rewarding helpful, while others find it difficult and stressful Caregivers'
mental or physical wellbeing, social life, and financial status have all deteriorated as a
result of caring for their families, according to the concept of caregiver burden. ®)(0)

Caregivers are known as the person or persons who are most closely involved in
caring for the elderly patient and assisting the patient to accommodate and maintain his
chronic illness during treatment Family caregivers are people who meet the majority of the
patient's physical, psychological, emotional, social and financial, care needs across the
continuum of care, from hospitalization to home care, without being compensated.
Caregivers are people who deal with stigmatic convictions on a regular basis and are
usually a close relative, parent, or spouse. %

Since the extended family system has been practiced for several years in Egypt,
elderly people are mostly assisted by their relatives. Everyone's life revolves around their
family. Thus, elderly care has traditionally been the responsibility of family members, but
in today's multicultural society, caregivers bear the burden of caring for elderly people at
home. Reduced family size, two-career families, and improved life expectancy are the key
reasons for this. Family support is influenced by geographic mobility, limited economic
ability, and a shift in attitude toward family obligations. Meanwhile, as people age, their
physical and cognitive abilities deteriorate. ©)12)

Caregiver’s burden is defined as the caregiver’s perception of their physical and
mental state, including their emotions, psychological state, personal importance and social
life, which may be the result of caring for their family. The accumulation of activities can
generate stress and affect many aspects of a person’s life, putting the quality of life of the
caregiver at risk. The burden of caregivers is defined as objective and subjective negative
consequences, such as psychological stress, physical health problems, social and financial
problems, family relationships breakdown. Desperate relationships and feelings caused by
caregiver pressure. (1314)5)

Caring for elderly patients may influence both objective and subjective aspects of
caregivers' lives, including physical, psychosocial, and emotional health, morale, work,
economics, social activity, relationships, and sexual life. Studies that assess the
psychological impact of caring have found that the level of anxiety and depression of
caregivers is higher than that of the general population. Caregivers who provide informal
care, from physical assistance to psychological. Therefore, these caregivers may encounter
high levels of burden as a result of the patients' and caregivers' characteristics. This burden
may have a negative impact on the caregivers' health, social life, and overall well-being.
As a result, burden in all phases, including physical burden, psychosocial burden,
emotional burden, and economic burden, has a negative impact on the lives of both
caregivers and their families. (16)

Caregivers usually do not encounter difficulties until signs of burnout appear.
Financial support for the elderly cannot be covered either. In addition, the lack of publicly
funded elderly care infrastructure may make it difficult to care for the elderly. In developed
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countries, the governments play important roles in helping the elderly, while in developing
countries, families are the primary caregivers for the elderly, the majority of elderly people
rely entirely on family members for support. @7

Caregiver burden is correlated with several interconnected factors, including
sociodemographic variables for both patients and caregivers. Caregivers' health status, time
spent caring, and job complexity, subjective awareness and coping are all predictors of
family caregiver stress., as well as environmental factors such as health facilities and their
use, as well as social support. 18

Coping strategies are individuals' cognitive and behavioral efforts to interpret and
solve challenges, which typically includes all analytical studies that define Coping as the
mechanism by which a person attempts to handle stress. The emotion-focused coping
mechanism includes the ability to forget about the issue or to seek emotional help from
others. Acceptance (accepting the truth of what happened and learning to deal with it);
emotional support (getting emotional support, comfort, and empathy from others); humor
(joking about it, making fun of the situation); and constructive reframing (trying to see it
in a different light, making it sound more positive, and looking for something positive).
religion (trying to find solace in my religious or spiritual beliefs and prayer meditation. ()

Individuals who use the problem-focused coping strategy tend to deny and
objectively evaluate the problem in order to catch the likelihood of modifying or
dominating it in order to minimize the negative effects of mental stress. Problem-solving
abilities aid in determining the root of a problem and devising an appropriate solution.
Active coping (concentrating my attention on doing something about the situation I'm
in/taking steps to try to make things better); instrumental support (get help and advice from
others)0; and planning (trying to come up with a solution on what to do/ think carefully
about the steps to follow) were the problem-focused tactics most commonly used. %

Dysfunctional coping mechanisms mediate the relationship between problem habits
and depressive symptoms to some extent. The following coping mechanisms were the most
widely used: behavioral isolation (giving up trying /the effort to cope); denial and rejection
(telling yourself that this is not true /refusing to accept that it has happened). Self-
distraction (turning to work or other tasks to keep my mind off things/doing something to
make me think about it less); self-blame (criticizing/accusing myself for things that
happened); substance use (using alcohol or other substances to make me feel better/to help
me get through it); venting (saying things to get rid of unpleasant emotions /express my
negative emotions). 1)

Nurses can help caregivers reduce uncertainty and improve coping by explaining
the factors that lead to caregiver burden and uncertainty and assisting caregivers in
anticipating the effects of the caregiving position. Nurses educate family members so that
they can accept and provide treatment safely. determining training requirements,
disseminating knowledge and involve family members. In discharge plans and patient-
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related decisions will increase self-esteem and be willing to accept help from family
members. ?2)

Nurses offer understandable information to family caregivers in a variety of ways,
and they do not expect family caregivers to seek information on their own. Along with
family members, nurses play an important role in addressing family needs and delivering
home care. Nurses provide the necessary services to family members as well as provide
them with the necessary guidance. Nurses assist family members with home care tasks.
Nurses are aware about counselors such as psychologists and other supportive
organizations and may refer caregivers to them if necessary. 2%

Significance of the study

Caregiving influences all aspects of life, including the physical, psychosocial,
financial, and spiritual aspects. The most common physical problems identified by
caregivers included difficulty falling asleep, exhaustion and fatigue, discomfort, lack of
physical strength, loss of appetite and the loss of weight. Caregivers interrupt social
connections, events, and activities because their attention and time are concentrated on the
patient and their rehabilitation. Caregivers place a financial burden on family members,
both in in terms of direct expenses and recent income and benefits. Long-term financial
consequences of caregivers include a lack of retirement savings. ¢4

The emotional component of the caregiver's experience can be characterized as
intensely emotional, full of hope and fear for the caregiver's desperate situation. Caregivers
are more likely to develop unhealthy habits such as smoking, becoming sedentary, and
overeating. The caregiver suffers from insomnia. the immune system Weakness, increased
susceptibility to colds and infectious diseases. 2>

Determining the relationships between stress and the social, physical, emotional,
and economical aspects burdens of caregivers with chronic and advanced diseases will help
protect and promote successful coping strategies to help caregivers manage their stress and
the health of patients. Caregivers attempted to deal with the challenges they faced, using
both effective and unsuccessful coping strategies. caregivers should be aware of the
connection between caregiving and stress, as well as coping strategies. Caregivers should
try to shift people's attitudes toward positive coping mechanisms in this direction. 2®)

Aim of the study.

To assess burden and coping mechanism among care giver for old age with
advanced illness.

Subjects and Methods

Research design:

A descriptive design was utilized to assess to assess burden and coping mechanism
among care giver for old age with advanced illness.
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Research Setting:
The current study will be conducted in Beni-Suef university hospital.

Study subject

Subjects in this study were all the caregivers who match the criteria of the study
include 100 elderly patients and 100 caregivers from estimated total 2500 elderly patient
and their caregivers visiting Beni suef university hospital.

A Convenience sample of caregivers was selected according to the following
criteria: primary caregivers who provide care for the patients for at least one year and
accept to participate in the study.

Data collection tools:

Tool of the study:

Tools of data collection

Tools were used by the researcher for the collection of the required data based on
review of relevant literature.

1: Interviewing questionnaire was developed by the researcher, and it composed
of 3 parts: -

Part I: Socio-demographic data (appendix I):

it consists of 10 questions, and was designed to collect data about age, educational
level, marital status, family members, monthly income, practicing exercise, working hours,
sleeping hours, experience/ year, and department.

Part 11: medical history of the patients

Part I111: Coping strategies used by the care giver to reduce burden.
PART VI: to assess burden of caregivers.

Tools Validity:

Face and content validity of the study tools was assessed by jury group consisted
of five experts (They are Faculty members of Community Health Nursing Department at
Beni-Suef University). Jury group members judge tools for comprehensiveness, accuracy,
and clarity in language. Based on their recommendation, correction, addition and / or
omission of some items was done.

Field work:

Data collection of the study was started at the beginning of March 2019 and
completed by the end of June 2019. The researcher attended at the geriatric units three days
per week from 9am to 2pm at Beni-Suef university hospital for all the older adult is already
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diagnosed with multi comorbidities disease’, receiving medical and nursing care for at least
3 months. The researcher first explained the aim of the study to the participants and
reassures them that information collected will be treated confidentiality and that it will be
used only for the purpose of the research.

111- Administrative Design

An official letter requesting permission to conduct the study was directed from the
dean of the faculty of nursing Beni - Sueif University to director at Beni-Suef university
hospital to obtain their approval to carry out this study. This letter included the aim the
study and photocopy from data collection tools to get their permission and help for
collection of data.

Ethical Consideration

The study was conducted with careful attention to ethical standards of research and
rights of participants. Verbal consent was taken from each nurse as well as patient to
participate in this study. During the initial interview, the purpose of the study and the
procedures were explained to the participants. The subjects were assured that all
information will be confidential and will be used for the research only to assure the
confidentiality of the participants. Participants will be assured that their participation in the
study is voluntary and that they can refuse to participate in the study. It will be explained
that there are no costs to participate in the study.

1V- Statistical Design:

The collected data were organized, tabulated, and statistically analyzed
using SPSS version 19 (Statistical Package for Social Studies) created by IBM, lllinois,
Chicago, USA. For numerical values, the mean and standard deviations were calculated.
Chi square test was used to detect the statistical differences between variables. When chi
sqguare test was not suitable due to presence of observations with small number, Monte
Carlo exact test was used. data. The correlation between study variables was calculated
using Pearson’s correlation coefficient the level of significant was adopted at p<0.05.

Results:

Table (1) shows the distribution of socio-demographic characteristics of studied
caregiver, the table shows that. (67%) of the study sample were female and (33%) were
male. In the term of caregivers age, it was observed that half of the study sample (50%)
were at the age between (30) and (40) and (29%) were at the age between (41) and (50)
while the rest (21%) were at the age less than (30). In concern of education, all the study
sample (100%) had received formal education. around half of the participants (45%) had
received secondary education and (33%) studied in primary school. There were (22%) had
received higher education. As to social status, less than two- thirds of participants (64%)
were married and more than one - third (34%) were single. Referring to economic status,
it was shown that more than three- fifths (62%) of the study sample had economic problems
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while less than two -fifths (38%) had no economic problems. In terms of occupation, more
than three- fifths (61%) of the study sample were employed and had work whereas nearly
two- fifths (39%) were unemployed. As to residences less than two thirds the participants
(63%) lived in rural areas such as and less than two - fifths (37%) lived in urban areas such
as cities and towns.

Table (1) Distribution of studied care giver according to their socio-
demographic characteristics

items N %
Gender

Male 33 33
Female 67 67
Age

Less than 30 21 21
30-40 50 50
41-50 years 29 29
Education

Primary 33 33
Secondary 45 45
High education 22 22
Social status

Married 66 66
Single 34 34
Economic status

Problematic 62 62
Non problematic 38 38
occupation

Employed 61 61
Unemployed 39 39
Residence

Rural 63 63
Urban 37 37

Table (2): describes the distribution of studied old age patients according to their
history of the disease. The table reveals that. that more than three — quarters (78%) of
patients with hypertension. and more than half (56%) had medical history of congestive
heart failure. More than one — fifth (23%) of patients had Renal failure. More than two-
third of patients (67%) had diabetes mellitus. while more than three — fifths (61 %) of
patients had liver disease.
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Table (2) Distribution of studied old age patients according to their history of the

disease.

Items N %
Medical history

Congestive heart failure 56 56
DM 67 67
HYPERTENSION 78 78
RENAL FAILURE 23 23
LIVER DISEASES 61 61

Table (3): reveals that more than four — fifths (82%) of patients were dependent on
toileting while less than one — fifth (18%) were independent. more than four — fifths (83%)
the study sample were dependent in feeding while less than one — fifth (17%) were
independent. the dressing and continence appeared in close proportions (65%) and (63%)
respectively for two- thirds of the study sample while more than one- third (35%) was
independent in dressing and less than two — fifths (37%) were independent in continence.
Nearly three quarters of the sample (73%) were dependent in transferring the rest were not.

Table (3) Distribution of studied old age patients according to their level of

independence.

ltems dependence independence
N % N %

Dressing 65 65 35 35

Toileting 82 82 18 18

Transferring 73 73 27 27

Continence 63 63 37 37

Feeding 83 83 17 17

Figure (1): shows that around three- fifths (59%) of studied sample were
unsatisfied about their level of knowledge whereas two - fifths (41%). were satisfied
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Figure (1) Distribution of studied sample according to their total level of knowledge

Table (4): The data reveals that half of the study sample (50%) rarely stressed as
they felt embarrassed over their relative's behaviors. There was one — quarter (25%) rarely
stressed that their relatives ask for more help than they need also one — quarter (25%) rarely
stressed as they were uncertain about what to do about their relatives. Data also reveals that
three — fifths (60%) of the study sample sometimes stressed that they did not have time for
themselves because of the time they spent with their relatives. There were more than half
(55%) of the study sample sometimes stressed as they did not have as much privacy as they
would like because of their relatives also There were more than half (55%) of participants
sometimes stressed that their relatives seem to expect to take care of them as if they were
the only persons the relatives could depend on. It is also shown that three — fifths (60%) of
participants usually felt stress about the future of their relatives. there were more than half
(51%) of the study sample usually stressed that their relative need more care from them.

Figure (2): reveals that more than two — fifths (43%) of the study sample had high
level of stress. There was around one- third (32%) of participants experienced medium
level of stress whereas one- quarter (25%) of the o participants experienced low level of
stress.
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Table (4) Distribution of studied sample according to their stress level

Question Rarely Sometimes Usually,
uesti

N % N % N %

Do you feel that your relative asks for 25 25 40 40 35 35
more help than he/she needs?

2- Do you feel that because of the time you 15 15 60 60 25 25
spend with your relative that you don't
have enough time for yourself?

3- Do you feel stressed between caring for 19 19 46 46 35 35
your relative and trying to meet other
responsibilities for your family or work?

4- Do you feel embarrassed over your 50 50 24 24
relative's behaviour?

5- Are you afraid what the future holds for 10 10 30 30 60 60
your relative?

1

26 26

6- Do you feel your relative is dependent on 23 23 45 45 32 32
you?

7- Do you feel your health has suffered 27 27 43 43 30 30
because of your involvement with your
relative?

8- Do you feel that you don't have as much 12 12 55 55 33 33
privacy as you would like because of
your relative?

9- Do you feel that your social life has 15 15 40 40 45 45
suffered because you are caring for your
relative?

10- Do you feel uncomfortable about having 18 18 42 42 40 40

friends over because of your relative?

Do you feel that your relative seems to 16 16 55 55 29 29
expect you to take care of him/her as if
you were the only one he/she could
depend on?

12- Do you feel that you don't have enough 11 11 48 48 41 41
money to take care of your relative in
addition to the rest of your expenses?

13- Do you feel that you will be unable to 19 19 50 50 31 31
take care of your relative much longer?

11

14- Do you feel uncertain about what to do 25 25 40 40 35 35
about your relative?

15- Do you feel your relative need more care | 23 23 26 26 51 51
from you?
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Figure (2) Distribution of studied sample according to their total level of stress

Table 5) the data reveled that near half (45%) of the study sample do not use
exercise. Also, near half (45%) of the study sample sometimes use behavioral
disengagement to cope with stress. There were around two- thirds (65%) of the study
sample do not use acceptance to cope with stress also (65%) of the study sample usually
use Instrumental Support to cope with stress and four — fifths (80%) of the study sample
usually use religion to cope with stress. data also revealed that one -tenth (10%) of the
study sample do not use self-blame also three — quarters (75%) do not use Prescribed
Medications to cope with stress. there were less than two- thirds (64%) do not use substance
and (60%) do not use denial to cope with stress. Whereas less than one - fifth (18%) of the
participants usually use denial.it is shown that more than two — fifth (44%) use positive
reframing whereas more than one — fifth (21 %) do not use.

Table (5) Distribution of studied sample according to their coping.
Question Usually, Sometimes Do not use
N % N % N %
1- Exercise 27 27 28 28 45 45
2- Behavioral Disengagement | 19 19 45 45 34 34
3- Acceptance 14 14 21 21 65 65
4- Planning 22 22 28 28 50 50
5- Instrumental Support 65 65 21 21 14 14
6- Emotional Support 37 37 18 18 45 45
7- Active Coping 27 27 30 30 43 43
8- Religion 80 80 10 10 10 10
9- Self-blame 55 55 35 35 10 10
10- Prescribed Medications 12 12 13 13 75 75
11- Self-distraction 20 20 25 25 45 45
12- Positive Reframing 44 44 35 35 21 21
13- Substance Use 17 17 19 19 64 64
14- Humor 30 30 25 25 45 45
15- Denial 18 18 22 22 60 60
16- Venting 45 45 34 34 21 21
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Table (6): shows that There approaching statistically significant relation between
care giver level of knowledge and their residence with (p =.7). There is a highly statistically
significant relation between care giver level of knowledge and their sex (p =.001) There is
a very highly statistically significant relation between care giver level of knowledge and
their education (p =.0004). there is a highly significant relation between care giver level of
knowledge and their age were (p =.004). the results found that the three variables such as
age, gender and education had positive correlation with level of knowledge with (p<.05).

Table (6) Association between socio-demographic data of studied sample and their
total level of knowledge

Items Satisfactory Unsatisfactory

N TN | % N | % X i
Gender
Male 33 21 63.6 12 36.3
Female 67 | 20 29.8 47 70.2 104 001
Age
Less than 30 21 15 71.4 6 28.6
30-40 50 18 36 32 64 10.7 .004
41-50 years 29 8 275 21 725
Education
Primary 33| 9 27.2 24 72.5
Secondary 45 15 33.3 30 66.7 15.6 .0004
High education 22 | 17 77.2 5 22.8
Residence
Rural 63 25 39.6 38 60.4
Urban 37 | 16 43.2 21 56.8 12 !

Table (7): shows that there is nonsignificant relation between care giver level of
stress and their sex (p =.11). there is a very highly statistically significant relation between
studied sample and their education level (p =.0001). there is approaching significant
relation between care giver level of stress age (p =.7). There is a highly statistically
significant relation between care giver level of stress and their residence (p = .001). the
results found that two variables such as education and residence had significant correlation
with level of stress with (p <.05).
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Table (7) Association between socio-demographic data of studied sample and their
total level of stress 11829

Items N | LOW Medium High X2 p
N |[% N | % N |%

Gender

Male 33 |4 12.1 |12 | 36.36 |17 515 |43 11

Female 67 |21 |31.3 |20 [29.85 |26 38.8

Age

Lessthan30 |21 |7 333 |6 |2857 |8 38.09 |18 0.7

5

30-40 50 |10 |20 18 | 36 22 44

41-50 years 29 |8 2758 (8 |27.58 |13 44.82

Education

Primary 33 |3 9.09 |16 (4848 |14 4242 | 28.3 0.000

Secondary |45 |8 | 17.7 |1l |244 |26 |57.7 1

High 22 |14 |63.63 |5 (2272 |3 13.63

education

Residence

Rural 63 |10 |15.87 |18 | 2857 |35 55.55 | 125 .001

Urban 37 |15 4054 |14 [3783 |8 21.62

DISCUSSION

Caregivers care for individuals who need some level of ongoing assistance with
daily activities on a regular or daily basis. Care recipients may reside in a residential or
institutional setting and suffer from chronic illnesses or debilitating conditions. Some
caregiving aspects can be rewarding; however, caregivers may be at a higher risk of
negative health consequences. This can be stress, depression, trouble maintaining a
balanced lifestyle, and so on. As the world's population of elderly people grows, so s does
the number of caregivers. ") In 2020, there will be 727 million people in the world who
are 65 or older. Over the next three decades, the global population of the elderly is expected
to more than double, reaching over 1.5 billion by 2050. The proportion of the global
population aged 65 and up is projected to rise from 9.3 percent in 2020 to 16.0 percent by
2050. ®

Therefore, the current study aims to assess the burden and coping mechanism
among caregivers for old age with advanced illness. The study sample size was 100 elderly
patients and 100 caregivers from an estimated total of 2500 elderly patients and their
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caregivers visiting Beni suief university hospital it was a convenience sample of caregivers
according to the following criteria. Accept to participate, provide care for the patient for at
least one-year, Primary caregiver, exclusion criteria, and paid caregivers and elderly
patients residing in nursing homes.

Referring to caregivers' Gender the results of the current study revealed that one -
third of the caregiver was male and two -thirds were female this proves that there were
more women than men as caregivers This finding can be explained by the fact that women
are frequently required to play the traditional role of caregiving, women's various caring
roles, and other gender-related difficulties, such as spending more time with older adult
patients than male caregivers. Furthermore, getting less help with caregiving activities and
financial support. This finding was consistent with the findings of @® in their study
conducted in Bangladesh, which revealed that three-quarters of caregivers were female,
and one-quarter were male. Also, this finding is consistent with the study by @9 in
Zimbabwe, @9 in Egypt, and @D in the United States of America who reported that more
than two-thirds in their study sample were female and one-third of the caregivers were
male. These findings revealed that women's positions as caregivers are profoundly
ingrained in cultural gender roles and conventional family concepts. According to the
findings, the majority of caregivers are women, which is in line with our culture, in which
housewives typically take on the role of caregiver while male family members are
responsible for getting money outside the home to support their families. A recent national
survey in 2020 suggested that approximately two in every three caregivers are women ©2),
In the same vein, 3 asserted that female caregivers bear greater responsibilities than male
caregivers and clarified that they are elderly people's wives or adult daughters in their
middle age. They're much more likely to work outside the house. On the other hand, the
study of @4 conducted in Iragq mentioned that about three—fifths of the caregivers in their
study sample were male whereas nearly two-fifths of the caregivers were female.

In terms of age, the current study found that one-fifth of the caregivers were under
thirty years old, half of the caregivers were between thirty and forty years old, and less than
one-third of the caregivers were between forty and fifty years old. The majority of the
studied family caregivers in the current study were in middle age. These results were
supported by the study of © conducted in Egypt who reported that the majority of their
study sample aged less than fifty years old, 45.90+14.05 years.

Regarding the social status of the caregivers, the result of the current study
demonstrated that two-thirds of the study sample were married, and one-third were single.
This was supported by the result of @9 in his study conducted in Brazil who mentioned the
same results that two-thirds of the study caregivers were married and one third were single.
This is consistent with the findings of ©” in his study conducted in Pakistan, who found
that three-quarters of caregivers in their study sample were married and one—quarter were
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unmarried. On the other hand, the result of the study ©® conducted in Saudi Arabia,
revealed that nearly three-fifths were single, and more than two-fifths were married.

This finding revealed that the Egyptian family is known for being more welcoming
and protective of its members due to a sense of responsibility to an unchangeable situation.
Previous research in this regard, has suggested that accepting and understanding of the
characteristics of the disease can help the family stay together, even when the patient's
behavior is unpleasant during the illness. When the family caregivers accept the diagnosis

and view a crisis positively, they can come up with creative solutions to their problems.
(35)(39)

Concerning residence, the result of the present study illustrated that nearly two-
thirds of the caregivers lived in rural areas and more than one-third lived in urban areas
This might be secondary to the agricultural nature of the sample setting (Beni Suef
governorate). this result was in the line with “9 in his study conducted in India who
revealed that more than half of the caregivers belonged to the rural community, others
nearly half of the caregivers being from an urban background.

On the other hand, a study conducted in Zimbabwe by ?9 found that approximately
three-fifths of the caregivers in their study sample lived in townships, while the remaining
two-fifths lived in low-density suburbs and rural areas. In addition, “V reported in their
study conducted in Egypt that more than one-quarter of caregivers lived in rural areas
whereas nearly three-quarters lived in urban areas.

Concerning the occupational status of caregivers, the current study found that
nearly two-thirds of caregivers were employed, and more than one-third of caregivers were
unemployed. This was consistent with the findings of a study conducted by “2 in Jordan,
who found that approximately two-thirds of caregivers were employed, and more than one-
third were unemployed. It was also consistent with the findings of a study conducted in
Nigeria 3 reported that more than nine-tenths of their study sample was employed and
less than one-fifth was unemployed.

However, in a study conducted by “4 In Jordan, reported that more than four—fifths
of caregivers were unemployed, while more than one—fifth of caregivers were employed.
Furthermore, he supported these findings later in his study “® conducted in Jordan, in
which he reported that less than two-thirds of caregivers were unemployed and more than
one-third of caregivers were unemployed. In addition, the study conducted in Egypt by of
(30) found that the majority of caregivers, approximately two-thirds, had no jobs, and more
than one-tenth were employees .

Concerning the educational level, the current study found that all of the participants
in the study sample obtained education at various stages, owing to the fact that education
in Egypt is free for all and obligatory by law until the end of the middle school period. the
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high proportion of participants Nearly half of the caregivers had a secondary education,
about one-third had a primary education, and more than one-fifth had a higher education.
This was supported by a study conducted by ©8 in Saudi Arabia, which found that more
than four-fifths of caregivers had a high school diploma or higher, and more than one-fifth
had a bachelor's degree or higher. This contrasted to the study of “6) conducted in Egypt.
Who claimed that two-thirds of caregivers were illiterate, that only one-fifth had a
secondary education, and that only one-tenth had a university education level.

In terms of the medical history of the old age patients, the current study
illustrated that, more than three-quarters of patients in the study population had
hypertension, more than half had a medical history of congestive heart failure, more than
one-fifth of patients had renal failure, and two-thirds of patients had diabetes mellitus.
While three-fifths of the patients had liver disease, this result may be clarified by the fact
that chronic illnesses and co-morbidities become more common as people get older. These
results contrasted with the findings of “?) in their study conducted in Egypt, who found that
more than two-fifths of the patients in their study sample had hypertension. And just about
one-fifth had a history of congestive heart failure. Renal failure affected more than one—
tenth of the patients. Diabetes mellitus affected less than one-third of the patients. More
than a tenth of the patients had liver failure.

Regarding old age patients according to their level of independence, the current
study found that more than four-fifths of elderly patients were dependent on toileting,
nearly three-quarters of patients were dependent on bathing, more than four-fifths of the
study sample were dependent on feeding, nearly two-thirds of the patients were dependent
on dressing, almost three-quarters of the sample were reliant on transferring, while more
than three-fifths of patients were reliant on continence. The current study's results showed
that the majority of the elderly were totally dependent on all everyday activities for more
than two-thirds of their lives, while about one-third were completely independent. In the
same vein, a slightly lower percentage was reported by “® in their study conducted in Egypt
who revealed that more than half of the elderly were independent on toileting, more than
half of the elderly were independent on bathing, nearly three- fifths of the elderly were
independent on feeding, nearly three- fifths of the elderly were independent on clothing
and the same percentage of elderly were dependent on mobilization. This means that more
than half of the studied elderly were dependent on all activities of daily life.

Concerning the physical burden among family caregivers, nearly more than two-
fifths of the sample felt that their health had suffered because of involvement in inpatient
care. these results were supported by the study of “9) conducted in Vietnam who reported
that nearly half of their participants felt that their health status was affected by the
caregiving process.
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In terms of the psychological burden among family caregivers, the current study
found that two-fifths of the study sample felt unsure about what to do about their relatives
at times, and less than half felt overwhelmed between patient caring and trying to fulfill
responsibilities for family or work, as well as feeling strained when around their patient. In
addition, the sample sound to be irritated when their patients' needs or desires are not met,
resulting in burden and tension. This is consistent with the study of ®9 conducted in Brazil
who claimed that the majority of caregivers suffered from Depression, anxiety, stress,
overburdening, and substance use are particularly prevalent in the everyday lives of family
caregivers of people with dementia, according to the studies reviewed.

In terms of the social burden of caregivers, the current study found that three-thirds
of the study sample thought they had lost control of their lives as a result of the patients'
disease, and two-fifths felt their social lives had been harmed. Additionally, more than two-
fifths felt that caring for the patient had harmed their relationships with other family
members or friends.in a negative way. This is consistent with the findings of ®% in Brazil,
who found that more than three-fifths of their study sample felt quietly disconnected from
their surroundings, social life, and social relations as a result of the caregiving process.

Regarding and financial burden, of the family caregiver, about nearly half
sometimes feeling that they do not have enough money to take care of patient in addition
to the rest of life. This in harmony with the study of ¢ in Egypt who stated that about two
thirds sometimes feeling that they do not have sufficient money to take care of patient in
addition to deal with daily expenses.

In terms of the level caregiver burden, the current study found that more than two-
fifths of the study sample experienced a high degree of burden. Almost one-third of the
study participants reported a medium level of burden, while one-quarter reported low levels
of stress. This may be due to a variety of factors, including the impact of caring for elderly
patients on family members, health illiteracy, and a lack of coping mechanisms among
caregivers that help them cope effectively with the stresses of advanced disease, as well as
the impact of non-compliance with medication, prescription prices, a lack of community
health services, and overlapping or conflicting roles in the family.

This is consistent with the findings of a study conducted by ®2 in the United States
of America, which revealed that more than two- fifths of caregivers reported a high level
of burden, more than one- third reported a medium level of burden, and more than one-
fifth reported a low level of caregiver burden. It was also endorsed by the study of ¢4
conducted in Nigeria who stated in his study that less than two- fifths of his study sample
experienced severe burden, more than one-quarter of his study sample experienced
moderate burden, and more than one-tenth of his study participants recorded a low level of
burden. Also, it was supported by the study of ®® conducted in Egypt who illustrated that
more than two — fifths of their study sample reported a high and a moderate level of burden
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and more than one -fifth of the study participants reported a low level of burden. This result
was in the line with the study of &9 conducted in Nigeria who revealed that less than two
-fifths of the study participants indicated a severe burden and one- third of the study
participants experienced a moderate level of burden while participants indicated they
experienced a mild burden. Also, it was in line with the study of ®”) conducted in Egypt
who mentioned that two- thirds of her study sample reported sever burden and one third
reported low burden.

On the other hand, the result of the current study was in contrast with the study of
(58) conducted in Egypt who illustrated that the high level of burden was documented among
more than two-thirds of the study family caregivers and less than one — third of the study
sample reported a low level of burden. Furthermore, it contrasted with the findings of the
study of ®% conducted in Egypt, who found that approximately less than one present of
their study sample reported severe burden, more than two-fifths of caregivers reported
moderate burden, less than two-fifths of participants experienced mild burden, and more
than one-tenth of the study sample had no burden. The current finding was not in agreement
with the study of ®9 conducted in Egypt who mentioned that less than one percent of their
study sample reported severe burden and less than one — third of the study sample reported
medium level of burden while less than half reported low level of burden and more than
one — tenth experienced no burden. In addition, contrary to the study of ¢V conducted in
Egypt, only one participant in the study sample revealed severe burden. More than one-
quarter of the study participants had a medium level of burden, three-fifths of the caregivers
reported a low level of burden, and one-tenth of the participants had no burden Moreover,
according to the findings of a study®? conducted in Brazil, more than two-thirds of the
study sample indicated low burden, one-quarter of their study sample reported medium
level burden, and less than one-tenth of the participants experienced severe level burden.

The current study's findings revealed that there is no significant relationship
between caregivers' stress levels and their gender. The current study's findings revealed no
gaps in the burden of caregiving between men and women. This was consistent with the
study conducted in Iran by @9 who claimed that there was no relationship between the
gender of the caregiver and the level of branon.

In contrast, ©3) found a significant relationship between gender and burden in their
study conducted in India. When compared to male caregivers, both females and wives
perceived more burden as caregivers. Furthermore, in their study conducted in Egypt, ¢4
stated that no differences in gender and burden of care were identified. This finding was
supported by a study conducted in Turkey by ®% in which They demonstrated that a
statistically significant relationship was found between caregiver burden and caregiver sex,
which they explained by the fact that caregivers are mostly women according to their study.
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Also, ©) stated in their study conducted in Brazil that the majority of Brazilian caregivers
presented with high levels of burden, and women showed higher burden than men.

The current study's findings demonstrated that there is no significant relationship
between caregiver level of stress and age, indicating that both younger and older caregivers
faced the burden of caregiving. Every member of the family assisted in caregiving; women
assisted in physical management, men organized medication and financial issues, and
children assisted in environmental improvements, and even relatives and neighbors looked
after patients This is inconsistent with the findings of a study conducted in Myanmar by(1")
which found that age has a significant relationship with burden, and the caregiving burden
increases with age, with older caregivers experiencing higher levels of burden than younger
caregivers.

The current study's findings revealed a highly significant association between
caregivers' level of burden and their level of education. Caregivers with a high level of
education had a low level of burden, which is consistent with a study conducted in Egypt
by 7 who claimed that there is a significant relationship between the level of education
and the level of burden. on the contrast of that ¢4 in their study conducted in Egypt reported
that there was no significant relationship between the level of education and caregiver
burden. In addition, a study conducted in India 3 revealed that there is no relationship
between education and burden.

The results of this study show that there is a highly significant correlation between
the stress level of nursing staff and their place of residence. Caregivers in rural areas are
more likely to experience higher burden than caregivers in cities, which may lead to more
exposure. Due to the lack of advanced medical care in rural areas than in cities, they are
forced to travel long distances to obtain medical care for their loved ones. This is consistent
with the findings of a study conducted in China by ©®), which found a significant
relationship between caregivers' place of residence and their level of burden. This contrasts
with the findings of the study conducted in Egypt by ©5 who reported that there were no
significant relationships between caregiver burden and caregiver residence, he added that
the place where the caregivers lived was not correlated with the level of burden of the
caregiver and the place where the caregivers lived of the caregivers was unrelated to the
caregiver's level of burden.

The result of the present study found that two variables such as education
and residence had a significant correlation with the level of stress (p <.05). and the other
two variables had a nonsignificant correlation with the level of stress.

Concerning caregivers' knowledge of their patients' diseases and emergencies, the
current study found that approximately three-fifths of the studied sample were unsatisfied
with their degree of knowledge, whereas two—fifths were satisfied. This was supported by
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a study conducted by 9 in Egypt, which found that nearly three-quarters of caregivers had
inadequate knowledge about their patients' diseases, while one-quarter of caregivers were
satisfied. In the same vein, a slightly higher percentage was indicated by the study of (0
conducted in Italy, which revealed that approximately three-quarters affirmed not knowing
the disease, and with a lower percentage, approximately one-quarter aware of the diseases.
This contradicts the findings of a study conducted in Saudi Arabia by ™ which found that
one-quarter of caregivers had a poor level of knowledge, three-fifths had a reasonable level
of knowledge, and one-fifth had a strong level of knowledge.

the findings of this study demonstrated that, there is no significant relationship
between caregiver level of knowledge and their residence place. There is no difference in
knowledge levels between caregivers who live in rural areas and those who live in towns
and cities because caregivers can obtain knowledge and information about their patients'
diseases regardless of where they live. This is consistent with the findings of the study
conducted in Egypt by @ who claimed that caregivers' residence place was unrelated to
their knowledge of their patients’ diseases and illness.

The finding of the present study illustrated that There is a highly statistically
significant relationship between caregiver level of knowledge and their sex. the current
study demonstrated that female caregivers had a significantly more unsatisfactory level of
knowledge while male caregivers had a significantly more satisfactory level of knowledge
this is due to the role of men and women in the caregiving process that man usually
overtake the medication and financial sides of caring while women deal with physical sides
of caring this was agreement with the findings of ¢”) who conducted a study in Egypt on
the relationship between caregiving burden and knowledge. who revealed that there was a
statistically significant relationship between caregiver level of knowledge and gender.

The findings of the present study demonstrated that There is a very highly
statistically significant relationship between caregiver level of knowledge and their
education is a major indicator of knowledge level; caregivers with a high level of education
had a higher level of knowledge than those with a low level of education; this could be due
to the essential function of education in enriching caregivers' understanding of their
patients' diseases by reading books and finding further details from treating physicians or
nurses. This was supported by the study of ¢ Who studied Caregivers' Knowledge and
Practice in Egypt claimed that there was a highly significant relationship between
knowledge and level of education, caregivers with higher school education having a higher
mean score of knowledge than those with lower levels of education.

The result of the current study revealed that there is a highly significant
relationship between caregivers' level of knowledge and their age that older caregivers had
a low level of knowledge satisfactory than younger caregivers. This is consistent with the
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findings of (™ in their study conducted in in Egypt reported that the caregivers' age was
related to their level of knowledge.

The finding of the current study found that three variables such as age, gender, and
education had a positive correlation with the level of knowledge (p<.05). but the place of
residence had a nonsignificant correlation with the level of knowledge.

The findings of the present study illustrated that more than one-quarter and one -
fifth of the caregivers respectively usually use exercises and Self-distraction to overcome
stressors situations and burden of caregiving this was in agreement with the study of ® in
Canda who revealed that more than one — third and less than one — third of caregivers
respectively usually used self-Physical activities and restructuring to cope with the burden.

The results revealed that four—fifths of our—fifths of caregivers who used religious
coping mechanisms in individuals suffering from anxiety and depression sought relief or
were praying to feel better. This was supported by a study conducted in Pakistan by (/9
which found that nearly half of their study subjects use religious coping strategies. This
contrasted with the findings of the study conducted by (/® in Canada, who discovered that
one-fifth of their study sample relied on faith and religion to cope with stress.

The finding of the current study demonstrated more than one-third of the study
sample used self-blame and one-fifth used self-distraction techniques to cope with stress
and burden, this was supported by the results of the study conducted by @ in India in their
study they mentioned that less than two- fifths of the study sample usually experienced
self-blame and less than one — fifth experienced Self-distraction strategies to cope with
stress.

The result of the current study revealed that more than — one-tenth of the study
sample used acceptance strategy to cope with the stress This contrasted with a study
conducted in India by ® (in which they stated that less than three-quarters of their study
sample mainly used acceptance strategy to cope with stress.

The present study results illustrated that less than one- fifth of the caregivers used
behavioral disengagement and denial to cope with This is consistent with the findings of
("8 in Iran, who found that less than one-quarter of their study sample used avoidance
behavioral disengagement and more than one-fifth used resignation as a denial strategy to
cope with stress.
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Conclusion

Based on the findings of the present study, it can be concluded that:

The participants caregivers experienced high level of burden with (43%), medium
level of burden with (32%) and low level of burden with (25%) The current study revealed
that (59%) of studied sample were unsatisfied about their level of knowledge whereas
(41%). were satisfied.

Caregivers used the main coping strategies problem -focused strategies, emotional
— focused strategies, and dysfunctional coping strategies and different techniques to cope
with burden and stress associated with it. The burden on caregivers is influenced by a
variety of factors. Among these are caregiver variables. include age, gender, educational
level, income status, health status, time spent per day, disease awareness, cultural,
subjective perception, and coping skills. Patient considerations include Age, clinical
symptom, and impairment in everyday life, as well as environmental factors, Health care
services and their use, as well as social assistance and supportive ways.

Recommendation

e Provide guideline as well as clinical training to assist caregivers of chronic disease
patients at home This helps them deal with the burden of care and manage the stress
associated with it.

e Families should be involved in the care program for older adult patients as this helps
to increase their knowledge of the care that older adults need and prevent stress and
thus reduce their burden.

e Educate caregivers by developing specific training and educational programs about
advanced diseases, its management and caregiving coping strategies which help in
reducing care burden and improving patients' outcomes.

e Burden of caregivers could be reduced by improving communication with health-
care providers through social networks, such as What's app, Twitter, telephone

calls, and E-mails.

® [ntervention studies are proposed to assist caregivers in engaging in behaviors that
improve their own wellbeing and in developing successful buffers against feeling

depressed and distressed.

Ethical clearance: Taken from ethical research committee, faculty of
nursing Beni-Suef University, Egypt.
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