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Abstract

A descriptive study using a convenience sample of family caregivers of psychotic patients recruiting from
outpatient clinic and inpatients department in the Psychiatry and Neurology Hospital at Assiut University. They
interviewed individually by using Socio-Demographic sheet and Burden Assessment Scale. More than forty
percent of caregivers (41.9%) were in the age group, ranged from 45 to less than 60 years and 66.7 % of them
were females. family caregivers had the highest mean score of time perspective burden (7.342.7) followed by
financial problems (2.2+1.2) and personal distress (7.2+2.7). It can be concluded that, family caregivers of
psychotic patients were highly suffering from burden related to time perspective and financial burden.
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1. Introduction

Currently up 90% of people with mental disorders live with relatives who provide them with long-term practical
and emotional support. This shift has resulted in the transferal of the day-to-day care of people with mental
disorders to family members (Schulze & Réssler, 2005). Although, prevention of long-time hospitalization
reduces stigmatization and increases quality of life for psychotic patients, it changes the situation of relatives.
Restricted hospital admissions and reduced length of inpatient treatment inversely increase burden on relatives
and many caregivers are suffering from ongoing distress (Boye et.al, 2001).

Burden of care is a global issue affecting family caregivers in both developed and developing countries.
Reine et al., 2003 defined burden on the family as the consequences for those in close contact with a severely
disturbed person with mental health problems. In addition, burden may be defined as the presence of problems,
difficulties or adverse effects which affect the lives of psychotic patients' caregivers. It involves the breakdown
of reciprocal arrangements that people maintain in their relationship (Swaroop et. al, 2013).

Caregiver burden has been defined as a negative reaction to the impact of providing care on caregivers’
social, occupational and personal roles (Papastavrou et.al, 2007). Also, it is a psychological state resulting from
physical work and emotional and social pressure associated with caring. It has been described as having two
components: objective burden which relates to the tangible impact of caregiving on a caregiver’s life (e.g.,
financial loss and time lost from daily activities) and subjective burden which refers to the caregiver’s perception
of burden of care (Logdberg et.al, 2004).

2. Methods

2.1 Sample

A convenient sample of family caregivers of one hundred (100) psychotic patients selected and the total number
of them were 141 persons. The study was conducted at the outpatient clinic and inpatient department in the
Psychiatry and Neurology Hospital at Assiut University which received all cases from governorates of Upper
Egypt being the only specialist currently in psychiatric medicine. The actual study was carried out on a group of
ten family caregivers of psychotic patients. Family caregivers were interviewed individually by using socio-
demographic sheet, and burden assessment scale ( BAS).

2.2 Inclusion criteria:
- A family caregiver defined as person who provides any type of physical, economic and/or
emotional care for psychotic patients and is living permanently with the patient at home.
- Caregivers of patients with psychotic disorders as (schizophrenia, mood disorders with
psychotic features, schizoaffective disorder, delusional disorder, brief psychotic disorder).

2.3 Exclusion criteria:-
- Caregivers of patients with dual diagnosis as (substance/medication-induced psychotic disorder).
- Caregivers with chronic medical illness
- Caregivers who provide economic resources but unavailable because travelling abroad.
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2.4 Statistical analysis
= The raw data were assorted and coded and transferred into specially format for computer feeding.
= The data were entered into the computer by using Statistical Package of Social Sciences (SPSS version
20). Statistical analysis tests included mean, standard deviation, and spearman Roh correlation
coefficient, Anova , T-test, and pearson correlation.

3. Results
Table (1): Socio-demographic characteristics of family caregivers (n=141):-
Socio-demographic characteristics of family caregivers N=141 Y%
Age groups
15-<30 25 17.7
30-<45 22 15.6
45-<60 59 41.9
60-<75 35 248
Range 15-70
Mean £SD | 46.9+14.7
Sex
Male 47 33.3
Female 94 66.7
Education
Illiterate 92 65.2
read and write 18 12.8
Secondary 23 16.3
University 8 5.7
Occupation
Employee 12 8.5
Skilled workers 13 9.2
Non skilled workers 12 8.5
No work 104 73.8
Marital status
Single 17 12
Married 93 66
Widow 28 19.9
Divorce 3 2.1
Relative degree
Mother 56 39.7
Father 24 17.1
Brother/Sister 26 18.4
Husband/Wife 21 14.9
Uncle/Aunt 3 2.1
Daughter/ Son 11 7.8
Residence
Rural 121 85.9
Urban 20 14.2
Income
No fixed income 61 43.3
Insufficient 59 41.8
Sufficient 21 14.9

This table (1) showed that, the age of caregivers ranged between 15 to <75 years. More than forty percent of
caregivers (41.9%) were in the age group, ranged from 45 to less than 60 years and 66.7 % of them were females.
Also, it was shown that, the majority of the caregivers had no work with 65.2% of them were illiterate. As
regards marital status, 66% of caregivers were married and 39.7% of caregivers were mothers. Most of
caregivers live in rural areas (85.9%), 43.3% had no fixed income and 41.8% of caregivers' patients diagnosed
with schizophrenia.
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Table (2): Socio-demographic characteristics of psychotic patients (N=100):-

Socio-demographic characteristics of patients N=100 %
Age groups
15-<30 55 55.0
30-<45 27 27.0
45-<60 16 16.0
60-<75 2 2.0
Range 15- 67
Mean £SD | 32.1+12.4
Sex
Male 35 35.0
Female 65 65.0
Education
Illiterate 51 51.0
Read and write 18 18.0
Secondary 24 24.0
University 7 7.0
Occupation
Employee 4 4.0
Skilled workers 3 3.0
Non skilled workers 4 4.0
No work 89 89.0
Marital status
Single 54 54.0
Married 35 35.0
Widow 5 5.0
Divorce 6 6.0
Residence
Rural 86 86.0
Urban 14 14.0
Income
No fixed income 78 78.0
Insufficient 14 14.0
Sufficient 8 8.0

Table (2) showed socio-demographic characteristics of patients; 55% of them within age group 15-<30,
65% of them were females, 86% live in rural areas and 78% had no fixed income.
Table (4): Distribution of burden among family caregivers (n=141):-

Burden § Range of orlgl.nal Range of.score of MeantSD
subscales scoring caregivers
Burden subscales
Financial problems 1-4 1-4 2.2+1.2
Disrupted activities 6 -24 6-21 10.3+4.0
Personal distress 4-16 4-15 7.24£2.7
Time perspectives 3-12 3-12 7.3£2.7
Guilt 3-12 3-12 3.4+1.2
Basic social functioning 2-8 2-8 3.1+1.4

It is clear from this table that ; family caregivers had the highest mean score of time perspective burden
(7.3£2.7) followed by financial problems (2.2+1.2) and personal distress (7.2+2.7).
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Table (6) Correlation between burden and socio-demographic characteristics of family caregivers

(N=141):-
. . Burden
Socio-demographic . . - - ” ”
characteristics of Financial D1s1"u.pFed Pefrsonal Tlme. Guilt Bas1c‘s0c.1al
caregivers problems | activities distress [ perspective functioning
*Range of scoring 1-4) (6-24) (4-16) (3-12) (3-12) (2-8)
Mean+SD | MeantSD | Mean+SD | Mean+SD J Mean+SD Mean+SD

Age groups
15-<30 1.6+0.9 9.1+4.0 6.3+2.2 6.4+2.7 3.3+0.7 3.0+£1.3
30-<45 1.8+1.2 12.3+4.7 74423 7.0+£2.9 3.5+£1.9 1.7+£0.4
45-<60 2.4+1.2 10.443.9 7.1+£2.6 7.6+£2.9 3.4+4.1 1.3+£0.2
60-<75 2.5+1.2 9.743.6 8.04£3.5 7.6+2.7 3.5+1.1 1.6+0.3
F 4.2 2.8 2.0 1.5 0.11 0.03
p-value 0.007 0.04 0.1 0.2 0.9 0.9
Sex
Male 22+1.2 10.14£3.8 7.1+2.8 7.3+2.7 3.3+0.9 3.5+1.8
Female 2.1+1.2 10.44+4.2 7.4+£2.8 7.3+£2.8 3.5+1.3 2.8+1.2
T 0.39 -0.41- 0.56 -0.09- -0.65- 2.83
P-value 0.7 0.7 0.6 0.9 0.5 0.005
Occupation
Employee 1.4+0.9 11.344.2 6.2+1.7 7.1+2.8 3.3+0.6 4.4+1.9
Skilled workers 1.9£1.0 10.1+4.0 7.242.1 6.3+2.7 3.441.0 3.8+1.4
Non skilled workers 2.9+1.3 10.2+4.3 7.943.1 7.842.7 3.1+0.3 3.7+2.0
No work 2.2+1.2 10.24+4.0 7.3£2.9 7.4+£2.8 3.5+1.2 2.7+1.1
F 3.5 0.3 0.8 0.7 0.4 8.5
P-value 0.01 0.8 0.5 0.5 0.7 0.000
Education
Illiterate 2.5+1.3 10.3£3.9 7.542.9 7.6+2.7 34413 2.8+1.2
Read and write 1.8+£0.9 9.0+2.8 6.242.1 7.0£2.5 3.34+0.6 3.2+1.3
Secondary 1.5+0.8 11.0+4.8 7.1£2.3 6.3£3.0 3.5+1.0 3.7+£1.9
University 1.5+0.8 11.0+£5.3 6.5+£3.1 7.5£3.3 3.6+1.8 3.5+£2.0
F 5.9 0.96 1.3 1.5 0.2 2.7
P-value 0.001 0.4 0.3 0.2 0.9 0.04

N: B high mean score mean high burden

*Range of scoring = minimum and maximum score of each subscale of burden.
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Table (6): Correlation between burden and socio-demographic characteristics of family caregivers (N=141)

cont.:-
Socio-demographic Burden
characteristics of I Financial | Disrupted | Personal Time . Basic social
family caregivers problems | activities | distress J perspective I guilt functioning |
*Range of scoring (1-4) (6-24) (4-16) (3-12) I (3-12) (2-8)

Mean+SD

Marital status
Single 1.3+0.7 8.8+3.8 6.1£2.2 54423 3.1£6.3 2.6%1.1
Married 2.3+1.2 10.4+4.2 7.14£2.6 7.4+2.8 3.4£1.3 3.2+1.5
Widow 2.5+1.3 11.1+3.7 8.5+3.2 8.2+2.3 3.5£1.0 3.1+1.5
Divorce 1.3+0.6 9.0+£2.7 6.0£2.6 6.0£2.0 3.0+0.0 2.3+0.6
F 4.8 1.3 3.5 4.2 0.6 0.8
P-value 0.003 0.3 0.01 0.007 0.6 0.5
Relative degree
Mother 2.4+1.2 13.0+6.1 10.0+5.6 9.3+1.2 3.6£1.6 2.7+1.1
Father 2.6+1.2 10.443.8 7.54£2.8 8.342.7 3.3+1.0 3.0+1.6
Brother/sister 1.5+0.8 10.3+4.0 6.2+£2.0 6.7£2.5 3.2+0.7 3.3%+1.7
Husband/wife 2.5¢1.4 11.0+4.8 7.9+£2.8 6.2+2.4 3.4£1.0 3.5£1.5
Uncle/aunt 2.0+£1.7 9.8+3.8 7.5+£2.8 7.6£2.7 3.3£0.6 4.3+3.2
Daughter/son 1.3+0.5 9.0+£4.0 5.8£2.0 4.6+2.0 3.3+0.5 2.6+1.1
F 4.3 0.7 24 5.5 0.6 23
P-value 0.001 0.6 0.03 0.000 0.7 0.04
Residence
Rural 2.3+1.2 9.8+£3.9 6.9+£2.5 7.1£2.7 3.4+1.2 2.9+1.3
Urban 1.5+0.9 13.1+4.1 9.243.3 8.5+2.6 3.6£1.1 4.3+1.7
T 2.99 -3.43 -3.62 -2.26 -0.76 -4.23
P-value 0.003 0.001 0.000 0.02 0.4 0.000
Income
No fixed income 2.1+1.2 10.2+4.2 5.7£2.5 7.2£3.0 34+ 14 2.6%1.0
Insufficient 2.6+1.2 10.544.1 7.9+3.0 7.7£2.6 3.4+1.1 3.3£1.6
Sufficient 1.3£0.6 9.8+3.7 6.9£2.0 6.5£2.6 3.3£0.6 3.6+1.8
F 9.8 0.3 3.4 1.5 0.1 6.4
P-value 0.000 0.8 0.03 0.2 0.9 0.002

N:B high mean scores mean high burden
*Range of scoring = minimum and maximum score of each subscale of burden

Table (6) showed that, the age group 30-<45 have significantly higher mean score of disrupted activities
(12.3+4.7, p=0.04) than other age groups and the age group 60-<75 have significantly the highest mean score of
financial problems (2.5+1.2, p=0.007). Also, male caregivers have significantly higher mean score of basic
social functioning than females (3.5+1.8, p=0.005).

Regarding occupation, non- skilled workers have significantly higher mean score of financial problems
(2.9£1.3, p=0.01) than others and employee has significantly the highest mean score of basic social functioning
(4.4£1.9, p=0.000).

As regards educational level, this table showed that illiterate caregivers have significantly higher mean
score of financial burden (2.5+1.3) than other levels of education of caregivers (p=0.001) while, the secondary
school education caregivers have significantly high mean score of basic social functioning burden than others
(p=0.04).

Concerning marital status, this table showed that widow caregivers have significantly higher mean scores of
financial burden (2.5£1.3, p=0.003), personal distress burden (8.5£3.2, p=0.01) and time perspective burden
(8.2£2.3, p=0.007) than other caregivers.

As regards relative degree of patients, fathers have significantly higher mean scores of financial burden
(2.6£1.2, p=0.001) than other relatives, while mothers have significantly higher mean scores of personal distress
(10.04£5.6, p=0.03), and time perspective burden (9.3+1.2, p=0.000).

Regarding residence, caregivers live in rural areas have significantly higher mean score of financial burden
(2.3£1.2, p=0.003) than those live in urban areas. However, those live in urban areas have significantly higher
mean scores of disrupted activities (13.1+4.1, p=0.001), personal distress (9.2+3.3, p=0.000), time perspective
(8.5£2.6, p=0.02) and basic social functioning (4.3%1.7, p=0.000) than those live in rural areas.
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As regards income status and burden, this table showed that, those with insufficient income have
significantly the highest mean scores of financial problems (2.6+1.2, p=0.000) and personal distress (7.9£3.0,
p=0.03) and those with sufficient income have significant the highest mean score of basic social functioning
(3.6+ 1.8, p=0.002).

4. Discussion

Worldwide in the field of mental health care, psychotic patients has shifted from hospital to community. This
shifting leads to profound psychosocial, physical and financial burden on family caregivers (Ndetei et.al, 2009).
Caregiving has many challenges such as financial loss, time lost from work, limited time for leisure, socializing,
and doing other activities (Bernier et.al, 2012).

As related to socio- demographic characteristics of caregivers, most of them in the age group ranged from
45 to less than 60 years. This could be interpreted by; more than half of family caregivers are parents. Also, the
older people in upper Egypt are considered the heads of family who have the major responsibility to take care of
other family member as they are at home and take the responsibility of caring and play many roles as health
provider, care manager, and decision-maker. Similarly, Perkins (2010) reported that, caregivers in the age group
of 3549 years perceived significantly higher impact in the form of disrupted schedule and affected health as
compared to caregivers between 21 and 34 years old.

Caregivers in this age group are more likely to have taken on multiple social roles with greater
commitments and besides being a caregiver, he/she might be a parent, a spouse and an employee with more
responsibilities. Also, Janardhana et al (2015), reported that most number of caregivers were above the age of
51 years, the responsibility lies on the older family member as they are at home and given the responsibility of
caring. Moreover, Chang et al (2016) reported that most of the caregivers of mentally ill patients were in the age
group of 50—64 years.

In the present study, it was found that two thirds of caregivers were females and this might be related to that
females are present at any following up or consultations with mentally ill patients and in the upper Egyptian
society, females are more carrying out the responsibilities of the care of ill patients than males. Also, males are
preoccupied by other activities like job, working at fields....etc. Moreover, females are more tolerable for
patients' needs than males. This result is consistent with Tang et.al, (2013) who reported that more than half and
up to three quarters of mentally ill caregivers were females. Moreover, Family Caregiver Alliance (2007)
revealed that although men also provide assistance, female caregivers may spend as much as 50% more time
providing care than male caregivers. World Federation of Mental Health (2010) estimated that more than three
quarters of caregivers were women and they could be the mother, wife, or daughter. In contrast, Ola (2013)
reported that the number of male caregivers of mental illness seems to be on the increase, while in certain
cultures men often predominate as caregivers.

Concerning educational level, nearly two thirds of family caregivers were illiterate. The explanation of this
finding is; the greatest numbers of caregivers were females and come from rural areas where the chances for
education is lower than urban communities so, a high number of caregivers were illiterate. This study agrees
with To'meh (2013) who reported that more than half of family caregivers of psychotic patients had an
educational level below secondary school education. Also, Souza et al, (2017) reported that more than two
thirds of family caregivers had low level of education. In the opposite side, Ndikuno et al, (2016) reported that
the Ugandan education programs offer free education for those who may not be able to afford paying for it. This
free education leads to increase in number of literate caregivers of mental illness.

The current study revealed that caregivers had the highest mean score of time perspective burden. Time
perspective means caregivers are upset about the past of their relatives, stigma in the present and worry about
future. It can be explained by family caregivers are sad and upset about the change in patient's condition and
think in the past and wish that their patients return to pre- mental illness characteristics or functioning level .
Moreover, problems related to stigma do not only affect persons suffering from mental illness but also their
families. Stigma adds to the burden of caregiving and affects the lives of family members in multiple ways. For
example, other family members would not be able to marry or that friends, relatives or neighbors might avoid
treating with them. Also, they may be worried about what the future holds for them when they're no longer
around to look out for their patients so, all of these factors increase burden of family caregivers.

The present study showed that caregivers had higher mean score of financial problems when comparing by
other subscales of burden except time perspective. It could be explained by that family income is reduced by the
fact that patients are unable to work and because the earning potential of other family members is restricted by
their caring obligations. At the same time, costs and expenses increase due to needs for medical and other care,
frequent readmission to hospital, and comprehensive needs which lead to enormous financial problems.
Similarly, the financial burden was found to be more contributing to the overall burden experienced by the
caregivers followed by disruption in routine family activities (Kumar& Saini, 2012). In the same line, Family
Caregiver Alliance (2006) demonstrated that, medical advances, shorter hospital stays, limited discharge
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planning, and expansion of home care technology have placed increased costs on families, who are being asked
to shoulder greater care burdens for longer periods of time. Moreover, Sintayehu et al (2015) reported that half
of caregivers of mentally ill patients had low income. Furthermore, Whiteford et al. (2013) reported that,
mental illness had high levels of service use and significant economic costs among family caregivers as they are
primary caregivers and provide financial support for their patients. In this respect, McEvoy (2007) reported that
the economic impact of mental illness on both caregiver and care recipient is enormous. Direct and indirect costs
arise from therapeutic interventions and loss of productivity respectively. Lai (2012) stated that caring for an
individual with a mental illness requires notable financial support because of their current nature of the disease.
Therefore, medical insurance may not cover certain types of treatment or medications, which could result in
financial burdens.

In the current study, the old age caregivers suffered from more burdens, especially the age group from 60 -
< 75. This could be related to that the old age caregivers are more vulnerable to many physical diseases that
hinder them from providing care to their mentally ill patients and carrying out the responsibility regarding those
patients. Also, they become less tolerant to stressors than before. Similarly, Li et al., (2007) in a study conducted
in China concluded that the age of the caregivers was positively correlated to their burden. Conversely, Magana
et.al, (2007) showed that caregivers with younger age experienced higher level of burden. Younger caregivers,
particularly those in midlife, are more likely to have additional major social roles, such as work and other
caregiving roles that include raising children and caring for aging parents. Also, Holikatti et al, (2008) reported
that subjective burden was positively associated with younger age group and being female.

With regard to education, the result revealed that, illiterate caregivers had the highest mean score of
financial problems, personal distress and time perspective burden. This might be explained by that low educated
caregivers tend to have low salaries and little resources so their burden increased because they are unable to meet
medical needs and costs of their mentally ill patients. This result is supported by Caqueo-Urizar (2006), who
reported that, higher educational level of the caregivers had associated with lower burden which may be related
to being more informed about the condition and social resources for treatment of the patient and they have
knowledge to deal with the stressful event. In addition, Li et al, (2007) reported that the education level has
negative correlation with caregivers' burden. It was assumed that higher the level of education, higher the salary
would be. High salary will minimize financial strain related to providing care for their ill relative. On the other
hand, Pun et.al, (2014) found that level of education is linked with high extent of burden because caregivers
with higher level of education were responsible for greater acuity of the complexity of providing care.

The present result reflected that, non-skilled workers had significant financial problems, personal distress
and time perspectives. This might be related to non-skilled workers face many obstacles in their life as they have
received low attention compared to high skilled workers, strict employment protection, low wages although they
work long time and have hard work. Their burden increased when they loss part time of work for caring of their
patients. Also, employee had significantly the highest mean score of basic social functioning (missed work). It
could be explained by that this group of caregivers had two tasks at the same time ; caring for their patient and
doing their job so, they may lost days of work because of caring for patients, making medical follow up for them,
or change in their patients' condition. In the same line, Family caregiving alliance (2016) reported that more
than two thirds of working caregivers report having to rearrange their work schedule, decrease their hours, or
take an unpaid leave in order to meet their caregiving responsibilities. Also, Lasebikan et al (2013) reported that
those in employment reported greater burden than the unemployed. In contrast, Feki et al, (2015) reported that a
significant burden was found among caregivers without occupation .However, Shamsaei et al (2015) reported
that there was no statistical significant correlation between occupation and caregiver burden.

In the present study, widowed caregivers had the highest burden. This might be related to that widowhood
causes enormous economic, social and psychological problems. A major problem for widowed person
particularly women is economic hardship. When the husband is the only responsible for breadwinner, his widow
is now deprived of his income and the nucleus of the family is destroyed. Also, the role of caring for a family
member with a mental disorder usually falls on one person and can have negative consequences on their physical,
psychological, and social health and increase the burden of caregivers. The problems are worse if they have
mentally ill person and they are responsible for caring them. This finding is supported by Neong & Rashid,
(2018) who reported that married caregivers have better quality of life compared to their single, widowed, or
divorced counterparts. The reason could be because of higher social security, happiness, peace, and effective
care. Married caregivers have been shown to have more support, both physically and emotionally which is an
important factor in decreasing burden of caregivers. Also, Jeyagurunathan et.al, (2017) reported that
caregivers who were single or widowed had significantly high burden as compared with those who were married.
It is possible that these caregivers faced more challenges in the absence of a spouse who could offer support and
share some of the distress.

The present study revealed that, mother caregivers had higher burden than other caregivers. This is could be
interpreted as mother caregivers spent much time with their patients as they all the time are staying at the home
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and less likely to be employed outside home. They responsible for most aspects of the patient’s daily care, such
as overseeing pharmacological treatment, ensuring that the environment is calm, helping patients to manage
their free time , perform all household activities as (cooking, cleaning,....etc) and dealing with everyday
difficulties, all of which constitutes a significant source of burden. This finding is supported by Thara et.al,
2003 which reported that mothers who takes almost all responsibility for caring for the patient with mental
illness. They provide the most support of patient, often devoting substantial numbers of hours each day towards
taking care of their patients, so they have the highest mean score of burden. In the same line, Caqueo-Ur1'zar
(2006) reported that mothers show the highest level of burden because they usually are the key carer and assume
the totality of the patient care.

The current finding revealed that, urban residents experienced higher burden more than rural. This finding
could be related to the environmental factors associated with urban life which make individuals more vulnerable
to burden than rural areas. Also, urban caregivers are living away from social support as relatives, friends and
neighbors, which is essential for decreasing burden .In the same line, Bedard et.al, (2004) indicated that burden
may be higher for caregivers living away from other relatives, friends and neighbors. This study does not agree
with Yusuf et.al, (2009) who reported that caregivers from rural areas were more likely to experience a high
level of burden, compared with those from urban areas, which could be because of the additional burden
associated with travelling long distances to access medical help for their relatives

5. Conclusion

Caregivers in the age group of 35-49 years perceived significantly higher impact in the form of disrupted
schedule and affected health . Caregiving has many challenges such as financial loss, time lost from work,
limited time for leisure, socializing, and doing other activities . Based on the result of the present study it can be
concluded that, family caregivers of psychotic patients were highly suffering from burden related to time
perspective and financial burden .
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