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Abstract 

Background There have been few studies conducted in Africa about the burden on families of patients with schizo-
phrenia. This study had two main objectives: assessing the burden of those families and identifying the socio-demo-
graphic factors associated with this one.

Methods We included 300 participants: 150 were primary family caregivers of 150 patients with schizophrenia. 
A questionnaire was used to collect their sociodemographic and clinical characteristics, and their objective burden 
using the FBIS (Family Burden Interview Schedule).

Results Patients were mostly men (n = 122, 81%), the mean age was 32.4 years ± 10.1, and more than half 
of the patients were psychoactive substance users. Participants (caregivers) were mostly women (n = 90, 60%). Their 
mean age was 51.9 ± 12.8 years, with a percentage of 62 (41%) illiteracy, while 98 (65%) were parents. The mean 
score of the family burden was 21.82 (0–48). The most affected categories were family routine, family interac-
tion, and finances. The burden of families was associated with five sociodemographic variables: the female gender 
of the caregiver (p = 0.01), the male gender of the patient (p = 0.02), his young age (p = 0,004), his education level 
(p < 0.0001), and his psychoactive substance use (PAS) (p < 0.000 1).

Conclusion The three main constraints encountered by families caring for a patient with schizophrenia were disrup-
tion of daily activities, deterioration in the quality of family interactions with those around them, and lastly financial 
difficulties. These results highlighted the need to set up intermediary socio-medical structures, which would act 
as a link between conventional hospital services and families.
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Introduction
Schizophrenia was described more than 100 years ago. It 
is still one of the most mysterious disorders in psychia-
try [1]. This psychiatric disorder is a real public health 
problem that is responsible for a lot of suffering for the 
patient, his family, and society [1]. It is a universal dis-
ease which ranked the 8th most common disability in 
the world in the age group of 15–44 years by the WHO 
(World Health Organization) [2]. Its worldwide preva-
lence is estimated at 1% [3]. The family’s role in the psy-
chiatric context has been evolving over the past decades. 
The relationship between healthcare professionals and 
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patient’s families is increasingly collaborative, and it helps 
to improve patient follow-up also to prevent relapses [4]. 
A caregiver is defined as a person who is actively taking 
care of someone with a medical condition. In our context, 
this refers to a patient family member who looked after 
this patient’s daily needs, supervised his/her treatment, 
brought him/her to the hospital, and cooperated with the 
treating medical team. In Morocco, mental health profes-
sionals and material resources are limited [5], making the 
role of caregivers crucial in caring for patients with schiz-
ophrenia. Their contribution is vital in ensuring effective 
care for these patients. The family burden is linked to 
the caregiving psychosocial and financial burdens. Many 
physical and mental illnesses place enormous demands 
on a caregiver’s resources, which can lead to depres-
sion, social isolation, and physical illness [6]. Although 
the burden on families is significant, few studies have 
been conducted in our country on this topic [7]. We con-
ducted one of the first studies of the burden on families 
of patients with schizophrenia in Morocco. The objective 
of this study was to highlight the suffering of these fami-
lies by evaluating this burden in all aspects: emotional, 
social, and financial. We also measured the impact of the 
stigmatization and the influence of the disease on the 
physical and mental health of family members.

Material and methods
Our cross-sectional study was conducted among fami-
lies of patients with schizophrenia admitted to a psy-
chiatric department of a public university hospital in 
Morocco during a period of three months and a half 
in 2016. The study principle and questionnaire as a 
part of a medical thesis were reviewed and approved 
by the scientific committee responsible for theses at 
the Medicine Faculty of Rabat in Morocco. This the-
sis was registered under the number M3022016 at the 
library of the Medicine Faculty of Rabat, Mohammed 
V University [8]. The sample size was calculated by 
referring to data from the only national epidemiologi-
cal study conducted in 2006 to estimate the current 
prevalence of mental disorders in the general popula-
tion, where 48.9% of the population aged 15 and over 
had at least one recurrent disorder, including 5.6% of 
psychotic disorders (schizophrenia, delusional dis-
order, etc.) considered over a lifetime. It was almost 
identical for both sexes [9]. The calculated sample 
size at a 99% confidence level with 5% variability was 
138. Our study included 150 participants representing 
family members of 150 patients with schizophrenia. 
The participant was the patient’s primary or among 
the primary family carers of a patient diagnosed with 
schizophrenia. This diagnosis was established by a psy-
chiatrist according to the criteria of the Diagnostic and 

Statistical Manual of Mental Disorders, fifth edition 
(DSM-5). The disorder was evolving for 6  months or 
more following diagnosis. We agreed that this period 
was sufficient for the participant to feel a significant 
burden. However, many studies did not specify this 
minimum duration after diagnosis [10–12], while oth-
ers fixed it at 1 year [13, 14].

All participants gave their verbal informed consent 
before entering the survey. A designed questionnaire 
for this study that included three sections was used. 
The first part concerned the sociodemographic char-
acteristics of the patient (gender, age, marital status, 
education level, employment status, and type of insur-
ance) and those of the participants (gender, age, mari-
tal status, education level, employment status, monthly 
family revenue, and relationships with the patient). The 
second one was about the clinical data of the patient 
(age at diagnosis, duration of the disorder, number of 
hospitalizations, medication, and psychoactive sub-
stance (PAS) use: tobacco excluded). The last part was 
represented by the 24-item FBIS (Family Burden Inter-
view Schedule). This scale was developed in 1981 by 
Indian authors (Pai and Kapur) for families of patients 
with mental disorders, particularly schizophrenia, to 
assess the family burden of the disease [15]. It con-
sists of a semi-structured interview with 24 questions 
grouped into 6 categories representing the objective 
burden of schizophrenia. For each item, the response 
was scored from 0 to 2 (0, no burden; 1, moderate bur-
den; 2, severe burden). The burden of each category 
was then obtained by calculating the total of the scores 
of its items as follows: finances (6 items scored from 0 
to 12), domestic activities (5 items scored from 0 to 10), 
leisure (4 items scored from 0 to 8), family interactions 
(5 items scored from 0 to 10), physical health (2items 
scored from 0 to 4) and mental health (2 items scored 
from 0 to 4). The overall objective burden score was 
obtained by calculating the total of the scores for the 
six categories (from 0 to 48). The higher the score, the 
more severe the burden. The interview was in dialectal 
Arabic by one interviewer “face to face” who checked 
off the answers himself.

Data was collected in conditions of participant and 
patient anonymity and confidentiality. It was tran-
scribed and interpreted by the SPSS-24 application. The 
qualitative variables were expressed as headcount (n) 
and percentage (%), and the quantitative variables were 
expressed as the mean and standard deviation (SD). 
Univariate analysis was performed using Student’s t test 
(comparison of two groups) and ANOVA test (compari-
son of more than two groups). A value of p < 0.05 was 
considered significant, and a value of p < 0.0001 was con-
sidered highly significant.
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Results
The mean age of the patients was 32.4 years ± 10.2. More 
than 80% of them were males, 73% were single, and 
75% were unemployed. The mean age at diagnosis was 
22.3 years ± 7.5. The median duration of the disease was 
8 years. Fifty-three percent of the patients used psycho-
active substances. Most of the family caregivers were 

women with an average age of 51.9 years ± 12.8. The par-
ticipants were mainly parents of the patient (65%) (See 
Table 1).

In terms of objective family burden, the average 
global burden score in our sample was 21.82. For each 
item, the average score was 3.73 for financial burden, 
6.23 for family domestic activities, 4.33 for leisure 

Table 1 Sociodemographic and clinical characteristics of patients and their caregivers

n headcount; % percentage, SD standard deviation, MAD Moroccan Dirhams

Characteristics Patients, n = 150 Family caregiver, n = 150
n (%)/Mean ± SD n (%)/Mean ± SD

Gender
Man 122 (81) 60 (40)

Woman 28 (19) 90 (60)

Age 32,4 ± 10,1 51,9 ± 12,8

Marital status Single 109 (73) 10 (7)

Married 32 (21) 110 (73)

Divorced 9 (6) 7 (5)

Widowed 0 (0) 23 (15)

Level of education
Illiterate 15 (10) 62 (41)

Primary 38 (25) 38 (25)

Secondary 78 (52) 31 (21)

Hight 19 (13) 19 (13)

Employment status
In activity 36 (24) 65 (43)

Retired 2 (2) 19 (13)

Unemployed 112 (75) 66 (44)

Medical insurance coverage
Yes 105 (70) -

No 45 (30) -

Family relationship Paternity - 98 (65)

Brotherhood - 30 (20)

Partner - 6 (4)

Descent - 3 (2)

Other - 13 (9)

Monthly income (MAD)
< 3000 - 96 (64)

3000 ≤ and ≤ 7000 - 35 (23)

> 7000 - 19 (13)

Age at the time of diagnosis (years) 22.3 ± 7.5 -

Duration of the disease
< 5 years 60 (40) -

5 ≤ and ≤ 10 years 28 (19) -

> 10 years 65 (43) -

Number of hospitalizations
< 2 123 (82) -

≥ 2 27 (18) -

Treatment compliance 115 (77) -

Use of psychoactive substances 80 (53) -
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activities, 5.61 for family interactions, 0.97 for the effect 
on physical health, and 0.97 for the effect on mental 
health.

The analysis of the results showed that there was 
a significant relationship between financial burden 
and the following socio-demographic variables: low 
monthly family income (< 3000 MAD; p = 0.007), no 
medical insurance coverage (p = 0.01), patient’s lower 
education levels (p = 0.009), and patient’s substance use 
(p = 0.008).

There were six factors significantly related to the bur-
den of family domestic activities. Three of them were 
highly significant: patient’s age (< 25 years; p < 0.0001), 
caregiver’s relationship with the patient (parents; 
p < 0.0001), caregiver’s gender (woman; p < 0.0001), 
patient’s age at diagnosis (< 18 years; p = 0.043), 
patient’s use of psychoactive substances (p = 0.014), and 
caregiver’s education level (illiterate or university grad-
uates; p = 0.032). Five factors were significant in the 
burden in the leisure category: the caregiver’s employ-
ment status (working participant; p < 0.0001), the car-
egiver’s age (between 40 and 50 years old; p = 0.04), the 
patient’s gender (man; p = 0.01), the patient’s education 
level (lower levels; p = 0.001), and the patient’s use of 
psychoactive substances (p = 0.01).

A statistically significant relationship was found 
between the burden of family interactions and four 
socio-demographic variables: patient’s substance 
use (p < 0.0001), patient’s age (< 25 years; p = 0.009), 
patient’s marital status (divorced; p = 0.02), and car-
egiver’s marital status (divorced; p = 0.02). The analysis 
revealed only one significant variable about physical 
health. It was the caregiver’s gender (woman; p = 0.006). 
Indeed, women reported significantly more burden 
(1.12 ± 0.79) on their physical health than men. Mental 
health burden was associated with the patient’s gen-
der (man; p = 0.006), patient’s age at diagnosis (< 25 
years; p = 0.04), patient’s use of psychoactive substances 
(p = 0.02), and the caregiver’s relationship with the 
patient (brothers or partners; p = 0.04).

The categories that generated the most burden in 
our survey were respectively family domestic activi-
ties (99%), family interactions (95%), and the financial 
dimension (92%). The factors that were strongly signifi-
cant in the overall objective burden were the patient’s 
psychoactive substance use and the education level. 
Indeed, patients with psychoactive substance use were 
responsible for a higher burden (23.98 ± 5.41), while 
illiterate or university-educated patients were respon-
sible for significantly less burden compared to patients 
with primary or secondary education (19.67 ± 6.75 and 
16.6 ± 7.83 vs 22.53 ± 5.66 and 23.15 ± 5.62, respectively) 
(See Tables 2 and 3).

Discussion
Recent studies have shown that the burden experi-
enced by families of patients with schizophrenia was 
significantly higher than that experienced by families of 
patients with chronic physical illness [16, 17]. Schizo-
phrenia also was the most burdening mental illness for 
families according to several studies [18]. In terms of 
global objective burden, the mean score, in our sample, 
was 21.82 which was considered moderate (score ranges 
from 0 to 48). This score placed our sample among the 
caregivers who reported less burden on their relative 
patients with schizophrenia. Many studies had shown 
that caregivers of patients with schizophrenia suffered 
from moderate to severe burden [19–25]. Factors that 
were most implicated in the burden include the severity 
of the patient’s symptoms, the low level of education of 
the caregiver [26–30], and the lack of social support [31].

In our study, five significant factors were associated 
with family burden: the female gender of the caregiver, 
the male gender of the patient, the patient’s young age, 
the patient’s education level, and the patient’s PAS use. 
There was a highly significant relationship between PAS 
use and overall objective burden. Indeed, patients who 
used psychoactive substances had more psychiatric hos-
pitalizations, relapses, and suicidal behavior [32–35]. All 
these factors made substance use a strong determinant of 
family burden.

The analysis of the results showed that the younger the 
patient, the greater the burden. This fact was in line with 
data from many articles on the same subject [36, 37]. 
Often, the young age of the patient was a source of big 
disappointment about the prospects of his future. The 
fact that male patients generated more burden, was rare 
in the literature. Indeed, most studies have not found a 
significant relationship between patient gender and bur-
den [38]. In contrast, a study in Kuwait found that female 
patients were responsible for more overall burden, due to 
the special status of women in Gulf countries [23]. How-
ever, women, especially mothers, were more burdened. 
That was consistent with the literature [39, 40]. The 
nature of the caregiver-patient relationship seemed to 
play an important role in the family burden. In our study, 
most participants were parents. That result was similar 
to many other studies, where parents constituted more 
than two thirds of caregivers, with no difference between 
developed and developing countries [13, 26].

The financial burden in our sample was one of the low-
est in the literature with a mean score of 3.72 (0–12), 
while it was 5.85 in Nigeria [41], 8.63 in India [18], and 
9.54 in China [24]. Factors related to financial burden 
differed between countries and cultures. For example, a 
study in Nigeria showed that the duration of the disor-
der and the time spent with the patient were significantly 
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related to the financial burden [41]. Another study real-
ized by a Belgium team found a significant relationship 
between kinship and financial contributions [19].

Domestic activities were one of the most affected cat-
egories in such studies [19, 41]. This result was perfectly 
consistent with our survey. Indeed, in our sample, par-
ents expressed a higher burden on daily activities than 
partners and sisters or brothers. This finding in our sam-
ple was related to the fact that many parents gave up 
their activities, and sometimes their jobs, to take care of 
their diseased children. However, other studies, notably 
in India and Australia, found that parents reported less 
burden than partners [23, 25]. Mothers were the most 
affected caregivers in terms of activities and daily life. 
These findings were common in countries where society 
is still patriarchal [10, 13]. Mothers had a special status. 
They were the primary, if not the only, caregivers. This 
status was largely due to their psychological and practical 
commitment to their responsibilities [42], also an aspect 
that mental health professionals should consider [43].

The caregiver’s level of education was also found to 
be a highly significant factor in the interruption of daily 
household activities, with illiterate participants recording 
the highest burden. Indeed, it was one of the most promi-
nent factors in this regard [44, 45]. It has been suggested 
that a high level of education in the family caregiver 
served as a “protective factor” against severe burden [46].

Living with a patient with schizophrenia can be 
extremely stressful. In this survey, many family caregiv-
ers reported a decrease in leisure activities. However, 
this dimension was modestly affected, both in our study 
and in the literature, with mean scores between 4 and 6 
(0–8) [18, 24]. Our results showed that the younger the 
caregiver was, the greater the burden on leisure time was. 
Working caregivers showed a much higher burden than 
those who were unemployed or retired, which was also 
reported in the literature [41].

Although the family interaction dimension represented 
the intertwining of several concepts, it explored the 
impact of schizophrenia on the relationship between fam-
ily members. It also highlighted the different feelings that 
family caregivers can experience such as guilt, shame, or 
despair. Almost, half of the caregivers said that the term 
used to describe the patient was “crazy.” Shame and guilt 
related to schizophrenia have been widely reported in 
the literature, with no distinction between Western and 
non-Western countries [47]. Although the link between 
patient and caregiver’s marital status and burden had not 
been established in several studies [41, 48], our analysis 
showed that divorced patients, as well as divorced car-
egivers, were significantly related to more burden. Also, 
the use of psychoactive substances increased the burden 
of the family’s interactions with the environment. Thus, 

the patient with schizophrenia and psychoactive sub-
stance use suffered from a double stigma: the first one 
was linked to addiction and related problems, and the 
second one was related to mental disease.

Few studies have investigated the effect of schizophre-
nia on the physical health of caregivers [30, 49]. One 
study reported that family members caring for a patient 
with schizophrenia suffered from low back pain, ulcers, 
high blood pressure, and headaches [50]. In our study, 
caregivers reported moderate physical health, espe-
cially through the worsening of a pre-existing chronic 
illness. This worsening was generally due to neglect of 
their health condition. Caregivers in our study reported 
symptoms such as insomnia and weight loss and also 
described in other studies [24, 41]. The only factor sig-
nificantly related to physical health in our sample was the 
female gender of the caregiver. These results were con-
sistent with the literature [36, 51]. Contrary to our expec-
tations and the results of several studies [41, 52], the age 
of the family caregiver was not correlated with physical 
health burden.

Regarding the impact on mental health, the mean score 
of our sample in this category was one of the lowest in 
the literature [18, 24]. Several studies had found depres-
sive symptoms in most family caregivers [53, 54]. A study 
in Sri Lanka found that depression in family caregivers 
of patients with schizophrenia was related to the inter-
ruption of their work, the deterioration of their relation-
ships with others, and the amount of time spent with the 
patient [55].

Finally, there was a highly significant relationship 
between psychoactive substance use and the global 
objective burden. Indeed, patients who used PAS had 
more psychiatric hospitalizations [32]. Another study 
found that the 1-year relapse rate was significantly higher 
in the group of patients who continued to use substances 
than in the abstinent group (68.0 versus 33.3%) [33]. An 
association between substance abuse and suicidal behav-
ior in schizophrenia was also found in several studies [34, 
35]. All these factors made PAS use a strong determinant 
of family burden.

Although the role of families of patients with schizo-
phrenia was known to be determined in the overall 
prognosis, it remained an unorganized system of “infor-
mal care.” To compensate for the lack of experience of 
caregivers, health systems tried to develop psycho-edu-
cational programs to inform families about schizophre-
nia [56], to help them adapt to their environment, and 
to foster a mode of communication that minimizes the 
patient’s symptoms and relapses. The most widely used 
psycho-educational program in the French-speaking 
world was the Profamily model, which was essentially 
based on the needs of the parents. It was developed in 
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1987 by Cormier in Quebec, brought to Europe in 1993 
[57], and was also used in Morocco by a network of asso-
ciations helping families of patients with schizophrenia. 
A lot of work is needed to alleviate the burden on fami-
lies, especially by helping these families reach the status 
of “care partner” that was already acquired for years in 
many Western countries.

Limitations
The complex nature of the concept of burden made it 
very difficult to assess. Indeed, its different dimensions 
included some variables that were difficult to collect, 
considering their subjective and non-quantitative nature. 
Almost all the tools used for families of patients with 
schizophrenia were confronted with two problems: on 
the one hand, the weakness of the theoretical framework 
in which they were developed, and on the other hand, 
considerable shortcomings in the process of construction 
and validation of the instrument.

Conclusion
Despite the lack of material and human resources in the 
mental health sector in Morocco, the burden on the fam-
ilies of patients with schizophrenia was relatively mod-
erate compared with many other countries. This finding 
underlines the particularity of the Moroccan context, 
where the social tissue is still tightly linked and the family 
represents a system of support and solidarity. This study 
highlighted the three main constraints encountered by 
families caring for a relative with schizophrenia that were 
disruption of daily activities, deterioration in the qual-
ity of family interactions with those around them, and 
financial difficulties. These results illustrated the need 
to set up intermediary socio-medical structures, which 
would act as a link between conventional hospital ser-
vices and families. The aim of these structures would be 
the social reintegration of patients with schizophrenia 
and their rehabilitation for better functioning in society. 
In addition, these structures will help support the fami-
lies by contributing to relieving their fear and anxiety and 
improving their knowledge and ability to deal with the 
various problematic situations encountered when caring 
for a family member with schizophrenia.
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