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Family Burden in Caregivers of Schizophrenia
Patients: Prevalence and Socio-demographic

Correlates
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BSTRACT

Background: This study aims to determine the prevalence and socio-demographic correlates of caregiver’s burden in
schizophrenia. Materials and Methods: A dyad of 368 schizophrenia patients and their caregivers were interviewed.
Caregiver’s burden was assessed using the Yoruba-version of the FBIS and GHQ-12. Results: Mean age of patients was
29.7 SD (8.6) years. Of the 368 caregivers, 81.5% were parents, mean age was 58.1 years (SD 19.6). Total mean objective
FBIS score was 22.69 (6.21), 324 (85.3%) reported total objective burden and 310 (84.2%), subjective burden. There were
significant differential demographic associations with caregivers’ burden. Conclusion: Caregivers of schizophrenia patients
experience enormous burden and are potential “high risk group” for mental disorders. Thus, they require comprehensive
intervention in order to reduce the growing incidence of chronic enduring diseases including mental disorders.
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INTRODUCTION

The term “burden of care” emerged after the closure
of mental hospitals when patients were followed-up
outside of the hospital setting!'! and family members
assumed responsibility for these patients, thereby
becoming the primary caregivers within the home
environment. This construct can be conceptualized as
a syndrome of varying clustering affecting the general
and mental health of caregivers.[?!

Caregivers burden has two dimensions, “objective
burden” (effects on the household including financial
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loss; effects on health, on children, and family routine;
and the abnormal behaviors shown by the patient)
and “subjective burden” (the extent to which relatives
felt they carried a burden).®! Some researchers though
have erroneously considered subjective burden as same
as stress. !

Despite reports of substantial social support for
mentally ill in developing nations,””! in Nigeria, with
a population of 160 million people,® the burden of
care of schizophrenia patients on their caregivers is
enormous. This could be adduced to a number of
reasons including inadequate access to formal mental
health service and poor health service profile of the
country including serious dearth in number of mental
health professionals.l”) Since family burden may be
influenced by differences in mental health service
provisions, social network, and other cultural factors, !
it is important to recognize that generalizing the
concept of family burden based on reports from the
western countries which emphasized family burden as
fallout of de-institutionalization!'! may be erroneous.
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A few studies have been carried out in Nigeria on
burden of caregivers of schizophrenia patients;!*!"!
however, there is no local study on prevalence of family
burden using the FBIS.P!

This study, therefore, set to determine the prevalence
of burden of caring among caregivers of schizophrenia
patients, and to determine the socio-demographic
correlates of caregivers” burden.

The eventual aims include using the findings in
implementing programs to address the needs of the
caregivers of schizophrenia patients.

MATERIALS AND METHODS

Patients

Patients were recruited from the Psychiatric Unit of
Ring Road State Hospital which is the apex hospital
for all hospitals under the management of Oyo State
Hospitals Management Board and is situated in Ibadan,
the capital city of the state. It is the only psychiatric
unit in a general hospital in Oyo state of Nigeria with
a population of over 5.5 million people.'?! This unit is
the only mental health service within a general hospital
setting in Oyo State of Nigeria.

The recruitment period of the study was between
January and December 2008. Consecutive outpatients
under the care of Ring Road State Hospital, Psychiatric
Unit with a principal diagnosis of schizophrenia, and
their respective caregivers constituted the sample
population. The assessments were conducted by a single
rater who was the only attending psychiatrist at the
tacility throughout the period of study.

Participants provided written informed consent and
Ethical approval to conduct the study was obtained
from Ethical Review Committee of the Department of
Planning, Research and Statistics, Ministry of Health,
Oyo State, Nigeria in December 2007.

The diagnoses of the patients were made by the
consultant psychiatrist.

All of the patients recruited met the principal diagnosis
of schizophrenia according to the Structural Clinical
Interview for DSM IV Axis I disorder (SCID)!3!
after an initial psychosis screening.l'*! Patients with
any additional DSM IV axis I, any axis II, or axis III
diagnoses were excluded from the study:

Caregivers

The Family Burden Interview Schedule (FBIS):
This scale measures objective and subjective aspects
of burden and it contains six general categories of
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burden, each having two to six individual items for
further investigation. Subcategories include: Financial
burden, effects on family routine, effects on family
leisure, effects on family interaction, effects on physical
health of family members, and effects on mental health
of other family members. Each item is rated on a
three-point scale, where O is no burden and 2 is severe
burden.®! The Y-FBIS has been validated among Yoruba
speaking Nigerian caregivers. Internal consistency of the
Y-FBIS was demonstrated by a significant Cronbach o
of between 0.62 and 0.82 for each item. Test retest
reliability of individual scales ranged from 0.780 and
0.874 and was 0.830 for total objective scale score.!"!

The General Health Questionnaire (GHQ) is a
self-administered instrument used for screening
for psychiatric morbidity.!' It has a good internal
consistency (Cronbach alpha 0.82 to 0.93).0'"] The
GHQ has been validated in Nigeria.!'") The Yoruba
version of the GHQ-12 (Y-GHQ-12) which was adopted
in this study has been validated in Nigeria.l'") The
GHQ had been used by researchers to assess caregiver’s
distress.2%-2)

Caregivers

A “principal caregiver” was selected and for the purpose
of this study defined as “a nonprofessional person
in the community who was most involved with the
everyday care of the case and would be very likely to
respond to any request for special assistance at any
time, if such a request was made by the case”.??! In
other words, such a person is not paid. An additional
criterion was that all the recruited caregivers must
have lived exclusively with the patient for at least
1 year prior to recruitment and was not involved in
the care of any other family member with any mental
or chronic physical illness. They were also Yoruba
Speaking Nigerians of either gender aged 18 and above
and were able to understand the exercise.

Setting of the interview

Face-to-face interview was arranged with each patient
and the principal caregiver. Caregivers were interviewed
separate from the patients, to facilitate free expression
of their feelings. The interview took place at the special
Clinic of the Ring Road State Hospital. Each interview
took between 40 and 50 min to complete.

Statistical analysis

The data analysis was according to the two objectives.
An estimate of the prevalence and correlates of family
burden were obtained. Mean FBIS scores of two
variables were compared using the student ¢ test and
ANOVA when the variables were more than two. The
level of significant was set at <0.05. All analyses were
performed with the SPSS-version 15.0.1%%
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RESULTS

Four-hundred and eight patients with the DSM IV
diagnosis of schizophrenia according to the SCID were
assessed for their eligibility to enter the study. Forty
of them were excluded for various reasons including
the absence of caregiver, multiple diagnoses, medical
co-morbidity, and refusal to give consent. As a result,
368 patient-caregiver dyads were recruited.

Of the 368 patients interviewed, 214 (58.1%) were
male [Table 1]. Their age ranged from 14 to 58 years, with
a median of 32 years. Only 61 (16.6%) were married,
163 (44.3%) were single, 118 (32.1%) separated,
11 (3.0%) divorced, and 5 (1.4%) were widowed.

Seventy-six (20.7%) had no formal education, while
the rest, 292 (79.3%) had at least some elementary
education. The median year of education was 4 years.
The majority, 253 (68.8%) were unemployed. Their
mean age was 29.7 (SD=8.6) years, while the median
was 27 years. The mean duration of illness was
3.4 years (SD=2.7), while the median was 2 years.

Of the 368 caregivers interviewed, 43 (11.7%) were
spouses, 300 (81.5%) were parents, the rest, 57 (6.8%)
were non-parent family members. The majority,
266 (77.8%) were female [Table 2]. Sixty-six (17.2%)
were married, the rest, 302 (82.9%) were either single,
separated, widowed, or divorced. Their age ranged from
18 to 82 with a mean of 58.1 years (SD=19.6), median
was 51 years.

Their mean years of education was 1.8 (SD=0.9);
50.0% of them had no formal education, 35.5% had
some elementary education, 8.9% had at least some
secondary school education while 5.5% had some post
secondary education.

More than half (60.3%) of the caregivers were
employed. The mean number of years living with the
patient was 11.7 (SD=7.4) and the mean duration
of care giving was 2.2 years (SD=1.4). The average
number of hours per week in contact with the patient
was 73.7 (SD=39.6) while 51.1% of the caregivers
scored >3 on GHQ [Table 1].

Mean burden score in the domain of financial
burden (category A) was 5.85 (2.24), disruption of
routine family activities (B) 4.89 (1.88), disruption
of family leisure (C) 4.74 (2.03), disruption of family
interactions (D) 4.42 (1.83), effect on physical
health of others (E) 1.32 (0.72), effect on mental
health of others (F) 0.99 (0.39). Total mean objective
score was 22.69 (6.21), mean subjective score was
1.12 (0.68). 333 (90.5%) respondents reported burden
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Table 1: Sociodemographic characteristics of patients
and caregivers

Sociodemographic Patients % Caregivers %
characteristics frequency frequency
Age group (years)
<25 145 39.4 8 22
25-34 145 39.4 36 9.8
35-44 61 16.6 88 239
>44 17 4.6 122 33.1
Years of education
Nil 76 20.6 180 48.9
1-6 181 49.2 128 34.8
7-12 90 24.5 32 8.7
>12 21 5.7 28 7.6
Gender
Male 214 58.1 80 21.7
Female 154 41.9 288 78.3
Marital status
Married 61 16.6 62 16.8
Single 163 443 64 17.4
Separated 118 32.1 172 46.7
Divorced 11 3.0 40 10.9
Widowed 5 1.4 30 8.2
Occupation**
High level professional 2 1.1 - -
Skilled worker 24 6.5 9 2.4
Semi skilled worker 44 11.1 12 33
Unskilled worker 45 11.1 210 57.1
Unemployed 253 68.8 137 37.2
Relationship of caregivers
to patient
Either parent - - 219 59.5
Spouse - - 43 11.7
Sibling - - 49 133
Distant family member - - 30 8.2
Non relations - - 27 7.3

Mean duration of illness  2.94 SD (1.95)

Mean hours spent with - 14.45 SD (5.70)

patient

GHQ of caregivers
< 180 40.9
>3 188 511

GHQ — General health questionnaire; **The occupation variable used was
a modified version of a scale developed by Pineo, Porter and McRoberts?*

in the domain of financial burden, 316 (85.9%) in
the domain of disruption of routine family activities,
324 (88.0%) in the domain of disruption of family
leisure, 302 (82.1) in the domain of disruption of family
interactions, 307 (83.5%) in effect on physical health
of others, 312 (84.8), in effects on mental health of
others 314 (85.3%), global burden, 324 (85.3%), and
310 (84.2) in subjective burden [Table 2].

Significant factors that were associated with caregivers’
burden were: Age in the domains of effect on physical
health of others and effect on mental health of others F,
P<0.01, P=0.02 respectively; years of education,
P=0.01 in the domain of disruption of routine family
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Table 2: Pattern of objective score at category and item
levels

Categories/items Mean  SD Frequency %
category/
item score

Category A: Financial burden 5.85 2.24 333 90.5
Loss of patient’s income 1.03 049 329 89.4
Loss of income of other family 1.04 0.51 328 89.1
members
Expenses of patient’s illness 0.93 0.47 313 85.1
Expenses due to other changes in 098  0.65 286 77.7
arrangements
Loans taken 0.93 0.67 272 73.9
Any other planned activity needing 0.94 0.54 303 82.3
finance, postponed

Category B: Disruption of routine 4.89 1.88 316 85.9

family activities
Patient not attending work, school 1.03 0.49 269 89.4
Patient unable to help in household 1.04 0.51 328 89.1
duties
Disruption of activities due to 093 047 303 85.1
patient’s illness and care
Disruption of activities due to 0.97 0.65 295 77.4
patient’s irrational demands
Other family members missing 093  0.67 271 73.6

school, meals
Category C: Disruption of family leisure ~ 4.74 2.03 324 88.0

Stopping of normal recreational 0.88 0.47 304 82.6
activities
Absorption of another member’s 0.84 052 284 77.2
holiday and leisure time
Lack of participation by patient in 0.65 0.52 231 62.8
leisure activity
Planned leisure activity abandoned 0.86 0.42 306 83.2
Category D: Disruption of family 4.42 1.83 302
interaction
111 effect on general family 0.86 0.45 333 82.1
atmosphere
Other members arguing over the 084  0.52 284 78.1
patient
Reduction or cessation of interaction 0.74  0.49 263 71.5
with friends and neighbors
Family becoming secluded or 090 047 307 83.4
withdrawn
Any other effect on family or 1.09  0.50 337 91.6
neighbourhood relationships
Category E: Effect on physical health 2.25 1.05 252 68.5
of others

Physical illness in any family member 1.32 0.72 274 74.5
Any other adverse effect on others 092 044 218 59.2

Category F: Effect on mental health of 2.05 0.87 314 85.3
others

Any member seeking professional 1.5 0.62 307 83.4
help for psychological illness
Any member becoming depressed, 099  0.39 338 91.8

weepy, irritable
Total objective score 22.69 6.21 324 85.3
Subjective score .12 0.68 310 84.2
Total objective and subjective 23.81  6.30 310 84.2

(n=368)

activities; occupation of caregiver P=0.03 in the domain
of disruption of family leisure, and relationship of
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caregiver to patient on items domain of effect on
physical health of others and effect on mental health
of others, P=0.04, P<0.01, respectively [Table 3].

DISCUSSION

To the best of the researchers’ knowledge, this is the
first study evaluating caregivers’ burden in Nigeria
using the validated version of the FBIS. In brief, the
key findings in this study were that 85.3% of caregivers
of schizophrenia patients experienced at least some
amount of objective burden; 84.2% experienced at least
some subjective burden. The mean total score of the
Y-FBIS was 22.69 (SD=6.21).

This result highlights the diverse areas of caregivers’
burden in a developing nation with little or no resources
for the care of mentally ill. The area rated to have
created the highest level of burden was “financial
burden” (90.5%), while “effect on physical health of
others” was rated least burdensome (68.4%). This study
has reported some socio-demographic correlates of
caregivers’ burden such as age, education, occupation,
relationship to patient, duration of illness, and hours
spent with patients in some categories of caregivers’
burden. In total objective scale, this study has identified
only duration of illness and hours spent with patients
to be associated with caregivers’ burden.

When the socio-demographic profiles of the caregivers
in this study were compared with an earlier study
in China that utilized same caregivers’ assessment
instrument,®) results from this study showed that
caregivers were generally older, had fewer years of
education, fewer proportions were married but a
larger proportions were either unskilled workers or
unemployed. The mean FBIS scores reported were
also generally lower than the baseline figures in that
study. These generally low mean FBIS figures may be
potentially ascribed to the effect of social network and
effective support system in Nigeria.l’)

Results from this study showed that older caregivers
significantly reported burden in the areas of “effect
of illness on physical health of others” and “effect
of illness on mental health of others.” This finding
corroborates reports that general medical conditions
are very prevalent within the older age groups.l*® It
also suggests that older caregivers are more “at risk” of
mental health problems as a result of care giving.

The salience of caregiver education which is one of
the most replicated findings in this field of study!*”*%
was only reported in the domain of “disruption
of routine family activities.” However, contrary to
reported association between low level of education and
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Table 3: Sociodemographic characteristics and mean subcategory score for categories A to E of the Y-family burden

interview schedule

Sociodemographic characteristics A B C D E Total
Mean SD Mean SD Mean SD Mean SD Mean SD Mean SD Mean SD
Age
<25 557 214 463 214 454 224 470 1.09 2.08 1.09 192 092 2212 593
25-34 6.14 217 521 1.80 495 1.86 422 1.73 245 0935 210 075 2331 5.88
35-44 579 248 478 210 465 186 427 179 2.16 1.09 217 095 2247 714
>44 8.00 - 699 311 791 308 592 266 387 1.66 378 1.67 33.16 1045
F stat 1.97 2.85 1.90 2.12 423 3.48 1.85
P 0.1 0.37 0.1 1.0 <0.01 0.02 0.1
Gender
Male 591 218 494 1.88 4.88 205 451 187 228 1.08 1.96 090 22.81 6.11
Female 577 231 484 1.88 455 198 432 1.77 221 1.00  2.16 0.82 2254 6.34
F stat 0.35 0.28 2.52 0.99 0.34 5.08 0.17
P 0.6 0.6 0.1 0.3 0.6 0.3 0.7
Years of education
0 565 253 443 214 442 207 439 201 2.04 1.16 195 195 21.63 728
1-6 587 223 498 1.85 483 184 432 184 234 0.95 2.14 078 2297  6.13
7-12 625 202 529 1.66 482 235 464 159 220 1.11 194 097 2331 5.46
>12 5.28 1.94 441 1.74 476 201 445 1.88 238 1.05 203 082 2193 557
F stat 2.05 3.59 0.82 0.60 1.71 1.46 1.30
P 0.1 0.01 0.5 0.6 0.2 0.2 0.3
Occupation
High professional - - - - - - - - - - - - - -
Skilled worker 547 248 476 211 594 219 482 105 253 1.13 229  1.11 2359  6.22
Unskilled 579 207 482 175 461 191 441 194 222 .02 2.00 0.80 2242 5064
Unemployed 6.02 252 5.5 2.11 481 219 438 1.67 226 1.08  2.09 097 2310 7.22
F stat 0.65 0.60 3.58 0.44 0.69 1.14 0.65
P 0.5 0.5 0.0.03 0.7 0.5 0.3 0.5
Relationship to patients
Either parent 5.42 1.62 458 138 517 1.64 475 226 225 062 242 515 2275 443
Spouse 555 331 455 277 345 265 391 235 159 1.18 1.68 1.13 20.14 9.68
Sibling 586 210 491 1.80 476 2.00 450 172 227 1.03 1.97 087 2275 573
Distance relation 577 233 478 1.94 483 196 406 182 229 1.13 230  0.60 2258  6.12
Non relation 622 230 527 1.83 500 1.87 483 1.88 241 089 210 1.04 2390 06.84
F stat 0.52 0.74 2.60 1.84 2.53 3.55 1.34
P 0.7 0.6 0.4 0.1 0.04 <0.01 0.3
Duration of illness
<3 years 4.68 211 3.88 1.76 428 2.17 4.04 203 197 1.14 1.87 091 1929 592
>3 years 7.20 1.51 6.06 127 535 156 485 147 258 079 227 075 2663 3.64
T -12.78 —-13.25 —5.28 -4.29 =5.76 —4.48 —13.98
P 0.001 0.001 0.001 0.001 0.001 0.001 0.001
Hours spent with patient
<13 646 212 539 1.80 490 191 477 167 234 1.04 2.00 093 2432 589
>13 5.44 1.90 455 1.57 444 190 410 1.60 2.11 1.06 2,05 081 21.19 448
T 6.2 6.0 3.0 5.0 2.6 -0.3 7.3
P 0.00 0.00 0.003 0.00 0.01 0.4 0.00

caregivers’ burden, the present study found a significant
association between high level of education (secondary
school education) and caregiver’s burden. It is possible
that higher level education was responsible for greater
perception of the complexities involved in care giving.

In this study, when spouses were compared with other
caregivers, spouses were found to have the lowest
mean FBIS score in the areas of “effect of illness on
physical health of others” and “effect of illness on the
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mental health of others.” This is contrary to previous
studies that reported high level of burden among the
spouses.?82?1 A potential explanation for low level of
burden in the aforementioned areas is that spouses
would be more tolerant of the behaviors of their
partners compared with any other caregiver. This may
be an example of the concept of “dissonance” in the
experience of burden.*”! In a German study; it was noted
that many spouses reported low level of burden when
their partners had mentally illnesses.!*!)
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The category where the largest proportion of caregivers
reported burden is “financial Burden” (90.6%). This is
not unexpected considering the continuing salience of
family out-of-pocket expenses for the care of patients
in a country such as Nigeria where National health
profile is still poor.!”!

The present study also found support for the notion
that long duration of schizophrenia could affect
objective burden, including the physical deterioration
of family caregivers and financial difficulties.**

The finding that over 80% of caregivers reported
moderate to high level of subjective burden is notable.
Moreover, subjective burden mediates stress reaction in
caregivers to the burden of care and some researchers
have erroneously considered subjective burden as equal
to stress.** This finding is consistent with stress-process
models,?* which posit that caregivers’ burden mediate
the association between stressors and psychological
distress. This is further exemplified by the finding that
the item on which the highest number of caregivers
reported burden is “Any member becoming depressed,
weepy, irritable” (91.6%). This may further suggest an
interaction between caregivers’ burden and emotional
problems.

In contrast to reports indicating that higher burden
was associated with more hours of contact with
the patient,>?’! the present study found an inverse
relationship. This was so in four categories: Financial
burden, disruption of routine family activities,
disruption of family leisure, and disruption of family
interaction and also in the total subjective burden.
As for financial burden, the potential explanation is
that caregivers who spent shorter hours incur extra
on expenditure on transportation, more so, findings
from this study indicated that those in employment
reported greater burden than the unemployed. As for
disruption of routine family activities, disruption of
family leisure and disruption of family interaction,
this inverse relationship could be ascribed to the large
extended family system in Nigeria, whereby other
family members absorb part of the burden, which
is later transferred to the main caregiver by their
critical comments. There is also the tendency for main
caregiver to aspire to impress other family members to
his own detriment. This and the extra expenditure on
transportation may be a postulation for the higher total
objective burden among those who spent shorter hours
with their patients.

In support of Montero’s finding that over 55% of
caregivers of schizophrenia had high GHQ score,** the
present study found that 51.1% of caregivers scored
above the GHQ cut off point indicating psychological
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distress, although no attempt was made in allocating
psychiatric diagnoses to the caregivers despite this.
However, this finding suggests that caregivers are
potential “high risk group” for mental disorders.
Thus, they constitute a group of individuals who
require medical, psychological, and social intervention
in order to reduce the growing incidence of chronic
non-communicable diseases including mental health
problems. This therefore calls for policies that focus
on provision and funding of programmes that are
targetted at social and occupational rehabilitation for
patients, as well as psychoeducational programmes
and psychosocial support for families and care givers
of patients with schizophrenia. Collaborative efforts
involving government agencies, non-government
organisations and other stakeholders have a better
chance of success.

This study was limited by a number of factors. The
Y-FBIS like the English version does not have cut-off
points that may serve as focus of clinical intervention. It
is rated over only 3 points, no burden, moderate burden,
and severe burden. Thus, it requires more anchor points
for the response to give a more meaningful interpretation.

A structured personality and IQ assessments were not
carried out, to determine whether the patients had
intellectual impairment or personality disorder, these
could have created additional burden to the care of
the patients. Caregivers 1Q and personality could also
mediate their perception of and reaction to caregiver
burden.

Although we assessed patients’ severity of symptoms
and other related measures, these will be addressed in
subsequent paper from the parent study.

The impact of patient’s socio-demographic variables
on burden was not assessed. There is a need for more
research on this to determine whether they have
equivalent effects with clinical variables on burden or
rather have a differential effect.

Risk factor analysis was not carried out and this has
greatly limited the interpretation of various bivariate
relationships.
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