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Abstract Background Most needs of outpatients
with schizophrenia are met by the family. This could
cause high levels of family burden. The objective of
this study is to assess the relationship between the
patients’ needs and other clinical and disability vari-
ables and the level of family burden. Method A total
sample of 231 randomly selected outpatients with
schizophrenia was evaluated with the Camberwell
Assessment of Needs, Positive and Negative Syndrome
Scale, Global Assessment of Functioning and Disabil-
ity Assessment Scale. A total of 147 caregivers also
answered the objective and subjective family burden
questionnaire (ECFOS-II). Correlations between total
number of needs and family burden, ¢ tests between
presence or absence of need for each domain of family
burden and regression models between family burden
and needs, symptoms, disability and sociodemo-
graphic variables were computed. Results The num-
ber of patients’ needs was correlated with higher levels
of family burden in daily life activities, disrupted
behaviour and impact on caregiver’s daily routine. The
patients’ needs most associated with family burden
were daytime activities, drugs, benefits, self-care,
alcohol, psychotic symptoms, money and looking after
home. In a regression model, a higher number of
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needs, higher levels of psychopathology and disability,
being male and older accounted for higher levels of
family burden. Conclusion Patients with schizophre-
nia with more needs cause greater family burden but
not more subjective concerns in family members. The
presence of patients’ needs (daytime activities, alcohol
and drug), severity of psychotic symptoms and dis-
ability are related to higher levels of family burden.
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Introduction

The deinstitutionalization of psychiatric patients [8]
has implied that a large proportion of people with
schizophrenia now live with their relatives, who are
the main providers of social network and care [42].
Most needs of outpatients with schizophrenia previ-
ously met by psychiatric hospitals are now being
covered by families [28]; especially those needs related
to daily activities (food, looking after home, self-care,
company, child care, money...) [31]. Formal services,
meanwhile, cover areas where there are established
services or intervention. This may show country var-
iation. For example, in the Northern European coun-
tries, informal caregivers tend to have a less important
role; this might be due to the wider scope of formal
services and the more limited social networks of that
area compared to Mediterranean countries [26].
However, Smith [40] in USA reported that a high
number of families had the need for support services
in the care of their ill relatives causing high levels of
burden. Family burden is therefore an international
problem and several programmes have been devel-
oped in order to reduce it [32].

These increased demands for family care have
overlapped with a decrease in family size, which has



reduced the capability of the families to provide care
and support to their members.

There are two types of family burden: objective and
subjective. Objective family burden is defined as the
specific and observable implications in care, whilst
subjective burden is defined as the concern about
psychological consequences [12]. Different variables
have been related to high levels of family burden
as symptoms [20, 34] and social functioning [17].
Fadden [5] found that a higher presence of negative
symptoms in patients was more related to high levels
of family burden; Roick et al. [37] also found that
negative and positive symptoms were explained by
high levels of family burden. Moreover, Koukia and
Madianos [17] found that patients with less social
functioning cause more family burden.

However, studies about the relationship between
patients’ needs and family burden are very scarce. The
only study that we could find [25]showed limited rela-
tionship between the needs perceived by the patients and
the burden of their caregivers. The authors explained
that the questionnaire might not have collected all the
information related to the needs and family care, and
suggested that further research should be conducted.
Our approach is to assess more deeply if patients with a
higher number of needs, showing some specific needs,
cause more family burden. Recently, our team has vali-
dated the Spanish version [43] of the Family Burden
Interview Schedule-Short Form (FBIS-SF) [41] and this
family burden questionnaire allows us to make a deeper
assessment of objective and subjective family burden.

The aims of this study are: to assess the relation-
ship between the number and type of expressed needs
and family burden; and to assess the influence of
symptoms and social functioning of the patient in the
family burden of the relatives.

Methods

Sample

The sample selected was composed of 231 people with schizo-
phrenia who were randomly selected from a computerized register
that included all patients under treatment in the five mental health
centres of Sant Joan de Déu that participated in the study. The five
community mental health centres cover a catchment area of
440,000 adults of different sociodemographic backgrounds from the
city of Barcelona and its surroundings and are representative of the
community mental health centres of Catalonia (region of Spain),
about 500 patients with schizophrenia are attending these mental
health centres.

Inclusion criteria were (a) to have a primary diagnosis of
schizophrenia according to DSM-IV criteria, (b) to be between 18
and 65 years old, (c) to live in the catchment area, and (d) to have
had at least one outpatient visit during the 6 months prior to the
start of the study. Patients with a diagnosis of mental retardation or
neurological disorder were excluded.

The selected subjects were informed by their psychiatrist about
the objectives and methodology of the study and provided verbal
informed consent to participate. They also gave the investigators
permission to contact their key-relative to analyse family burden.
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Material

Demographical and clinical information on the subjects was gath-
ered with the following instruments:

e A sociodemographic and clinical questionnaire that included
information on psychiatric history and comorbidity.

o The Positive and Negative Syndrome Scale (PANSS) [16]; Spanish
version [33]. The PANSS items were classified into four clusters
(negative, positive, excitative and depressive factor) following the
results obtained with this sample [44].

o The Disability Assessment Schedule (DAS-s), short version [14].
This scale includes assessment of disability in four areas: self-
care, occupational, family and social disability.

o The Global Assessment of Functioning Scale (GAF) [4].

e The Camberwell Assessment of Needs (CAN) [35], Spanish Ver-
sion [24, 38] which assesses the presence of needs in 22 areas. In
this study we have used the patients’ assessment.

The main caregiver defined by the patient was the object of the
assessment of family burden.

Family burden was assessed with the Objective and Subjective
Family Burden Interview (ECFOS-II), validated into a Spanish
version by our group [44]. This instrument was developed based on
“The FBIS-SF” [41]. The alpha Cronbach coefficient was 0.85 and
the Cohen’s Kappa coefficients ranged between 0.61 and 1. The
instrument includes nine modules assessing different areas of
possible burden: module A, activities of daily life; module B,
supervision and disrupted behaviours; module C, costs; module D,
impact on caregiver’s daily life; module E, concerns; module F,
hours of help given by another caregiver; module G, repercussions
on the caregiver’s health (psychoactive medication); module H,
global information given by the caregiver and module I, global
information given by the interviewer. For the purpose of our study,
we have used data from four modules: care given to the activities of
daily life (A), supervision of disrupted behaviours (B), impact on
caregiver’s daily life (D) and concerns (E). We have selected these
modules as each of them is composed by more than four items
which have been summarized in quantitative variables. These
summaries give information about subjective and objective direct
burden.

Statistical analysis

Data were analysed using the Statistical Package for Social Sciences
(SPSS), version 11.0 [29].

Spearman’s correlation coefficients were calculated to describe
the association between the objective and subjective burden mean
scores in activities of daily life, supervision of disrupted behav-
iours, impact on caregiver’s daily routine and caregiver’s concerns
modules and number of total, met and unmet needs.

The comparison of the level of burden in each of the modules
and patients’ needs in the 22 domains analysed with the CAN was
based on a mean comparison and Student’s T Statistic. When the
distribution of the groups was not normal, we used non-parametric
tests (Mann-Whitney U test).

Finally, to study the effects of age, age at onset, sex, GAF,
PANSS subscales (positive, negative, excitative and depressive) and
DAS-S subscales (self-care, occupational, family and social dis-
ability) with total number of needs on the level of burden in the
ECFOS-II modules, a stepwise multiple linear regression analysis
was performed. The selection of variables included in the regres-
sion model was based on statistical and literature findings.
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Table 1 Socio-demographic and clinical characteristics of the sample
(n = 231)

n (Percentage)

Male 147 (63.6)
Marital status
Single 154 (66.7)
Married 49 (21.2)
Divorced 26 (11.3)
Widow 2 (0.9)
Living
Alone 29 (12.6)
Parents 117 (50.6)
Other family members 15 (6.5)
Spouse/Children 58 (25.1)
Residence/Sheltered housing 9 (3.9
Others 3(1.3)
Occupational status
Employed 19 (8.2)
Permanent sick leave 153 (66.2)
Others 59 (26.6)
Mean (SD)
Age 39 (12.1)
Age at onset 23 (7.4)
Length of illness 16 (10)
Global assessment functioning (GAF) 4342 (13)
Disability assessment scale (DAS-sv) 10.96 (4.3)
Results

Of the 231 patients selected initially, we fulfilled the
whole assessment of 196 of them, but there were no
significant differences in any of the sociodemographic
variables between the people who answered all the
questionnaires and those who did not. The reasons
why people did not fulfill the assessment were: 30
(13%) the lack of compliance with all the visits and 5
(2%) of them moved outside the catchment area of the
community mental health centre.

Approximately two-thirds (63.6%) were male.
Mean age was 39 years old (SD = 12.1) and mean
length of illness 16 (SD = 10) years. Patients were
more often single (66.7%), lived with parents (50.6%)
and were not working because they were on perma-
nent sick leave (66.2%). Mean GAF score was of 43.42
(SD = 13). Mean DAS-s total score was 10.96 (SD =
4.3) (Table 1).

Mean number of needs was 5.36 (SD = 2.71),
whilst mean number of unmet needs was 1.82 (SD =
1.98). The most frequently detected needs were psy-
chotic symptoms (68%), looking after home (50%),
food (46%) and information (42%) while the unmet

needs involved company (22%), intimate relationship
(17%) and daytime activities (13%).

Only 147 key-relatives of the 196 people with
schizophrenia who were assessed for the study were
available and willing to participate (75%). The main
reasons for not answering the questionnaire were:
absence of family (13%), the patient was the head of
the household (3.9%), refusal of the family or the
patient to attend the interview (3.6%), and other
reasons (4.5%). There were no differences in soci-
odemographic, clinical, social functioning and needs
variables of patients whose relatives were interviewed
and those who were not.

The main caregivers of patients interviewed were:
their parents (58.5%)—mainly their mothers (48.3%)—
followed by their partners (17.7%), siblings (12.9%) and
offspring (9.5%) and other relatives (1.4%). The mean
age of the caregivers was 62.77 (SD = 10.10).

The highest levels of burden were found in the
modules of concerns and in the objective care
given with the activities of daily life (Table 2). The
average frequency of care given for activities of
daily life was about once or twice per week.
Supervision of disrupted behaviours was about
once a week. We also observed that the patient’s
disorder interfered in the caregiver’s life about
once a week.

The highest level of objective family burden in
caregivers was found in areas such as meals (67%),
housework (61%) and managing money (53%)
(belonging to the activities of daily life module).
Subjective family burden was high in the following
domains: future (99%), security (92%), money (90%),
physical health (85%) and social life (81%) (all
belonging to the concerns module).

We found a positive correlation between objective
and subjective burden in care provided in the activi-
ties of daily life, subjective burden of disrupted
behaviours and the impact on caregivers’ daily rou-
tine with the patients’ total number of needs.
The same relationship was observed between the
modules above and the met needs, but met needs were
also associated with subjective burden in disrupted
behaviours. We found no relationship between
the family burden and the patients’ unmet needs
(Table 3).

Table 4 describes the relationship between family
burden and the presence or absence of different type
of needs. The table only reports on the needs that
have a statistically significant relationship with bur-
den (P < 0.05). A high level of family burden in

Table 2 Description of the scores in each module of the objective and subjective family burden questionnaire (ECFOS-II)

Care provided for the activities

Disrupted behaviours

Impact on caregivers’ Caregivers’ concerns

of daily life module (A) supervision module (B) daily routine module (D) module (E)

Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Objective burden 246 (0.92) 1.41 (0.58) 1.47 (0.70) -
Subjective burden 0.97 (0.77) 0.50 (0.71) - 2.61 (0.88)




615

Table 3 Spearman’s correlations coefficients between family burden dimensions and number of total

ECFOS-II

Number of total needs

Number of met needs Number of unmet needs

Spearman correlation coefficient

Care given with the activities of daily life module Objective burden
Subjective burden
Objective burden
Subjective burden
Objective burden

Subjective burden

Disrupted behaviours supervision module

Impact on caregivers’ daily routine module
Caregivers’ concerns module

0.376*** 0.397%** 0.064
0.151* 0.193** 0.054
0.125 0.171* 0.064
0.155% 0.176* 0.103
0.258%* 0.240%* 0.145
—0.154 —-0.125 —0.086

Met and unmet needs

***Correlation is significant at the 0.001 level (two-tailed)
**Correlation is significant at the 0.0 level (two-tailed)
*Correlation is significant at the 0.05 level (two-tailed)

activities of daily life was observed in people who
reported needs in the following domains: food, looking
after home, self-care, daytime activities, drugs, money
and benefits. Relatives of patients with needs in daytime
activities, self-safety, alcohol and drugs proved a higher
burden in disrupted behaviour. Relatives scored higher
in concerns when patients showed needs in the areas of
daytime activities and psychotic symptoms.

Multiple linear regression models were used to
determine which of the sociodemographic variables,
symptoms, social functioning and needs of patients
explain objective and subjective burden. The models
with a higher explanatory value as measured with R*
were those explaining the objective burden family
modules. Objective family burden in activities of daily
life were explained by GAF, total number of needs,
self-care DAS-s subscale, the positive subscale of the
PANSS and gender (worse family burden in men);
whilst subjective family burden in this module was
explained by the negative subscale of the PANSS and
the total number of met needs. The objective burden
caused by disrupted behaviours was associated with
the total number of needs, the DAS-s family func-
tioning subscale and excitative PANSS. Disrupted
behaviours subjective burden was related to DAS-s
family functioning subscale and age. The impact on
caregivers in the daily routine module was explained
by the total number of needs, the DAS-s family
functioning subscale and the affective subscale of
the PANSS. Finally, the concerns of caregivers were
explained by occupational disability, age, negative
subscale of the PANSS and age at onset (Table 5).

Discussion

A clear relationship between subjective and objective
family burden of relatives of patients with a diagnosis
of schizophrenia and the needs showed by the pa-
tients is found in our study. Relatives show high levels
of burden when patients have some specific needs that
require to be met.

No relationship was found between unmet needs
and family burden. It is possible that we do not find

any correlation because of the small number of pa-
tients with unmet needs.

Our results suggest that people who have more needs
in food, looking after home, daytime activities, self-care
and social benefits cause a higher family burden in the
daily life activities of the caregivers. Families have to look
after and supervise the activities of their ill relatives in
daily life. Caregivers were mainly the patients’ mothers,
coinciding with other studies[10].

Disrupted behaviours in the supervision module of
family burden are related to the presence of needs in
the areas of drugs and alcohol; drugs are related to a
higher family burden in activities of daily life, too. It
is clear that outpatients with problems in the drugs
domain cause a higher family burden. Specific inter-
ventions should therefore be made in the case of pa-
tients with schizophrenia who have problems with
drugs and alcohol use in order to reduce the family
burden [39].

These findings are interesting because they can
help us determine a profile of patient who can cause a
higher family burden and it would allow us to define
interventions to their families.

However, no relationship was found between the
concerns module and the total number of needs. This
means that the concerns of caregivers of patients with
schizophrenia are present regardless of the existence of
patients’ needs. These results coincide partially with
Meier et al. [25], they did not find any relationship be-
tween subjective family burden and the patient’s needs.
The authors suggest that a wider assessment of family
burden should be done; our study has assessed family
burden with a more extensive questionnaire (ECFOS-II)
and other aspects of subjective and objective family
burden have proved to be related with the patient’s
needs. Foldemo et al. [7] suggests that caregivers are
worried about what will happen to the patients when
they are no longer able to help them, which is actually
consistent with the high levels of concern about the fu-
ture found in our study.

Family burden is also related to symptoms and
disability of their ill relative. These results are con-
sistent with those of Magliano et al. [21], because they
found that levels of family burden are lower when
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Table 4 Relationship between total family burden and the presence or absence of the needs of the CAN

ECFOS-II Presence of needs (CAN) n Mean (SD) Sig. (two-tailed)
Care given with the activities of daily life module Objective burden Food Absent 74 2.21 (0.98) a3
Present 68 2.72 (0.75)
Looking after home Absent 68 2.22 (0.95) **
Present 74 2.68 (0.83)
Self-care Absent 117 2.34 (0.91) **
Present 25 3.02 (0.76)
Daytime Activities Absent 90 2.35 (0.95) *
Present 52 2.66 (0.83)
Drugs® Absent 138 2.44 (0.91) 3
Present 4 3.41 (0.18)
Money Absent 78 2.25 (0.94) **
Present 64 2.71 (0.83)
Benefits Absent 108 2.37 (0.88) *
Present 34 2.76 (0.98)
Subjective burden Looking after home Absent 69 0.78 (0.69) *
Present 75 1.11 (0.83)
Self-care Absent 119 0.84 (0.72) bl
Present 25 1.47 (0.84)
Drugs® Absent 140 0.92 (0.77) &
Present 4 2.00 (0.37)
Benefits Absent 110 0.87 (0.70) *
Present 34 1.22 (0.95)
Disrupted behaviours supervision module Objective burden Daytime activities Absent 90 1.14 (0.38) *
Present 52 1.37 (0.66)
Safety to self Absent 131 1.19 (0.48) *
Present 1 1.59 (0.73)
Alcohol Absent 129 1.17 (0.46) X
Present 13 1.71 (0.73)
Drugs® Absent 138 1.20 (0.50) <
Present 4 1.84 (0.33)
Subjective burden Alcohol Absent 131 0.35 (0.53) *
Present 13 1.15 (0.95)
Drugs® Absent 140 0.39 (0.58) **
Present 4 1.72 (0.55)
Impact on caregivers’ daily routines module Objective burden Daytime activities Absent 90 1.35 (0.57) *
Present 51 1.68 (0.87)
Psychotic symptoms Absent 45 1.30 (0.55) *
Present 96 1.55 (0.76)
Money Absent 77 1.36 (0.56) *
Present 64 1.61 (0.83)
Benefits Absent 107 1.37 (0.56) *
Present 34 1.78 (0.99)
Caregivers’ concerns module Subjective burden Daytime activities Absent 89 2.82 (0.90) *xrx
Present 51 2.28 (0.75)
Psychotic symptoms Absent 45 2.96 (0.85) 3
Present 96 2.47 (0.86)

***Association is significant at the 0.001 level (two-tailed)
**Association is significant at the 0.01 level (two-tailed)
*Association is significant at the 0.05 level (two-tailed)
“Results obtained by Mann-Whitney test

patients improve their social functioning. However,
Moller-Leimkiikhler [27] found that the patient’s
symptoms and psychosocial functioning were not
related to family burden in individuals with a first
psychotic disorder and with depression. Thus, the
positive results found in our sample show that family
burden could be associated with a chronic course of
the illness and caregivers could be more tolerant at
the onset of the disorder. Interventions in early psy-
chosis should be carried out to avoid the patient’s
condition becoming chronic. These interventions on
early psychosis should aim to improve the patients’

work abilities [36], reduce their social disability and
stigma [9] and support the family [2].

Our results show that a higher severity of negative
and positive symptoms is related to higher levels of
family burden in the area of daily life. Other authors
[1, 15] found that negative symptoms were related to
higher levels of family burden. In addition, we have
found that excitative symptoms are related to the
supervision module of family burden and depressive
symptoms are related to concerns.

Men cause more objective family burden in the
areas of daily life than women. Caregivers spend more
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Table 5 Multiple lineal regression of the total scores of family burden with some sociodemographic, clinical and psychosocial variables

ECFOS-II modules Sociodemographic Adjusted R Standardized Sig.
and clinical variables coefficients beta
Care given with the activities of daily life module (A)  Objective burden  G.AF. 0.38 —-0.19 *
Total number of needs 0.25 *EX
Self-personal care disability (DAS-s) 0.22 **
Positive PANSS subscale 0.19 ¥
Gender (male) —-0.16 *
Subjective burden  Negative PANSS subscale 0.07 0.21 **
Total number of needs 0.16 ¥
Disrupted behaviours supervision module (B) Objective burden Family disability (DAS-s) 0.22 0.24 **
Total number of needs 0.23 **
Excitative PANSS subscale 0.19 *
Subjective burden  Family disability (DAS-s) 0.09 0.29 xxx
AGE 0.18 *
Impact on caregivers daily routione module (D) Objective Burden Total number of needs 0.21 0.24 **
Family disability (DAS-s) 0.25 **
Affective PANSS subscale 0.21 **
Caregivers’ concerns module (E) Subjective burden  Occupational disability (DAS-s) 0.19 —-0.18 *
AGE —-0.33 **
Negative PANSS subscale —0.21 *
Age at onset —-0.19 *

***Correlation is significant at the level 0.001 (two-tailed)
**Correlation is significant at the 0.01 level (two-tailed)
*Correlation is significant at the 0.05 level (two-tailed)

time helping male patients than female patients in this
area. As a result of the different social roles between
women and men, women are more likely to be trained
by their families than men to perform this task. This
result is consistent with the findings of a previous
study [30].

One of the limitations of our study is that we do
not have information of about more than 30% of the
sample. However, when we assess the differences on
sociodemographic and needs variables, there are no
significant differences. Therefore, we expect that there
are not any differences between the samples.

Conclusion

In conclusion, parallel interventions should be done
with patients with schizophrenia and with their fam-
ilies. First, mental health services should pay attention
to meet the patients’ needs, specially those related to
daytime activities, drugs and alcohol. Secondly, ser-
vices should try to reduce disability and severity of
symptoms. One possibility to detect these problems
would consist in carrying out routine outcome
assessments to assess these areas of the patients (CAN
or CANSAS; PANSS and DAS-sv). Third, care giving
families of people with schizophrenia with high levels
of needs should receive more help from the formal
services. Our results support the suggestions of Ma-
gliano et al. [22, 23] that caregivers of patients with
schizophrenia need more support from the mental
health services. They suggest that these services
should train caregivers in different strategies for
managing their psychological reactions to the pa-
tient’s illness, they should educate them about the

patient’s disease and reinforce their network. There
are different possible interventions to effectively re-
duce the concerns and anxieties of caregivers [2, 6, 13,
18, 19], and they should perhaps be applied in all
cases where the family is meeting the needs of out-
patients with schizophrenia.
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