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Abstract

The aim of this study is to show the type
of care tasks related to the burden and the
social support of the caregiver of a person
with a mental disorder.

Methods: Cross-sectional study in which
data were collected from 224 care units
(primary caregiver/patient) who were being
followed up in Catalonia. Interviews were
conducted using the Family Burden Inter-
view Schedule and the Duke Functional So-
cial Support Scale. An explanatory model of
the results was sought using multiple linear
regression or binomial logistic models.

Results: The patient is a 40-year-old
single male, while the main caregiver is a
60-year-old married woman. Daily living
tasks, enforcement of the patient’s schedu-
les and routines, and the suicidal behavior
explain the increased objective and subjec-
tive caregiver burden.

Conclusions: Daily living tasks represents
a important part of the objective and subje-
tive care burden. The perceived social suport
is related to concerns about the patient.

Key words: objective caregiver burden; sub-
jective caregiver burden; mental disorders;
activities of daily living; perceived social
support; caregiver burnout.
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Resumen

El objetivo de este estudio es mostrar el
tipo de tareas de cuidado relacionadas con la
carga y el apoyo social del cuidador de una
persona con un trastorno mental.

Métodos: Estudio transversal en el que se
recogieron datos de 224 unidades de cuida-
dos (cuidador principal/paciente) que esta-
ban en seguimiento en Cataluia. Se realiza-
ron entrevistas utilizando el Family Burden
Interview Schedule y la Duke Functional So-
cial Support Scale. Se realizd regresién lineal
mdltiple o logistica binomial para obtener un
modelo explicativo de los resultados.

Resultados: El paciente es un hombre sol-
tero de 40 afios, mientras que el cuidador
principal es una mujer casada de 60 afios.
Las tareas de la vida diaria, el cumplimiento
de los horarios y rutinas del paciente y la
conducta suicida explican el aumento de la
carga objetiva y subjetiva del cuidador.

Conclusiones: Las tareas de la vida diaria
representan una parte importante de la carga
objetiva y subjetiva del cuidador. El apoyo
social percibido esta relacionado con la pre-
ocupacion por el paciente.

Palabras clave: carga objetiva del cuidador;
carga subjetiva del cuidador; trastornos men-
tales; actividades de la vida diaria; apoyo
social percibido; agotamiento del cuidador.
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Introduction

Since the 1970s, thanks to new treatments
and the assertive community model, care of
serious and chronic mental disorders has
largely been undertaken by the individual
and his or her family environment, genera-
ting a significant burden of care.

The family environment is usually the
setting where the patient lives, where he/
she exercises self-care, and where he/she
generally restarts his/her life project and
resumes his/her duties and rights after an
accident or illness. The role of the family
and the caregiver is key to the growth of
the person having experienced a relevant
loss of functions, such as may result from
brain or spinal cord injuries (1,2) but also
those secondary to severe mental disorders,
a relevant point for the WHO from the 21st
century onwards (3).

Caregiver burden refers to the strain en-
dured by a person who cares for a chroni-
cally ill individual (4) and it has an ob-
jective component (quantifiable tasks and
responsibilities, time spent) and a subjec-
tive component (own level of discomfort in
performing the task) (5). These components
are influenced by different aspects of care-
giving, and their overload has been linked
to increased symptoms, especially negative
type, and disruptive behaviors, hospital ad-
missions and use of health services by pa-
tients, and to lower self-perception of care-
givers in terms of their caregiving skills, a
lower likelihood of getting help to care for
the patient and poorer social functioning
and health (4-18). The caregiver burden
could be summed up in a single value but
it is important to know the distribution of
the objective and subjective burden among
the different responsibilities and tasks in
order to allocate resources and actions ap-

propriately in the care of mental illness so
that a good standard of care is maintained,
and the functioning and well-being of the
patient and caregiver is improved.

In this paper, we present the different
type of tasks about a large sample of care-
givers of a person with severe mental disor-
der in Catalonia in relation to the following
question: Which variables explain the higher
subjective and objective burden and percei-
ved social support of the main caregiver of a
person with severe mental disorder?

Methods

This study is based on the pilot phase of
the Catalan Department of Health’s Activa't
project (19,20), which has been applied in
12 areas of Catalonia that have a commu-
nity mental health centre and an active ca-
rers' association. Data were collected from 1
April 2015 to 31 January 2016.

Sample

The sample size calculated indicated that
222 care units (primary caregiver/patient)
were sufficient for the detection of a mo-
derate Minimum Detectable Effect (MDE)
according to Cohen (21) and Boruch et al
(22). The study involved 224 family units
(patient and primary caregiver).

Inclusion criteria for
the care unit

Patient: 1) between 18 and 63 years of age,
2) diagnosis of chronic affective disorder (bi-
polar disorder and severe recurrent depres-
sion) or psychotic disorder (schizophrenia,
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schizoaffective and delusional disorder), 3)
illness duration > 2 years, 4) moderate le-
vel of functioning (GAF/EEAG < 60: moderate
symptoms or moderate difficulties in social,
professional or educational activity).

Caregiver: 1) primary caregiver (the care-
giver who was most intensively and exten-
sively involved in the care of the patient
according to the patient and the referring
health professional).

Patient and caregiver: 1) willingness and
actual ability to participate 2) give their in-
formed consent to participate.

Exclusion criteria for the care unit

Patient: 1) diagnosis of borderline perso-
nality disorder or intellectual disability, 2)
being legally incapacitated;

Caregiver: 1) another member of the hou-
sehold requires care due to mental or soma-
tic illness;

Both: 1) have a severe or decompensated
somatic illness, 2) have received structured
psychoeducational training within the last year.
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Procedure

The study followed the conditions of the
Declaration of Helsinki (23) and was appro-
ved by the Clinical Research Ethics Commit-
tee of the Sisters Hospitallers in Barcelona.

Information was provided in 12 mental
health centres. Families wishing to parti-
cipate (user and main caregiver) were re-
quired to read and sign the informed con-
sent document. A total of 2,234 care units
(patient/primary caregiver) were informa-
te; 1,809 care units (caregiver or patient)
refused to participate and 201 cases were
excluded after a first interview on account
of not meeting the inclusion criteria (Figure
1). After the first individual interview, we
proceeded to the evaluation interviews of
the study where data were recorded, inclu-
ding questionnaires heteroadministered by
trained health personnel.
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Figure 1. Flow diagram. Information, enrollemt and assessment phases
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Measures

Sociodemographic, clinical and living-
arrangement variables were collected from
participants, both patients and caregivers.

Objective and subjective caregiver burden
was assessed using the FBIS-II questionnai-
re (Family Burden Interview Schedule-Short
Form) in its validated Spanish-language ver-
sion (ECFOS II) (24). This structured inter-
view was heteroadministered by expert staff
(60 minutes) and provides different quan-
tifiable scales on objective and subjective
aspects of the caregiver of a patient with
a serious mental disorder over the prece-
ding month. It takes into account the time
spent, the discomfort felt and the need for
help in each assessed aspect (care for daily
activities, containment of behavioral dis-
turbances, financial burden, routines and
life of the carer, concerns, help available,
effects on his/her own health and overall
impact on caregiver and family patient’s in-
teraction). Most of the items are answered
on a four or five points Likert scale from
none/never to too much (value to subjec-
tive mesures) or all days/always (value to
objective mesures).

In this work, in order to facilitate the
analysis, the items of each module have
been grouped into summary variables. Thus,
the "Caregiver activity required" variable
refers to the number of aspects of each mo-
dule where the presence of the caregiver is
necessary. The "Frequency" variable refers
to the average number of times per week
in the preceding month that the caregiver
needs to intervene or that there is an im-
pact on him/her. The "Caregiver discomfort"
variable refers to the average amount of dis-
comfort felt by the carer when carrying out
the tasks. The approximate total hours of
care per week are also collected.
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Perceived social support was assessed
using the version of the Duke-UNC-11 ques-
tionnaire validated for the Spanish popula-
tion (25). This instrument gives measures
of confidential social support (the degree
to which one can count on people close to
him/her), affective social support (the de-
gree to which a person receives demonstra-
tions of love, affection and empathy) and
overall social support; responses are expres-
sed on a Likert scale from 1 to 5.

Analysis

A descriptive study of the variables was
carried out, checking normality and ho-
moscedasticity (Kolmogorov-Smirnov and
Levene test). The relationship between the
variables was based on contingency tables
for the qualitative variables (Chi-square or
Fisher's exact test), on the Student's t-test
or Kruskal-Wallis test for the quantitative/
qualitative relationship, and on Pearson and
Spearman's correlation test, represented
graphically by means of scatter plots, for
the quantitative variables.

A regression analysis was performed with
the variables exhibiting a significant asso-
ciation (less than 0.05) and no collineari-
ty in order to propose a model indicating
which socio-demographic, housing, clinical
or caregiving variables explained the va-
riance for the variables of burden of care
(FBIS II) and perceived social support (Duke
UNC 11). Multiple linear regression was used
for the "caregiver activity required", "Fre-
quency " and "Caregiver discomfort" varia-
bles of modules “care for daily activities”,
“containment of behavioral disturbances”,
“routines and life of the carer”, “concerns”
and “overall impact on the life of the ca-
rer and their family” (FBIS II) and the to-
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tal Duke value (perceived social suport) and
binomial logistic regression was used for
the variables of modules “financial burden”,
“help available” and “effects on his/her own
health” (FBIS II).

After an initial exploratory linear or lo-
gistic regression that eliminated non-signi-
ficant variables and those that did not meet
the assumptions of collinearity or correla-
tion, a stepwise backward regression was
performed according to similarity ratio until
the variables and the final, best-fit explana-
tory model were obtained.

SPSS version 25 for Windows (SPSS Inc.,
Chicago, IL) was used for statistical analysis
and G*Power 3.0.0 for statistical power and
effect size (26).

Results

Patient characteristics

Patients” mean age is 40.91 (x10.03),
and 62.5% are male. Forty-two point nine
percent have completed primary education,
42.9% secondary education, 11.1% are edu-
cated to university level and 3.1% have
no educational certificate. Most patients
(52.7%) are single, 25% are married or in
a stable relationship and 4.9% are separa-
ted or divorced. The most frequent illness is
schizophrenia (53.1%), followed by bipolar
disorder (20.1%), schizoaffective disorder
(12.5%) and recurrent depressive disorder
(8.5%).

Caregiver characteristics

Caregivers’” mean age is 57.80 (x12.22),
and most are female (71%). Forty-one point
one percent have completed primary edu-
cation, 37.9% secondary education, 10.7%
are educated to university level and 10.3%
have no educational certificate. The majo-
rity of caregivers are married or in a stable
relationaship (55.8%), 10.3% are separated
or divorced and 7.6% are widowed. In ge-
neral, the caregiver is the mother or father
(62.5%), followed by the partner (22.8%)
and siblings (9.4%).

The majority of patients and caregivers
(79.9%) live together in the same house-
hold.

Subjective and objective
caregiver burden

Tools as FBIS allow to describe the diffe-
rents aspects of care. Table 1 summarizes the
data obtained for “care for daily activities”
and “containment of behavioral disorders”.
In care for daily activities, a greater presen-
ce is observed in assistance with schedules
and times (55.8%), housework (55.4%) and
administrative formalities (54%), but in
the first two, moreover, the intervention is
frequent and annoying. Regarding the con-
tainment of disturbed behaviors, it is the
containment of suicide risk that requires the
greatest presence of the caregiver (in 55.4%
of cases) and which, in addition, generates a
high level of discomfort (in 43.8% of cases).
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Table 1. Data obtained from FBIS for “care for daily activities” and “containment of

behavioral disturbances”.

FBIS categories
and items

Caregiver activity required

Frequency

Care for dail

A2.
A3.
A4,
A5.
A6.
A7.
A8.
A9.

. Personal care
Medication
Household chores
Shopping

Family meal routine
Journeys

Pocket money
Timetables and time

Doctors and health

services

A10. Administrative
formalities

Containment behav.
disturbances

B1.
B2.
B3.
B4.
B5.
B6.
B7.

Nuisance behavior
Attention seeking
Night time problems
Insults, threats
Suicide risk

Alcohol

Drugs
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149 (66.%)

156 (69.6%)
100 (44.6%)
127 (56.7%)
175 (78.1%)
185 (82.6%
122 (54.5%)

99 (44.2%)

138 (61.6%)
103 (46.0%)

NO

112 (50%)
151 (67.4%)
180 (81.7%)
154 (68.8%)

208 (92.9%)

(
(
(
100 (44.6%)
(
203 (90.6%)

75 (33.5%)

68 (30.4%)
124 (55.4%)
97 (43. %)
49 (21.9%)
39 (17.4%)
102 (45.5%)
125 (55.8%)

86 (38.4%)

121 (54.0%)

YES

112 (50%)

73 (32.6%)
44 (18.3%)
70 (31.3%)
124 (55.4%)
16 (7.1%)

21 (9.4%)

150 (67%)

157 (70.1%)
107(47.8%)
135 (60.3%)
183 (81.7%)
187 (83.5%)
126 (56.3%)
103 (46%)

140 (62.5%)

134 (59.8%)

None

141 (62.9%)
168 (75%)
189 (84.4%)
194 (86.6%)
184 (82.1%)
217 (4.5%)
210 (93.8%)

41 (18.3%)

28 (12.5%)
65 (29.02%)
59 (26.34)
31 (13.84%)
23 (10.27%)
37 (16.52)
71 (31.7%)

82 (36.61%)

87 (38.84%)

<1 to 6/week

70 (31.3%)
51 (22.8%)
30 (13.4%)
26 (11.6%)
35 (15.6%)
6 (2.7%)
10 (4.5%)
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Caregiver discomfort Hours/week

33 (14.7%) | 174 (77.7%) | 50 (22.3%) 150 (67%) | 59 (26.3%) 15 (6.7%)
39 (17.4%) | 187 (83.5%) | 37 (16.5%) | 156 (69.6%) | 62 (27.7%) 6 (2.7)
52 (23.2%) | 132 (58.9%) | 92 (41.1%) | 101 (45.1%) @ 81 (32.2%) | 42 (18.8%)
30 (13.4%) | 177 (79.0%) | 47 (20.9%) | 127 (56.7%) | 66 (29.5%) | 31 (13.8%)
10 (4.5%) 201 (89.7%) | 23 (10.3%) | 175 (78.1%) | 40 (17.9%) 9 (4.0%)
14 (6.3%) 206 (92.0%) 18 (8.0%) 185 (82.6%) = 23 (10.3%) 16 (7.1%)
61 (27.2%) | 159 (80.0%) | 65 (29.0%) | 122 (54.5%) | 85 (37.9%) 17 (7.6%)
50 (22.3%) | 136 (60.7%) = 88(39.3%) | 101 (45.1%) @ 84 (37.5%) | 39 (17.4%)

2 (0.9%)

3 (1.3%)

Every day

13 (5.8%)
5 (2.2%)
5 (2.2%)
4 (1.8%)
5 (2.2%)
1 (0.4%)
4 (1.8%)

197 (87.9%)

182 (81.2%)

None/Low

135 (60.3%)
177 (79.0%)
196 (87.5%)
174 (77.7%)
126 (56.3%)
214 (95.5%)
206 (92.0%)

27 (12.1%)

42 (18.8%)
High/very
high
89 (39.7%)
47 (21.0%)
28 (12.5%)
50 (22.3%)
98 (43.8%)
10 (4.5%)
18 (8.0%)

139 (62.1%)

106 (47.3%)

40 (17.9%)

72 (32.1%)

108 (48.2%)

<1-7

164 (73.2%)

13 (5.8%)

10 (4.5%)

8->28

20 (8.9%)
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Other aspect obtained from FBIS is “fi-
nancial burden”, 47% of caregivers (106)
report having incurred expenses pertaining
to the patient, mainly for food (€52), hou-
sing (€34), educational or social activities
(€28), tobacco (€26), pocket money (€17)
and clothes (€14). The patient contributes
an average of €437.19 per month to the
family economy, generally in the form of a
pension.

Respect “routines and life of the caregi-
ver”, 15.6% of caregivers have missed work
in the preceding month as a result of caring
for the patient and 26.4% of caregivers need
to make permanent changes to three or more
types of their routine activities.

Caregivers are frequently concerned about
the patient: about his/her future (80.4%),
social life (62.5%) and daily life (53.6%).

Fifty-eight percent of caregivers are able to
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receive help from other people which amoun-
ted, on average, to 9.4 hours of help per week.

Seventeen percent of caregivers require
health care as a result of caregiving: 9.4%
by their primary care physician and 11.2%
by a psychologist or psychiatrist. This group
of caregivers spends a mean of 0.8 days on
medical leave.

Respect “overall impact on caregiver and
family patient’s interaction”, 80.4% of ca-
regivers think that the mental disorder has
changed his/her personal relationship with
the person with the disorder and 68.8% consi-
der it to have changed the relationship of the
whole family. This change is perceived as ne-
gative by 39.3% of caregivers, and for 29.5%
it causes intense discomfort. In contrast,
52.7% of caregivers find positive effects on
his/her personal relationship with the patient
and 30% on the family relationship.
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Explanatory models for
the summary variables
of the FBIS

The final explanatory models obtained for
each of the summary variables using multi-
ple or binomial logistic regression are shown
in Tables 2 and 3.
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Table 2. Explanatory multiple logistic regression models for “care for daily activities”,

“containment of behavioral disturbances”, “routines and life of the carer” and “concerns”
(FBIS II) and global perceived social support (Duke-UNC-11).

Model and variables “

Model-Frequency of care for daily activities (429,'292813) 311
Constant

Frequency of concerns

Total hours of care per week

Model-Caregiver Discomfort by care for daily activities (355'261585) .450
Constant

Frequency of concerns

Disruption caregiver routines (changes per week)

Financial burden

Frequency of containment of behavioral disturbances

Total hours of care per week

Model-Frequency of containment behavioral disturbances (6 46'261195) .549

Constant

Objective negative impact on family interaction

Caregiver discomfort in containment behavioral disturbances
Frequency of care for daily activities

Disruption caregiver routines (changes per week)

B: B coefficient for the constant, df: degrees of freedom (variables, cases), S. Error: standard error

Informaciones Psiquiatricas
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IIII!EEIIIIIIIII:IIIIIIIEIIEIIIIIIIIII:IIIIIIIIIIIIIIIIIIIIIIIHI!!IIIIIIIIIHHIIIII
305 .001 1 311

-.876 222 .001
453 .050 511 .001
.122 .029 .233 .001
437 .001 .818
-.499 .159 ,002
243 .040 347 .001
.031 .008 .228 .001
242 .069 .193 .001
.223 .075 .162 .003
.040 .021 .097 .057
541 .001 1.217
-.176 .047
.064 .019 A7 .001
.506 .042 .584 .001
.053 .020 126 .010
.010 .005 101 .042
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Model and variables F (df) “

Model-Caregiver Discomfort by containment behavioral 73.974 507
disturbances (3,216)
Constant
Frequency of Containment behavioral disturbances
Effects on caregiver health
Quality of caregiver/patient relationship

. . . . 25.018
Model- Disruption caregiver routines (changes per week) (4,215) .322
Constant
Total hours of care per week
Perceived social support (Total Duke value)
Financial Burden
Effects on caregiver health
Model-Frequency of worries (438'221742) 404
Constant
Caregiver Discomfort by care for daily activities
Negative objective impact on patient interaction
Negative subjective impact on patient interaction
Model-Global perceived social support (153 '221878) 234

Constant

Education caregiver level

Frequency of concerns

Help available

Effects on caregiver health

Positive impact on family interaction

B: B coefficient for the constant, df: degrees of freedom (variables, cases), S. Error: standard error
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.500 .001 1

1.028
.598 .128
.703 .060 .609 .001
.212 .070 152 .003
-.054 .024 -.114 .024
.309 .001 475
.735 .227 .001
.029 .005 342 .001
-.016 .005 -.181 .003
247 .095 .156 .010
.328 .126 .156 .010
.395 .001 1.028
1.609 .086
.536 .084 .383 .001
.128 .043 .208 .003
127 .046 191 .007
217 .001 .305
42.509 2.075 .001
1.725 .681 .152 .012
-2.493 .636 -.239 .001
-3.898 1.135 -.207 .001
-5.241 1.495 -.212 .001
.801 .405 119 .049
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Thirty-one percent of the variance of the Table 3. Binary Logistic Regression Model for “Finan
"Frequency of care for daily activities" is
explained by worries about the patient and

hours of care per week, while 45% of the

R? (Na-
gelkerke)

"Discomfort by care for daily activities" is
explained by concerns about the patient,
changes to the caregiver's weekly routine,
the financial burden incurred, the frequency
in containment of behavioral disorders and
hours of care per week.

Fifty-five percent of the variance of the
"Frequency of containment of behavioral di-
sorders" is associated with the frequency of
negative interference in the family, the dis-
comfort caused by this type of interventions,
the frequency in care for daily activities and
the changes to the caregiver's weekly routi-
ne. Fifty-one percent of the variance of the
"Discomfort by containment of behavioral
disorders" variable is explained directly by
the frequency of this type of interventions
and the impact on the caregiver's physical
health, and inversely by the quality of the
caregiver/patient relationship.
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Model-Financial burden 64.140

Patient's age
Frequency of concerns

Constant

.332

Model-Help available

for the caregiver 21.645

Positive impact on
caregiver/patient
interaction (category H)

Positive impact on
caregiver's family
interaction (category H)

Patients studying

Constant

124

Model-Effects on

caregiver health 38.178

Discomfort by
containment of
behavioral disturbances

Disruption caregiver
routines (changes per
week)

Constant

B: B coefficient for the constant, St.Error:
Standard Error, df: degrees of freedom,

Sig: Significance, Exp (B): exponentiation of
the B coefficient (0dd Ratio), CI: Confidence
Interval

.262
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cial burden”, “Help available for the caregiver” and “Effects on caregiver health”.

2

.0001
-.097 .018 28.622 1 .0001 .907 .875-.940
1.686-
.900 .193 21.800 1 .0001 2.460 3.590
1.652 .824 4.025 1 .045 5.220
3 .0001
1.217-
436 122 12.711 1 .000 1.546 1.965
-.380 126 9.128 1 .003 .684 .534-.875
1.144-
1.107 496 4.977 1 .026 3.025 7 997
-1.764 541 10.611 1 .001 171
2 .0001
2.138-
1.486 371 16.084 1 .0001 4.420 9.137
1.062-
.136 .038 12.493 1 .0001 1.145 1.235
-3.276 413 62.949 1 .0001 .038
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Financial burden by caregiving are explai-
ned inversely by the patient's age and di-
rectly by concerns about the patient, both
explaining 33% of the variance.

Thirty-two percent of the variance of the
changes of the caregiver's weekly routine
is explained directly by hours of care per
week, financial burden, effects on caregiver
health, and inversely by total perceived so-
cial support.

Concerns about the patient's future is ex-
plained (40% of the variance) by caregiver
discomfort by care for daily activities and
subjective and objective impact on caregi-
ver-patient interaction.

Twelve percent of the variance in the avai-
lability of help avaible for the caregiver is
explained directly by the perception of a
positive impact on interaction with the pa-
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tient and the patient's status as a student
and inversely by the perception of a positive
impact on caregiver’s family interaction.

Twenty-six percent of the variance in the
effects on caregiver health is explained by
caregiver discomfort by containment of be-
havioral disturbances and disruption caregi-
ver routines (Tables 2 and 3).

Regarding overall impact on the caregiver
and family, 32% of the negative objective
impact on the caregiver is explained by the
frequency of care for daily activities and by
the changes to the caregiver's weekly routi-
ne, while 23% of the variance in objective
and subjective impact on the family is ex-
plained by "frequency of containment of be-
havioral disorders and the discomfort caused
by tasks of care for daily activities (Table 4).
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Table 4. Explanatory regression models for overall impact on caregiver and family
patient’s interaction.

Variables Category H F (df) R?

Negative objective impact on patient interaction (521,'251050) 324

Constant

Frequency of care for daily activities

Disruption caregiver routines (changes per week)

Negative subjective impact on patient interaction (133'292706) .160

Constant

Frequency of concerns

Total hours of care per week

Disruption caregiver routines (changes per week)

Positive impact on patient interaction 2-557 .047
(2,221)

Constant

Level of caregiver education

Frequency of help available for caregiver

Negative objective impact on family interaction (320.290985) .230

Constant
Frequency of Containment behavioral disturbances

Discomfort by care for daily activities

B: B coefficient for the constant, df: degrees of freedom (variables, cases),
S. Error: standard error, cat: category
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S. Error
.318 .001 1 479
1.051 .129
.606 113 .338 .001
.600 .115 .329 .001
.149 .001 .999 .190
1.244 .119 .001
.125 .029 .291 .001
.037 .016 148 .018
.071 .033 .145 .031
.038 .005 .849 .049
1.582 .216 .000
272 .115 .155 .019
467 .191 161 .015
222 .001 1 .299
.682 .118
.783 .187 .275 .001
.633 .138 .302 .001
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.../."
Variables Category H F (df) “
. PTR o s . 33.588
Negative subjective impact on family interaction (2,221) .233
Constant
Discomfort by care for daily activities
Frequency of Containment behavioral disturbances
Positive impact on family interaction >-130 023
P y (1,222) :

Constant

Frequency of help available for caregiver

B: B coefficient for the constant, df: degrees of freedom (variables, cases),
S. Error: standard error, cat: category
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.226 .001 1 304

522 .106 .001
471 .125 .240 .001
.910 172 .338 .001
.018 .001 .628 .023
2.000 125
436 .193 .150 .024
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Social support perceived
by the main caregiver

Perceived social support measured using
the  Duke-UNC-11  questionnaire  (25)
shows an average value for total support
(37.6+9.3), which breaks down to 16.8+4.3
for the affective component and 20.8+5.9
for the confidential component. Sixty-four
point seven percent of caregivers perceived
the overall support they received as normal
but 33% of caregivers considered it to be
low.

Twenty-three point four percent of the
variance in total perceived social support is
explained directly by the caregiver's level of
education and perceived positive impact to
the family-patient interaction and inversely
by concerns about the patient, help avai-
lable to the caregiver and impact on the
caregiver's health (Table 2).

Discussion

The role of the family in patient care is
fundamental in most cultures and countries.
The age of the patient and caregiver, the
predominance of males as patients and fe-
males as caregivers, the level of education,
marital status and other characteristics
shown in the results section are similar to
the majority of studies that assess the le-
vel of burden of caregivers of patients with
severe mental disorders (9, 11,27-31). The-
re are differences with respect to samples
from countries with a predominantly young
population, where patients and caregivers
are younger and are separated by less of
an age difference, the gender distribution
of patients is more balanced and they have
less formal education (11, 12, 17, 27, 28,
32-35). Data regarding the marital status of
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the caregiver, who is generally married or in
a stable relationship, and the type of rela-
tionship he/she has with the patient, ge-
nerally being the mother or father (62.5%),
followed by the spouse or partner (22.8%)
and siblings (9.4%), are similar to those of
most studies.

The key role of the wife, mother, daughter
or sister as primary caregiver is transversal
in all samples except in the Eritrea study
(34), where men are reported more often as
the primary caregiver; it should be noted,
however, that the definition of "primary ca-
regiver" in Eritrea takes more into account
responsibility for care than the practical
execution of tasks.

There are no differences between the le-
vel of education of patients and caregivers,
except in cases where no certificate is held,
which apply to a higher percentage of care-
givers (10.7% as opposed to 3.1%); this is
consistent with Catalonian population data
and intergenerational differences (36). The
predominance among users of people who
are single (52.7%) is higher than among the
population of Catalonia as a whole (33%),
while the predominance among caregivers
(55.8%) of people who are married or in a
stable relationship mirrors statistics for the
Catalonian population in general (36).

Most patients and caregivers (79.9%) live
together in the same home, and the avera-
ge time spent together is 23.8+8.04 hours
per week, which is similar to a sample from
Italy (30) but much lower than Gater’s qua-
litative study (37) for the same mode of co-
habitation.

People with greater dysfunction and disa-
bility generate a higher caregiving burden
(1-2, 38-39) and this is true for dementia
or intellectual disability, but should also
be true for severe mental disorders, even
though the tasks and emotions that explain
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this burden may be different. In this sense,
tools such as the FBIS (40) the Zarit burden
interview (41) or the Family Experiences In-
terview Schedule-FEIS (42) allow us to ex-
plore different aspects of caregiver burden
and see which tasks, responsibilities and
concerns generate the greatest burden.

Caregiver burden, refers to the strain en-
dured by a person who cares for a chronica-
ly ill individual (4), could be summed up in
a single value that many authors have rela-
ted to different factors, such as individual
characteristics of the caregiver, dynamics
and type of family, socioeconomic status or
type of illness (12-14,34). This point is im-
portant but it is also important to know the
distribution of the objective and subjective
burden among the different responsibilities
and tasks. In our sample, as in other similar
studies (7, 9-11,14-17, 24, 27-35, 37, 43,
44), it is assistance in keeping to schedu-
les and times (55.8%) and household chores
(55.4%) that require the most interventions
and also cause the most discomfort. ADL's
(Activities of Daily Living) are very impor-
tant and, if they are not performed, are
detrimental to the person's well-being and
their life and social project (45). Thus, lack
of personal hygiene has repercussions on
group meetings or attendance at a training
session, a choral session or a class, and has
a negative impact on a job interview. In this
way, concern for the patient's future goes
some way to explaining the frequency with
which these tasks associated with ADL's are
performed (Table 2). In addition, these ty-
pes of tasks have the greatest influence on
the objective burden of care and the dis-
comfort they cause, including changes to
the caregiver's weekly routine, economic
burden incurred (Table 3), and a perception
of lower social support (total value on the

Duke scale). In other words, concern gives
rise to greater dedication, and this in turn
generates greater discomfort and concern.

Containment of suicide risk and interven-
tion for disruptive behaviors take up little
time but generate concern and distress in the
caregiver, have a detrimental effect on his
or her health (Table 3) and have a negative
impact on the family relationship, leading to
further caregiver intervention (46, 47).

The majority of caregivers are permanently
or frequently concern about the patient's fu-
ture, social life and daily life (48). In this
study, this concern is explained (40% of the
variance) by the subjective discomfort felt
by the caregiver in carrying out of care for
daily activities and the objective interferen-
ce of caregiving in the relationship with the
patient (Table 2). The majority of caregivers
consider the mental disorder to have a ne-
gative impact on the individual and family
relationship with the person with the di-
sorder, which generates a high level of dis-
comfort in some caregivers (29.5%).

Care for daily activities may be the direct
agent mediating between any factor and
the impact on caregiver burden. In other
words, carrying out tasks to cover basic ne-
eds and intervening in situations of suicide
risk or behavioral disorders cause concern
and discomfort for the caregiver, which re-
sults in a greater number of interventions,
closing a vicious negative feedback cycle
of concern>repetition of tasks>disturbance
that overloads the circuit and results in ex-
haustion for the caregiver.
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