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Quality of life and stress in caregivers of drug-addicted
people*

Qualidade de vida e sobrecarga de cuidados em cuidadores de dependentes quimicos

Evalnacion de la calidad de vida sobrecarga en los cuidadores de quinica dependientes

Samira Reschetti Marcon', Elizete Apatrecida Rubira?, Mariano Martinez
Espinosa’, Angélica Belasco?, Dulce Aparecida Barbosa®

ABSTRACT

Objective: To evaluate quality of life and presence of stress in caregivers of drug-addicted people. Methods: This cross-sectional study
was carried out at four Psychosocial Care Centers in Mato Grosso. Demographic and quality of life data were collected for 109 caregivers using
the Medical Outcomes Study 36 — Item Short-form, depression symptoms (Beck Depression Inventory) and stress of caregivers (Caregiver
Burden Scale). Results: Of 109 caregivers, 55.9% were mothers with a mean age of 47.66 years; 23.8% had depressive symptoms. The
SF36 scores most compromised were emotional aspects, vitality, pain and mental health. Mean stress among caregivers was 2.24. A
significant correlation in quality of life, depression and stress of caregivers was seen. Conclusion: Findings confirmed that quality
of life is compromised and stress is high among caregivers, highlighting the need for providing emotional support.
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RESUMO

Objetivos: Avaliar a qualidade de vida e a presenca de sobrecarga de cuidados em cuidadores de dependentes quimicos. Métodos: Estudo
de corte transversal, realizado em quatro Centros de Atencgdo Psicossocial de Mato Grosso, com 109 cuidadores. Foram coletados dados so-
ciodemogrificos, de qualidade de vida por meio do Medical Outcomes Studies 36 — Item Short-Form, sintomas de depressao (Inventario de
Depressao de Beck) e sobrecarga do cuidador (Caregiver Burden Scale). Resultados: Dentre os 109 cuidadores, 55,9% eram maes, idade média
47,66 anos e 23,8% apresentaram sintomas depressivos. Os escores do SF36 mais comprometidos foram: aspectos emocionais, vitalidade, dor
e saide mental. A média geral da sobrecarga entre os cuidadores foi de 2,24. Houve correlagio significativa nas dimensoes da qualidade de
vida, presenca de depressio e sobrecarga de cuidado. Conclusdo: Os achados confirmaram o comprometimento da qualidade de vida e alta
sobrecarga de cuidado que evidenciam a necessidade de apoio emocional a esses cuidadores.

Descritores: Cuidadores; Qualidade de vida; RelagGes familiares; Depressao; Transtornos relacionados ao uso de substancias

RESUMEN

Objetivos: Evaluar la calidad de vida y la presencia de sobrecarga de cuidados en cuidadores de dependientes quimicos. Métodos: Se trata de
un estudio de corte transversal, realizado en cuatro Centros de Atencidn Psicosocial de Mato Grosso, con 109 cuidadotres. Fueron recolectados
datos sociodemograficos, de calidad de vida por medio del Medical Outcomes Studies 36 — Item Short-Form, sintomas de depresién (Inventario
de Depresion de Beck) y sobrecarga del cuidador (Caregiver Burden Scale). Resultados: De los 109 cuidadores, 55,9% eran madres, con edad
promedio de 47,66 afios y 23,8% presentaron sintomas depresivos. Los scores del SF36 mas comprometidos fueron: aspectos emocionales,
vitalidad, dolor y salud mental. El promedio general de la sobrecarga entre los cuidadores fue de 2,24. Hubo correlaciéon significativa en las
dimensiones de la calidad de vida, presencia de depresion y sobrecarga de cuidado. Conclusion: Los hallazgos confirmaron el compromiso de
la calidad de vida y alta sobrecarga de cuidado que evidencian la necesidad de apoyo emocional a esos cuidadores.

Descriptores: Cuidadores; Calidad de vida; Relaciones familiares; Depresion; Trastornos relacionados consustancias
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INTRODUCTION

The sociopolitical, economic and cultural history
that involves drug problems is complex. It threatens
quality of life (QL) within the population and is a severe
public health problem®. Some studies highlight the wide
repercussions of chemical dependency not only in users
of psychoactive substances but also in family members
who live with drug-addicted people®?.

Family members who live with a drug addict are
affected by the level of chemical dependency and how
it has evolved and developed®; incalculable losses such
as financial instability and physical, psychological and
verbal violence all reduce QL, which constitutes a bur-
den for both the family and the drug user®.

A study including families of chemical dependents
found an increased risk of mental disorders, seen in 58%
of drug addict’s spouses. In addition, a high frequency
of physical aggression, death and problems involving
the police are found in such homes®. In another study
of spouses who take care of alcoholics, these wom-
en tended to get sick because of frequent pressures,
anxieties and embarrassment, aggression, fears and
frustrations related to relapses, and other reasons®.

Although the entire family structure is affected
negatively in drug abuse situations, family members
suffer in different degrees based on their closeness to
the drug addict and distance from the addict’s behavior.
Most of the time, a member of the family assumes the
role of caregiver, and he or she is most burdened from
this process*9.

Considering that the involvement of family is
recommended for the recovery process of chemical
dependents, it is necessary to appropriately evaluate the
suffering and decreased QL of caregivers. However,
published studies on caregivers of illicit drug users are
scarce. This study aimed to evaluate QL and presence
of stress in caregivers of chemical dependents.

METHODS

This cross-sectional study was carried out from
August 2008 to September 2009 at four Psychosocial
Care Centers for alcohol and drugs (CAPS AD, acronym
in portuguese) in the municipalities of Mato Grosso,
Brazil: Cuiaba, Varzea Grande, Rondonoépolis and Barra
do Gargas.

The study population was composed of caregivers of
illicit drug users who were being treated at CAPS AD. Drug
dependents were interviewed, with caregivers defined as
the person who was named for reference or responsible
for follow-up of the drug dependents’ treatment.

Based on calculation of users registered in the ser-
vice, 109 caregivers were identified (n=109). Because
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CAPS AD had different population sizes, a stratified
random sampling method was used proportional to the
mean number of users registered in 2007. An estimation
error of 0.05, confidence of 95% and proportion of 0.5
was applied, and the inclusion criteria were individuals
older than 18 years and who did not use illicit and/or
legal substances. The study data were collected from
August 2008 to September 2009.

Caregivers were contacted after the drug dependent
individual gave permission. Caregivers were informed
about the aim of the study, and those agreeing to partic-
ipate signed the consent form. Interviews that lasted at
least 50 minutes were conducted at CAPS AD by trained
scholarship students in a private environment.

Sociodemographic data on QL were collected using
the Medical Outcomes Study 36 — Item Short-Form Health
Survey?, a multiprofessional instrument, translated into
Portuguese and validated in Brazil in 1997. This instru-
ment has 36 items divided in eight scales or domains:
functional capability, physical aspects, pain, general
health status, vitality, emotional and social aspects, and
mental health. Scotes varied from 0 (wotst status) to
100 (best status).

The Beck Depression Inventory® (BDI) was used
to investigate the presence of depressive symptoms.
This inventory has 21 items that include symptoms and
behaviors. Answers may vary from zero (no symptoms)
to three (more severe depressive symptoms), with the
total score having cut-off points to indicate level of
depression. In this study, cut-off points were as follows:
<15 = normal or mild depression, 16-20 = dysphoria, and
>20 = depression.

The Caregiver Burden Scale® (CBS) was used to assess
care burden. This scale has 22 questions that are subdivided
into five dimensions: general tension, secluding, disappointing,
emotional and environmental involvement. It has partial and total
scores ranging from one (absence of burden) to four (high burden).

Descriptive and inferential analyses were done to
characterize sample data. For the descriptive analysis,
we considered percentages, position measures and vari-
ation. For the inferential analysis, Spearman correlation
techniques and multiple linear regression were used; in
all cases, p<0.05 was considered significant. The SPSS
program version 14 and the MINITAB version 14 were
used for statistical analyses.

This study was approved by the Research and Eth-
ical Committee of the Universidade Federal de Sao
Paulo, number 0556/07. All participants signed the
consent form.

RESULTS

Caregivers were predominantly women (90.8%)
with a mean age of 47.6 years; 68.8% were married,
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and 77.0% were employed. Among caregivers, 23.8%
had depressive symptoms and 12.8% had dysphoria
(Table 1).

Table 1. Sociodemographic characteristics and presence of
depressive symptoms in caregivers of drug dependents

Variable n° (%)
Sex
Women 99 (90.8)
Men 10 (9.1)
Race
Not White 65 (59.6)
White 44 (40.3)
Marital status
Married 75 (68.8)
Single 34 (31.1)
Employed
Yes 84 (77.0)
No 25 (22.9)
Education
No formal education 10 (9.1)
Incomplete primary school 30 (27.5)
Primary school degree 24 (22.0)
High school degree 34 (31.2)
College degree 11 (10.1)
Income (¥ = DP) 780 + 1509
Age (¥ = DP) 47.6 £ 13.8
Relationship type
Mother 61 (55.9)
Spouse 20 (18.3)
Others 28 (25.6)
Presence of depressive symptoms
Depression 26 (23.8)
Dysphoria 14 (12.8)
Normal 69 (63.3)

Data in table 2 show SF36 scores were more affected
in the following domains: emotional aspects (44.6 *
4.0), vitality (52.8 £ 2.3), pain (54.1 £ 2.4) and mental
health (55.3 * 2.3). The mean domain scores of care-
giver burden scale highlighted emotional involvement
(2.5) and general tension (2.4) as most compromised.
The mean general burden among caregivers was 2.2.

Table 2. Mean values of SF36 domains and general score of

caregiver burden

Variable Mean = EPM***

SF36 domains*

Functional capabilities 69.8 + 2.34
Physical aspects 55.9 £ 3.81
Pain 541+ 241
General health status 61.7 £ 2.10
Vitality 52.8 +2.30
Social aspects 62.3 £ 2.38
Emotional aspects 44.6 £ 4.02
Mental health 55.3 + 2.36
Burden domains**
General tension 2.4 +0.08
Secluding 2.1+ 0.10
Disappointing 2.1 £0.08
Emotional involvement 2.5+ 0.08
Enviroment 2.0+ 0.07
General mean 22 1+0.07

'SE-36 (“Medical Outcomes Study — 36 item Short- Form Survey”). "CBS
(Cargiver Burden Scale). ***EPM: Standard error of the mean

Data in table 3 show the correlation among SF36
score domains with the Beck depression inventory, and
caregiver general burden using a coefficient of Spear-
man correlation (). A strong correlation (p<0.01) was
obsetrved in all SF36 domains, with mental health, emo-
tional aspects and vitality more strongly correlated with
the presence of depressive symptoms. Mental health
domains, social aspects and general health status were
more strongly correlated with care burden.
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Table 3. Spearman correlation coefficient among SF36 domains, Beck depression inventory (BDI) and general score of care-

giver burden

SF36 dimension BDI correlation p value CBS correlation p value
Functional capability -0.421 <0.001 -0.283 0.003
Physical aspects -0.430 <0.001 -0.306 0.001
Pain -0.442 <0.001 -0.351 <0.001
General health status -0.508 <0.001 -0.500 <0.001
Vitality -0.632 <0.001 -0.487 <0.001
Social aspects -0.517 <0.001 -0.552 <0.001
Emotional aspects -0.535 <0.001 -0.388 <0.001
Mean health -0.712 <0.001 -0.570 <0.001

SE-36 (“Medical Outcomes Study — 36 item Short- Form Survey”). CBS=Cargiver Burden Scale, BDI= Beck Depression Inventory.

Multiple linear regression analysis show that vari-
ables that more affected SF36 score domains were care
burden (36.5%), health problems (6.3%), and caregiver
gender (2.0%) (Table 4).

Table 4. Multiple linear regression analysis of SF36 domains
regarding caregiver burden scale (CBS), sociodemographic

variables and relative variables to caregiver health

Coefficient
Variable  Coefficient of Standard p value R?
Deviation
Total burden
(CBS) -0.73217 0.0968 <0.001 36.52
Health = 4 9510 3.1350 0002 6.33
problems
Gender -10.40900 5.2600 0.049 2.05

Note: An additional analysis was performed to verify adequacy of
this model; after this analysis the model was considered adequate.
The b =109.371 value and coefficient of determination value of
4490 (R*=44.90) had a sample standard deviation of 15.5219 (s
=15.5219), F3.105=3.97 and p value of 0.01. The use of a general
model could explain 44.90% of effect measured by total of SF36
domains experienced by the caregiver.

DISCUSSION

This study conducted at four CAPS AD in the Mato
Grosso state used different scales of assessment to
evaluate caregivers of drug-addicted people. Unfortu-
nately, studies in Brazil using the same methodology
were not identified.

In this study some methodological limitations must
be considered, for example, bibliographic searching
showed a limited number of studies on the subject

and, among those found, comparison to this study
was difficult because of the different design, method
and instruments used. In order to have a parameter
for data analyses we used studies of caregivers of
chronic patients.

In this study, more caregivers were married women,
consistent with the strong presence of women taking
care of family members™!” found in the literature. Em-
ployed caregivers who had mean income of R$780.00
were different from other caregivers for chronic patients
who, in most of cases, were domestic workers(12,

Itis important to emphasize that the type of care for
users who are dependent on psychoactive substances is
different from that for those with other chronic diseases,
such as dementia, AIDS and kidney disease (and who
are not drug dependent). Although drug addicted people
cause many problems, they do not consider themselves
ill, and their families do not consider them as sick®”,
Therefore, the care of drug-addicted people typically
does not directly interfere in the daily life of caregivers
(work, home organization, among others activities).
This is in contrast to the situation with chronic disease
patients, because of their greater need for physical care.

The mean age of caregivers (47.6 years) was high-
er in this study than in another study of families of
chemical dependents® (26-35 years). The fact that most
caregivers in this study were mothers could explain this
finding, considering that in the other study caregivers
were wives/common law wives. However, two other
studies with caregivers of Alzheimer’s patients showed
a higher mean age (57.4 and 51.3 years) 1%,

Depressive symptoms were seen in 23.8% of care-
givers. Such symptoms could compromise the relation-
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ship of the caregiver with the chemical dependent, in
addition to negatively affecting the caregivers’ percep-
tion of their QL. A research on QL including families
of drug-addicted people that used diagnostic criteria
of CID-10® found depression in 23% of individuals,
which is consistent with the results of our study. These
data, when compared with results of reports of care-
givers assisting patients with dementia,""'¥ are slightly
lower. In the literature depression is reported in 30%-
55% of caregivers?.

In QL investigation, the most compromised domains
are emotional aspects, vitality, pain and mental health.
While QL has been evaluated in different populations
of caregivers of chronic diseases™'), evaluations of
caregivers of chemical dependents are scarce, and
most that are found are often related to alcohol depen-
dents"*1%. In addition, use of a qualitative approach
makes comparing populations difficult.

A study on QL evaluation among caregivers of
chemical dependents using the WHOQOL-Bref®
showed better scores for physical domain (14.4) and
poorer scores for social(13.2), psychological (12.5) and
environmental (10.6). Another study with caregivers of
hemiplegic patients'® had lower SF-36 scores in vitality
(51.7), functional capability (53.8), mental health (56.8)
and emotional aspects (55.8). Despite these differences,
studies that evaluated QL among caregivers agree that
those responsible for dependents have a significantly
compromised QL, especially regarding emotional
aspects and mental health®. In this study, caregivers’
emotional aspect was more compromised than that of
caregivers of chronic patients'?.

In the investigation of care burden, the general
mean was 2.2, and emotional involvement (feelings
as shame and anger) and general tension (feelings of
responsibility, exhaustion, facing problems difficult to
resolve, injuries to health, lack of time, among others)
were considered predictors of burden. In this study, the
mean observed was higher than the one found in studies
with caregivers of hemodialysis patients (2.07)!% and
caregivers of lower limb amputated patients (1.96) 7
using the same instrument applied in this study.

Correlations between SF36 dimensions and the
BDI were negative and significant in all dimensions,
with mental health, vitality and emotional aspects
more strongly correlated. A study including caregivers
of Alzheimer’s patients"? also had correlation in all
SF36 dimensions, with mental health (p=0.000), vitality
(p=0.000) and pain (p=0.000) the most compromised,
which agree with results that were observed in this study.
Other studies confirmed the correlation between QL
and presence of depressive symptoms!'?.

A strong correlation was also seen between SF36 and
CBS in all domains, with mental health, social aspects

1"

and general health status correlated with care burden.
A study that compared QL and care burden of patients
with epilepsy by Mesial Temporal Sclerosis and Juvenile
Myoclonic Epilepsy, using the SF36 and Zarit Burden
Interview (an instrument that evaluates the relationship
between the caregiver and the patient, health condition,
psychological well-being, finances and social life), had
significant correlation only for the domains of general
health status (p=0.011), emotional aspects (p=0.037)
and mental health (p=0.002)"®. Therefore, we conclud-
ed that overburdened individuals delivering care who
also have the presence of depressive symptoms had a
lower subjective perception of their QL, especially in
mental health and emotional aspects.

Mental and emotional health significantly affect QL
because they are linked directly to the illness process and
loss of ability to face an environment that may include
conflict, threat, disqualification, jealousy and relapses,
which cause emotional distance and loss of hope.!”
Mental and emotional health of caregivers must be
strengthened to improve their relationships with and
capability of providing care to a family member(?.

In the multivariate linear analysis of scores of SF36
domains, considering care burden function, sociode-
mographic variables and variables related to caregiver
health, findings show that domains of scale of burden
(36.5%), health problems (6.3%) and caregiver’s gender
(2.0%) affected QL but were variable; however overall
compromised QL among caregivers was 44.9%. A
study with caregivers of patients who required care
themselves in the Family Health Program® showed
that statistical variables related to the general index of
QL were the burden scale, the Zarit Burden Interview,
a sick caregiver and presence of someone to take care
of that caregiver; the latter contributed favorably to
caregiver QL.

When a physical problem is found, it appears that
it may be caused by emotional aspects. People are bio-
logical, emotional and social beings and if any of these
spheres are compromised, the problem might affect the
person as a whole™”. A study of caregivers of people
with mental disorders"” found that diseases among the
caregivers are related to the nervous system or gastroin-
testinal problems. Therefore, emotional aspects reflect
directly on physical health. Attention to caregiver health
is needed and should involve a multiprofessional team
to best evaluate their health status, including the effect
of both physical disease and mental health, which can
interfere with caregiving and the QL of caregivers!!?.

The study of caregivers of Alzheimer’s patients con-
firmed that QL is more negatively affected for female
caregivers than for male caregivers'". Other studies also
report that female caregivers are subjected to a high
burden compared with male caregivers!?.
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CONCLUSION

In this study, caregivers of drug dependents had low-
er scores than caregivers of chronic patients evaluated
in other studies. They also showed higher care burden
and strong correlation among their QL, care burden
and depressive symptoms. The care burden scale,
health problems, and caregiver gender corresponded
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