
 

 

 

Respite care after acquired brain injury: the well-being
of caregivers and patients
Citation for published version (APA):

Smeets, S. M., van Heugten, C. M., Geboers, J. F., Visser-Meily, J. M. A., & Schepers, V. P. (2012).
Respite care after acquired brain injury: the well-being of caregivers and patients. Archives of Physical
Medicine and Rehabilitation, 93(5), 834-841. https://doi.org/10.1016/j.apmr.2011.10.029

Document status and date:
Published: 01/05/2012

DOI:
10.1016/j.apmr.2011.10.029

Document Version:
Publisher's PDF, also known as Version of record

Document license:
Taverne

Please check the document version of this publication:

• A submitted manuscript is the version of the article upon submission and before peer-review. There can
be important differences between the submitted version and the official published version of record.
People interested in the research are advised to contact the author for the final version of the publication,
or visit the DOI to the publisher's website.
• The final author version and the galley proof are versions of the publication after peer review.
• The final published version features the final layout of the paper including the volume, issue and page
numbers.
Link to publication

General rights
Copyright and moral rights for the publications made accessible in the public portal are retained by the authors and/or other copyright
owners and it is a condition of accessing publications that users recognise and abide by the legal requirements associated with these
rights.

• Users may download and print one copy of any publication from the public portal for the purpose of private study or research.
• You may not further distribute the material or use it for any profit-making activity or commercial gain
• You may freely distribute the URL identifying the publication in the public portal.

If the publication is distributed under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license above,
please follow below link for the End User Agreement:
www.umlib.nl/taverne-license

Take down policy
If you believe that this document breaches copyright please contact us at:

repository@maastrichtuniversity.nl

providing details and we will investigate your claim.

Download date: 22 May. 2023

https://doi.org/10.1016/j.apmr.2011.10.029
https://doi.org/10.1016/j.apmr.2011.10.029
https://cris.maastrichtuniversity.nl/en/publications/1e3c61ee-78ae-4362-80f7-7dba4404349d


l
e
[
F
p

h
t
c
t
p
w
c
(

834
ORIGINAL ARTICLE

Respite Care After Acquired Brain Injury: The Well-Being of
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ABSTRACT. Smeets SM, van Heugten CM, Geboers JF,
Visser-Meily JM, Schepers VP. Respite care after acquired
brain injury: the well-being of caregivers and patients. Arch
Phys Med Rehabil 2012;93:834-41.

Objective: To investigate satisfaction with respite care, the
well-being of informal caregivers and patients with acquired
brain injury (ABI) who receive respite care by day-care activity
centers, and factors related to caregiver well-being.

Design: Cross-sectional cohort study.
Setting: Adult day-care activity centers.
Participants: A sample of caregivers and patients (N�108)

with ABI (mean of 8y since injury) enrolled in 1 of 7 day-care
activity centers. The sample consisted predominantly (70%) of
stroke patients.

Intervention: Respite care by adult day-care activity centers.
Main Outcome Measures: Well-being was defined in terms of

ife satisfaction (Life Satisfaction Questionnaire [LiSat-9]),
motional functioning (Hospital Anxiety and Depression Scale
HADS]), and caregiver burden (Caregiver Strain Index [CSI]).
actors related to well-being were personal, injury related, and
sychological.

Results: Satisfaction with day-care activity center care was
igh for caregivers (7.8) and patients (8.1). Caregiver satisfac-
ion with care was unrelated to caregiver well-being. Most
aregivers (61%) showed low life satisfaction and high subjec-
ive burden (69%), and 33% of caregivers and 42% of the
atients reported depressive symptoms. Caregiver well-being
as positively correlated with a high sense of mastery of

aregivers and patients and low passive coping of the patient
LiSat-9 R2�.32; HADS R2�.55; CSI R2�.35).

Conclusions: This study emphasizes the need for care for
both caregivers and patients in the chronic phase after ABI.
Although respite care is highly appreciated, it is not sufficient
for caregivers to attain a healthy level of well-being. Results
indicate that caregiver well-being might improve by targeting
passive coping and mastery skills of caregivers and patients.
Continuous support for both caregivers and patients is needed.
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INFORMAL CAREGIVERS PLAY an important role in the
practical and emotional support of patients with acquired

brain injury (ABI). Providing care for these patients is a serious
matter and can lead to high levels of burden and deterioration
in quality of life and psychosocial functioning of the caregivers
themselves long after the onset of brain injury.1-3 Therefore,
caregivers often indicate that they need time and activities for
themselves outside the home.4,5

The results of caregiver studies have stressed the need for
interventions specifically aimed at their well-being. Respite care
services are an example of such interventions. Respite care is a
general term for different types of organized support services that
are aimed at temporarily relieving informal caregivers of their
caretaking responsibility to ease their burden.5-7 There are a vari-
ty of respite care services such as day care, in-home respite care,
eekend lodging, respite hospitalization, and caregiver support
roups.6,7 Services such as day-care and activity centers are used
s a form of relief for caregivers and can also provide leisure or
ocial activities8-10 to ABI patients themselves.

Respite care has been the subject of various studies. One line
f research has investigated general attitudes and preferences
f informal caregivers toward respite care.6,7,11 In 1 study,6

32% of the respondents were already using respite care, and
both caregivers and patients were quite satisfied with the care
they received. Other studies6,7,11 have shown that 53% to 69%
f informal caregivers who do not use respite care desired to.
aregivers who would like to use respite care have a relatively
igh subjective burden. Most of these caregivers expected that
his burden would decrease if they used respite care.6

The effect of respite care on caregivers has been studied mainly
in the (frail) elderly and in patients with dementia. Systematic
reviews of these studies have revealed evidence for positive ef-
fects of respite care on caregivers. However, most of the studies
had poor methodological quality.12-14 Little research has been
done on respite care specifically for caregivers of patients with
ABI. One of these few studies is the study by Chan.5 By using a
survey he has investigated the perspectives of caregivers of ABI

List of Abbreviations

ABI acquired brain injury
CFQ Cognitive Failures Questionnaire
CSI Caregiver Strain Index
HADS Hospital Anxiety and Depression Scale
LiSat-9 Life Satisfaction Questionnaire
MRS Modified Rankin Scale
UCL-P Utrecht Coping List Passive reactions scale

UCO Utrecht Communication Observation
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patients toward respite care. He found that caring interfered with
obtaining paid work and highlighted this group’s need for respite
care.5 Respite care services for caregivers of patients with ABI are
offered in The Netherlands in several forms. One form is the
day-care activity center, where patients engage in supervised ac-
tivities during the day, which allows caregivers to be relieved from
their caretaking responsibilities. Patients are often enrolled in
these day-care activity centers for several years.

The well-being of caregivers and patients who are in the
chronic phase after injury (�1y postinjury) and who receive
this specific type of long-term respite care remains unexplored.
However, it is an important form of care for caregivers of
patients with ABI, who can experience high levels of burden
and reduced quality of life and psychosocial functioning.1-3

Therefore, in the present study, we investigated the following
research questions: (1) How satisfied are caregivers and pa-
tients with the care offered by the day-care activity center? (2)
What is the level of well-being of caregivers and patients who
participate in day-care activity centers? (For the purpose of this
study, the parameters of well-being are considered to be life
satisfaction, emotional functioning, and caregiver burden.) (3)
Which factors are associated with caregivers’ well-being?
(These factors include general and psychological characteris-
tics of the caregiver and patient, and patient injury–related
characteristics.) The aim of the final research question was to
explore whether the aforementioned characteristics should be
taken into consideration in the development of adequate health
care services and respite care programs in the future.

METHODS

Participants
Participants were recruited on the basis of participation in 1

of 7 day-care activity centers that were located in 2 different
regions in The Netherlands. Four were located in the southern
region (Limburg Foundation for Care for the Disabled [SGL]
centers), and 3 were located in the middle of the country
(Boogh centers). Participants included both patients and their
caregivers. Patients were included if they were 18 years or
older, sustained an ABI after the age of 18, attended 1 of the
day-care activity centers 1 or more days a week, and were
living independently in the community together with a partner
or child. Patients were excluded if they had severe aphasia or
other language problems (eg, difficulties with reading or insuf-
ficient command of the Dutch language) or had a psychiatric
disorder (eg, major depression, psychosis). Information on
aphasia and psychiatric conditions was acquired from the pa-
tients’ medical records. Caregivers were included when they
shared a household with the patient and were considered to be
the primary caregiver.

Respite Care
The respite care offered in this study was an adult activity

day care, provided in an adult day-care activity center. The
center provides care for adults with physical disabilities, ABI,
or both. The day-care activity center is a nonresidential facility
providing recreational activities with professional support, so-
cial stimulation, and general supervision 1 or more days a
week. Specific activities may include painting, baking/cooking,
farm activities, fitness, yoga, computer workshops, or assembly
work.

Procedure
Day-care activity center participants were identified via a
search of the available data in 2 participating organizations l
(SGL and Boogh). Patients who met the inclusion criteria were
selected and sent a letter by mail that explained the goal of the
research study. Two sets of questionnaires were enclosed with
the letter: one for the patient and one for the caregiver. Patients
and caregivers could call a research assistant for help in com-
pleting the questionnaires or could receive assistance at the
day-care activity center. If questionnaires were not returned
within 2 weeks, a research assistant contacted the patient by
telephone. By returning the questionnaires, patients and care-
givers consented to participation. The responsible institutional
research review boards approved the procedures.

In addition, staff members of the day-care activity center
completed 2 questionnaires about the patients’ functioning.

Measurements
Day-care activity center–related information. Caregivers’

and patients’ satisfaction with the day-care activity center was
measured with 5 statements (table 1) that were graded on a
scale from 0 (completely disagree) to 10 (completely agree).
This questionnaire was developed specifically for this study by
the authors. In addition, patients provided the following infor-
mation regarding day-care activity center participation: referral
information, time since starting the day-care activities, and
number of days per week that they participated in the center.

Demographic information. The questionnaire sets for both
caregivers and patients included questions regarding demo-
graphic information (sex, age, educational level). Educational
level was rated on a 5-point scale with the following cate-
gories: (1) primary education; (2) lower vocational educa-
tion; (3) lower general secondary education; (4) higher
general secondary education/preuniversity education; and
(5) higher vocational education/university. In addition, the
patients were asked about their premorbid employment sta-
tus, which was classified into the following 5 categories: (1)
paid and full-time; (2) paid and part-time; (3) volunteer
work; (4) student; and (5) no (un)paid job.

ABI characteristics. Patients answered questions about
heir injury including type of ABI, years since brain injury, and
ischarge information. Brain injury was divided into the fol-

Table 1: Satisfaction With the Day-Care Activity Center
Statements

Caregivers’ perspective
1. Participation in the day-care activity center gives my partner

a boost.
2. My partner’s participation in the day-care activity center

relieves me from my care duties.
3. I would like to be more involved in the activities of the

center.
4. It is good for my partner that I have activities of my own.
5. I would recommend participation in the day-care activity

center to people who are in the same situation.
Patients’ perspective

1. Participation in the day-care activity center is a good way to
be pleasantly busy during the day.

2. The activities fit my interests sufficiently.
3. The supporting care of the day-care activity center is capable

of helping and stimulating me.
4. It is good for my partner that I have activities of my own.
5. I would recommend participation in the day-care activity

center to people who are in the same situation.

NOTE. Statements were graded on a scale from 0 (completely dis-
agree) to 10 (completely agree).
owing types: stroke, brain tumor, traumatic brain injury, and

Arch Phys Med Rehabil Vol 93, May 2012
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836 RESPITE CARE AND WELL-BEING AFTER ACQUIRED BRAIN INJURY, Smeets
other (eg, hypoxia, intoxication). Discharge information in-
cluded the following options: discharged home from a hospital,
rehabilitation center, or nursing home. The Cognitive Failures
Questionnaire (CFQ)15 was administered to the patients to
measure the level of cognitive functioning. This self-report
scale assesses failures in perception, memory, and motor func-
tion, and the internal consistency of the Dutch version is high
(��.88).16 Scores range from 0 to 100, with higher scores
ndicating more problems with cognitive functioning.17 Fur-
hermore, staff members of the day-care activity centers scored
he Modified Rankin Scale (MRS)18 to obtain a handicap score

on a 6-point scale from 1 (no symptoms) to 6 (severe handi-
cap). The scale has a moderate interrater reliability (��.78) in
troke samples.19 Staff members also completed the Utrecht
ommunication Observation (UCO) to indicate the communi-
ation skills of the patient on a 5-point scale ranging from 1 (no
ommunication possible) to 5 (normal communication).20

Well-being. Two self-report questionnaires were used to
ssess caregiver and patient well-being. The Life Satisfaction
uestionnaire (LiSat-9) was used to measure perceived life

atisfaction.21 This scale consists of 9 questions addressing
atisfaction with life in general, ability to manage self-care,
eisure, vocation/occupation, financial situation, sex life, part-
er relationship, family life, and contacts with friends and
cquaintances. Answers are rated on a 6-point scale from 1
very dissatisfying) to 6 (very satisfying), with higher scores
ndicating higher satisfaction with life. The item responses
ere dichotomized into satisfied (5–6) and dissatisfied (1–4).
he Dutch translation of the LiSat-9 has been used in stroke
atients, and the reliability is satisfactory to good (��.74–

.82).22,23 Emotional functioning was measured with the Dutch
Hospital Anxiety and Depression Scale (HADS),24,25 a 14-item
measure with 7 items relating to the anxiety subscale and 7
items to the depression subscale. A score of 7 or higher on each
subscale indicates a clinically relevant increased level of de-
pressive or anxiety symptoms, or both. The Dutch version of
the HADS has been validated in several samples (general,
psychiatric, and medical).25 The internal consistency of the
otal scale is good (��.84–.90), as is the internal consistency
f the anxiety (��.80–.84) and depression (��.71–.86)
ubscales.25

Caregiver burden was assessed with the Caregiver Strain
Index (CSI).26 This is a brief questionnaire of 13 yes/no items
completed by the caregiver to measure subjective burden.
Seven or more positive items indicate a high burden level. The
internal consistency of the scale is good (��.86).26

Psychological characteristics. Caregivers and patients re-
eived questionnaires regarding coping and sense of mastery.
he Utrecht Coping List Passive reactions scale (UCL-P)27,28

was used to measure passive coping. It consists of 7 items, and
higher scores indicate more use of passive coping styles (range,
7–28). In the Dutch general population, the internal consistency
of the UCL-P is moderate (��.74).28 Sense of mastery over
ne’s life was assessed with the Mastery Scale.29 The total
core on the 7 items of this self-report questionnaire ranges
rom 0 to 35, with higher scores indicating a greater sense of
astery over one’s life. In a sample of informal caregivers of

troke survivors, the scale had a good internal consistency
��.86).30

Statistical Analyses
The mean of the answers on the aforementioned respite care

satisfaction questionnaire was computed. Descriptive statistics
(frequencies and means) were used to analyze the demographic
characteristics of caregivers and patients, and patient injury

characteristics. Educational level was dichotomized into low

Arch Phys Med Rehabil Vol 93, May 2012
educational level (levels 1 through 3) and high educational
level (levels 4 and 5). The type of brain injury was dichoto-
mized into stroke versus nonstroke because of the high number
of stroke patients in the sample and to minimize the number of
levels of the predictor. Because the data were not normally
distributed, differences in life satisfaction scores between care-
givers and patients were tested with the nonparametric Mann-
Whitney U test. The relationship between caregiver and patient
characteristics and caregiver well-being (life satisfaction, emo-
tional functioning, and burden) was investigated with linear
regression analyses. To identify which caregiver and patient
variables were related to the dependent variables, the Pearson
correlation of each combination was calculated. The dependent
caregiver variables LiSat-9, HADS, and CSI were correlated to
the following independent patient variables: sex, age, educa-
tional level, type of brain injury, time since injury, CFQ, MRS,
UCO, LiSat-9, HADS, UCL-P, Mastery Scale, time since start
of day-care activities, days a week attending the day-care
activity center, and satisfaction with the day-care activity cen-
ter. Independent caregiver variables included age, sex, educa-
tional level, UCL-P, Mastery Scale, and satisfaction with the
day-care activity center. Independent variables that correlated
significantly (P�.05) with one of the dependent variables were
used to build a regression model per dependent variable using
the stepwise backward method. Because this is one of the first
studies investigating respite care and well-being of caregivers
of ABI patients, we chose the stepwise backward method to
explore the associations.

Assumptions for regression analyses were checked. SPSS
for Mac version 18a was used, and alpha was set at .05.

RESULTS

aregiver and Patient Characteristics
In total, 295 patients from the 7 respite care centers and their

aregivers met the inclusion criteria and were approached to
articipate in the study, and 150 completed questionnaires were
eceived. More patients than caregivers returned the question-
aires (150 vs 108). For the present study, only those cases for
hich both caregiver and patient data were available were

ncluded. This resulted in 108 pairs of patients and caregivers,
f which 104 pairs were partners, 3 pairs were parent/child, and
pair had an unknown relationship. Demographic information

f both caregivers and patients is shown in table 2. Most
atients were men, while most caregivers were women. About
1% of the patients had a paid job before the ABI.
ABI characteristics of the patients are shown in table 2.

troke was the main cause of brain injury (nearly 70%). After
he injury, most patients were discharged home from a reha-
ilitation center (67%) or a hospital (24.5%), with a minority
ischarged from a nursing home (8.5%). Twenty-eight percent
f the patients had serious communication problems (UCO),
nd more than 80% were moderately to severely disabled
MRS). The patients reported more cognitive problems (CFQ)
n comparison with a healthy Dutch control sample.16

Participation In and Satisfaction With the Day-Care
Activity Center

Patients in this study had participated in respite care at a
day-care activity center for an average � SD of 4.8�4.2 years,
and most patients visited the center 2 (40.6%) or 3 (39.6%)
days a week. In addition, the day-care activity center was
visited 1 day a week by 6.6% of the patients, 4 days by 10.4%,
and 5 days by 2.8%. Referral to the day-care activity center was

mostly made by a rehabilitation center (57.3%), and 6.8% of



c

R
C

a
A
r
o
w
s
m
S
L

837RESPITE CARE AND WELL-BEING AFTER ACQUIRED BRAIN INJURY, Smeets
patients with ABI were referred by social services. Other
referral organizations were general practitioners or home care
organizations (28.1%). In 7.8% of the cases, patients referred
themselves.

Table 3 presents the satisfaction with the day-care activity
center from both the caregivers’ and the patients’ perspectives.

Table 2: Characteristics of Caregivers and Patients With ABI

Characteristics Caregivers Patients

General characteristics
Sex (men) 25 74.1
Age (y) 58.9�10.8 61.3�9.3
Educational level

Elementary education 13.9 15.7
Vocational training 39.8 42.6
Lower general secondary

education
25.9 24.1

Higher general
secondary/preuniversity
education

6.5 8.3

Higher vocational education/
university

13.9 9.3

Patient premorbid employment
status

Paid and full-time 60.2
Paid and part-time 11.1
Voluntary work 3.7
Student 13.9
No (un)paid job 11.1

Patient ABI characteristics
Type of ABI

Left hemispheric stroke 34.3
Right hemispheric stroke 35.2
Brain tumor 4.7
Traumatic brain injury 8.3
Other 17.6

Years since brain injury 8�7.1 (1–42)
CFQ (n�91) 43.7�17.8
UCO (n�93)

Client cannot communicate 0
Some communication possible

(eg, yes/no, facial
expressions)

10.8

Communication possible with
help from test leader

17.2

Communication about
everyday things of life, with
little help

34.4

Communication possible about
many subjects, almost
without help

37.6

MRS (n�93)
No symptoms 0
Symptoms but not disabled 3.2
Slightly disabled 15.1
Moderately disabled 29.0
Moderate severely disabled 38.7
Severely disabled 14.0

Psychological characteristics
UCL-P 11.8�3.6 12.7�4.2
Mastery Scale 22.7�4.9 19.2�5.5

NOTE. Values are percentages, mean � SD, or mean � SD (range).
N�108 unless otherwise specified.
In general, caregivers and patients were satisfied with the care
*
a

(mean grades ranged from 7.6 to 8.8). Only the caregivers’
involvement in day-care center activities received a low aver-
age grade (5.3). The satisfaction with the day-care activity
center was not associated with the number of years participat-
ing in the activity center (R�.15; P�.13).

Caregiver and Patient Well-Being
Results of the LiSat-9 for caregivers and patients are shown

in table 4. Most caregivers (60.7%) and patients (59.6%) were
not satisfied with their life as a whole. Caregivers were least
satisfied with their sex life (78.9%) and most satisfied with
their self-care abilities (87.5%). Patients were least satisfied
with their sex life (78.5%) and their vocational situation
(69.7%). Caregivers were significantly more satisfied with their
self-care abilities and leisure activities than patients. Patients
were significantly less satisfied with their vocational situation
than caregivers, whereas caregivers were significantly less sat-
isfied with their partner relationship.

On the HADS depression scale, 33.3% of the caregivers
scored above the cutoff point (mean � SD: 6.28�4.22), and
40.2% had a score above the cutoff point for anxiety
(7.20�3.95). The total mean score � SD of the HADS was
13.48�7.60. The patients’ mean HADS score � SD was
13.07�7.07, and 42% scored above the cutoff for depression
(7.37�4.32), while 27.3% scored above the cutoff for anxiety
(5.86�4.98).

The mean CSI score � SD was 8.24�2.88, with 69% of the
aregivers reporting a high burden.

elationships Between Caregiver and Patient
haracteristics and Caregiver Well-Being
Correlations between the 3 caregiver well-being variables

nd caregiver and patient characteristics are shown in table 5.
caregiver’s LiSat-9 score correlated significantly with their

espective patient’s LiSat-9 and UCL-P scores, and with their
wn UCL-P and Mastery Scale scores. Caregiver HADS scores
ere related to their education level, Mastery Scale, UCL-P

core, and patient LiSat-9, HADS, and UCL-P scores. Further-
ore, caregiver CSI scores were associated with their Mastery
cale and UCL-P scores, and with the patient’s MRS, UCO,
iSat-9, HADS, UCL-P, and Mastery Scale scores.

Table 3: Caregiver and Patient Satisfaction With the Day-Care
Activity Center

Statements n Mean* � SD

Caregivers’ perspective
1. Boost for partner 108 8.5�1.4
2. Relief from care duties 107 8.2�2.0
3. More involvement 100 5.3�2.9
4. Good for partner that I

have my own activities
103 8.2�1.7

5. Recommend participation 107 8.8�1.4
Patients’ perspective

1. Good way to be pleasantly
busy

105 8.2�1.6

2. Fit interests 100 7.6�2.0
3. Care is helpful and

stimulating
103 8.0�1.6

4. Good for partner that I
have my own activities

101 8.8�1.2

5. Recommend participation 100 8.5�1.7
Mean represents the average grade granted to the statement, with
range from 0 (completely disagree) to 10 (completely agree).

Arch Phys Med Rehabil Vol 93, May 2012
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Multiple Regression of Caregiver and Patient
Characteristics and Caregiver Well-Being

The data met the assumptions for multiple regression anal-
ysis. No collinear relationships were identified. The 3 final
regression models are shown in table 6. A higher life satisfac-
tion (LiSat-9 R2�.32) for the caregiver was significantly asso-
iated with a higher life satisfaction of the patient (��.25) and

an increased sense of mastery of the caregiver (��.44). Low
epression and anxiety symptoms of the caregiver (HADS
2�.55) were significantly related to less passive coping

��.42) and a higher sense of mastery of the caregiver
(���.30). For the final model, lower caregiver burden (CSI
R2�.35) was significantly predicted by higher patient handicap
everity (��.17) and by a higher sense of mastery of both the
aregiver and patient (���.39 and �.30, respectively).

Table 4: Life Satisfactio

LiSat-9 Item

Caregivers

n % Dissatisfied Mean � SD

Life as a whole 107 60.7 4.1�1.1
Self-care 104 12.5 5.3�1.3
Leisure 107 44.9 4.6�1.0
Vocational situation 102 45.1 4.4�1.1
Financial situation 106 50.0 4.3�1.0
Sexual life 95 78.9 3.1�1.4
Partnership relations 106 43.4 4.3�1.4
Family life 104 36.5 4.7�1.1
Contact with friends 107 39.3 4.4�1.2

Mann-Whitney U test (difference between caregivers and patients):

Table 5: Correlations Between Patient Variables

Variables

LiSat-9 Total
Caregiver

r

Patient variables
Sex �.009 9
Age �.058 9
Educational level .011 9
Type of ABI .041 9
Time since injury .039 9
CFQ �.024 8
MRS �.011 8
UCO �.074 8
LiSat-9 total .478‡ 8
HADS total �.145 8
UCL-P total �.271* 9
Mastery Scale total .097 8
Time since start of respite care �.007 9
Days per week of respite care �.166 9
Satisfaction with of respite care .074 9

Caregiver variables
Age �.029 9
Sex .005 9
Educational level .145 9
UCL-P total �.398‡ 9
Mastery Scale total .530‡ 9
Satisfaction with respite care .114 9
earson correlation: *P�.01; †P�.05; ‡P�.001 (2-tailed).
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DISCUSSION
The results of this study show that caregivers and patients in

the chronic phase after ABI were satisfied with the respite care
offered by day-care activity centers. However, most caregivers
and patients were not satisfied with their life as a whole. The
subjective burden of caregivers was high (69%), with 40%
experiencing anxiety symptoms and 33% showing depressive
symptoms. The high level of caregiver burden might be a
reflection of the impact of ABI on life, which might be
extensive in this sample because the patients were young
and active at the time of injury. (Notably, 71% of patients
were working before the ABI.) It is possible that caregiver
burden will always exist and can only be partially relieved.
We found that caregiver well-being can be predicted by
psychological characteristics of both caregivers and patients

aregivers and Patients

Patients

n n % Dissatisfied Mean � SD Median U

104 59.6 4.0�1.2 4 5610.5
103 64.1 3.8�1.5 4 8651.0*
103 56.3 4.2�1.0 4 6612.0†

89 69.7 3.2�1.6 3 6424.5*
101 58.4 4.0�1.3 4 6048.0

93 78.5 3.0�1.6 3 4597.0
98 27.6 5.0�1.0 5 3812.5*

102 30.4 4.8�1.1 5 4921.5
105 47.6 4.3�1.3 5 5893.5

001; †P�.05.

Caregiver Variables and the Outcome Measures

HADS Total
Caregiver CSI

r n r n

�.022 107 .076 100
.114 107 .144 100

�.120 107 .068 100
�.163 107 �.101 100
�.096 102 �.038 95

.101 90 .051 86

.011 92 .301* 86
�.051 92 �.259* 86
�.370‡ 88 �.448‡ 83

.210† 98 .236† 91

.271* 98 .234† 92
�.163 94 �.438‡ 89
�.037 99 .110 92

.085 105 .133 98

.038 104 .057 98

.156 107 .116 100

.040 107 �.051 102
�.231† 107 �.043 100

.677‡ 101 .349‡ 97
�.642‡ 104 �.476‡ 97

.059 107 .173 100
n of C

Media

4
6
5
5
4
3
5
5
5

and

n

7
7
7
7
2
1
4
4
3
8
0
7
1
6
4

7
7
7
2
5
7
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but not by ABI or day-care activity center characteristics.
Only caregiver burden was predicted by the severity of
physical disabilities of the patient.

Besides high levels of burden, 33% of the caregivers
showed depressive symptoms, and most experienced low
life satisfaction, because respite care offered by the day-care
activity center did not completely relieve caregivers. Addi-
tional help might be found in interventions aimed at coping
and mastery skills. Caregivers who felt in control of their
lives were more satisfied with life, felt less strained, and
showed fewer symptoms of depression and anxiety. In ad-
dition, caregivers who used a less passive coping style
showed better emotional functioning. Persons with a ten-
dency to use passive coping mechanisms do not take any
action when problems occur,23 and this strategy seems det-
imental to emotional functioning. This result is comparable
o those of other studies,23,31-33 which found relationships
etween aspects of coping and depression. Patient variables
ppeared to predict caregiver outcome as well. The patients’
ife satisfaction positively influenced the life satisfaction of
heir caregivers. Furthermore, caregivers experienced a
maller burden if the patients had a high sense of mastery.

In our study, patients were discharged despite considerable
isabilities (81% were moderately to severely disabled). Al-
hough caregivers and patients had been receiving respite care
or several years, they were still struggling with the conse-
uences of brain injury. Chronic care for these patients is rarely
ffered, and no procedures for care are specified. Only 10% to
0% of the patients in this sample were referred to social work,
psychologist, or both, after discharge from acute care facili-

ies. The long-term problems of patients with brain injuries and
heir caregivers should be acknowledged and incorporated in
egular care.

Furthermore, the results of the LiSat-9 showed that both
aregivers and patients were dissatisfied with their sexual
ife (78.9% and 78.5%, respectively), and caregivers were
ignificantly less satisfied with the relationship with their
artner than the patients were. These results might reflect a
hanged relationship as a consequence of brain injury and
he subsequent low well-being of the caregiver. Besides
argeting interventions at coping and mastery skills, thera-
ies addressing the caregiver/patient relationship might also

Table 6: Final

Variables B

LiSat-9 total score caregiver
Constant 1.852
LiSat-9 total score patient .256
Mastery Scale total score caregiver .065

HADS total score caregiver
Constant 24.52 5
LiSat-9 total score patient �1.86 0
UCL-P total score caregiver .91
Mastery Scale total score caregiver �.47
Educational level caregiver �2.98 1

CSI
Constant 14.64 1
MRS .51
Mastery Scale total score patient �.16
Mastery Scale total score caregiver �0.22 0

OTE. Missing values were replaced with the variable mean. Stepw
P�.01; †P�.001; ‡P�.05.
e beneficial.2,10
The finding that both patients and caregivers were satis-
fied with the care offered by the activity day-care center
agrees with a previous study6 that investigated satisfaction
with respite care in general. Although 33% of the caregivers
experienced depressive symptoms, this rate was less than
those found in studies23,33 evaluating caregivers of patients

year after injury (50%–52%). Like others, we did not find
ssociations between individual characteristics (eg, age and
ex) of caregivers and quality of life.23,34

The results of this study suggest that for better caregiver
functioning, interventions should target mastery and coping
skills of both caregivers and patients. This idea was recently
studied by Backhaus et al,35 who investigated a brain injury
oping skills group treatment for caregivers and patients in
he first year after brain injury. The randomized controlled
ilot study yielded promising results, reporting an improve-
ent in self-efficacy for the experimental treatment group.
owever, because the intervention took place within the first
ear after the injury, it was aimed at preventing future
roblems. In the current study, patients were already in the
hronic phase of their injury, and a more constructive ap-
roach in this group should stress self-management of the
onsequences of brain injury and continuous support for
oth caregivers and patients. Consequently, it is important to
onitor caregivers and patients with ABI after the acute

hase and discharge from the hospital or rehabilitation cen-
er.2,8,10,36

The findings of this study have important clinical and re-
search implications. This study is one of the first large studies
to investigate the relationship between respite care and well-
being of caregivers and patients with ABI. The study highlights
the satisfaction that patients with ABI and their caregivers have
for activity day-care centers and emphasizes that more elabo-
rate support is needed. Future studies should focus on the effect
of respite care on both caregivers and patients. It may be useful
to study the individual components and different types of
respite care. Such studies would provide knowledge about the
contribution of each component and the type of care to the
well-being of caregivers and patients. There is a need for
chronic care and support for patients with ABI and their care-
givers. Such support should incorporate coping, mastery, and

ssion Models

� R2 95% Confidence Interval

.32

.25* .08 to .43

.44† .04 to .09
.55

�.17‡ �3.37 to �.35
.42† .54 to 1.27

�.30† �.75 to �.20
�.16‡ �5.43 to �.52

.35

.17‡ .04 to .98
�.30† �.25 to �.07
�.39† �32 to �.13

ackward, removal of variable if P�.05.
Regre

SE B

.385

.087

.012

.41

.76

.19

.14

.24

.61

.24

.04

.05
family components.
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Study Limitations
The present study was cross-sectional, and therefore the

potential improvement of caregiver well-being as a result of
respite care could not be studied. We did not consider
whether caregivers made use of other intervention services,
such as seeking psychological help. Caregivers who receive
additional therapy may have better coping skills and thus
experience less burden and higher life satisfaction. The
day-care activity center is the most commonly used respite
care facility by patients with ABI and their caregivers in The
Netherlands. Although other services are provided, only this
specific form of respite care was investigated in this study.
Furthermore, of the investigated sample of patients with
ABI, 70% were stroke patients, and ABI patients with
aphasia were not represented in this sample. These limita-
tions should be considered when generalizing our results to
broader groups of patients with ABI. We developed the
satisfaction with day-care activity center questionnaire spe-
cifically for this study. Therefore, no information on the
reliability and validity of the scale is available. In addition,
the caregiver and the patient received the questionnaires in
the same envelope. Consequently, they may have influenced
each other when completing the questionnaires.

CONCLUSIONS
From this study, we conclude that caregivers of patients with

chronic ABI feel burdened and dissatisfied, despite their long-
term participation in day-care activity centers. This study in-
dicates that respite care alone is not sufficient in maintaining
caregiver well-being. Caregiver well-being was not associated
with the patients’ injury severity, but with psychological char-
acteristics (coping and mastery skills) of both caregivers and
patients. Thus, these characteristics could be targets for inter-
ventions aiming to improve their well-being. Continuous and
prolonged support is needed for both caregivers and patients
after the initial injury.
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