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Abstract

Aims: Institutionalising a relative is a difficult decision and often relatives have to feel
heavily burdened before they take such a step. Then the following delay because of waiting
lists can be too much. This paper examines the experiences of caregivers of demented patients

at the moment of registration on the waiting list for nursing home care.

Methods: Interviews were carried out with 93 informal caregivers and an analysis was made
of the files of patients who were registered on the waiting list for nursing home admission in
Amsterdam in 1997 and 1998. Data collection included the Interview for Deterioration in
Daily living activities in Dementia, The Revised Memory and Behaviour Problem Checklist,
the Social Support List-Interaction, and three subscales of the Caregiver Reaction Assessment

(CRA) scale.

Results: At the moment of admission to the waiting list, half of the respondents were rather
heavily burdened or worse. Less severe dementia, lower age of the patient and providing more
hours of informal care especially accounted for more negative experiences of caregivers. The
self-esteem derived from caregiving was higher for caregivers with lower income and for

those who perceived the quality of the relationship with the demented person as better.

Conclusions: The high burden levels at the moment the decision to institutionalise the patient
is taken put a heavy claim on the energy needed to continue to care during the ensuing waiting
period. More social support and formal home care may reduce the level of burden of

caregiving.
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Introduction

The decision to institutionalise an elderly person with dementia is a difficult one. Families
tend to postpone it until they can no longer see an alternative. Then caregivers, often already
heavily burdened, are confronted with a waiting list. The Waiting List study reported on here
was set up to measure what avoidable harm that waiting period meant for both the patient and
the vulnerable caregiver.

Earlier studies have shown that caregiver factors predicted institutionalisation better than
patient factors.'™ Especially perceived burden of informal caregivers is important in
predicting nursing-home admission.* Predictors of burden have been divided into
characteristics of the patient, of the caregiver and of the caregiving context.”™® From each of
these three domains factors have been identified that are predictive of burden. For example,
within the patient characteristics, predictors of burden are problem behaviour, disruptive
behaviour,*”'? and ADL impairmems.”‘12 Female caregivers were more likely to experience
elevated levels of burden,* and within the caregiving context, insufficient social support was
an important predictor.g'”‘14 Besides negative experiences of caregivers, there is growing
attention to positive experiences of caregiving.'s"8 When the negative experiences of informal
caregivers outweigh the positive experiences, admission to a nursing home may be needed.
This paper examines the experiences of informal caregivers around the time when the

decision to register their demented relative for nursing-home admission is made.

In the Netherlands, in 1996 82.5% of the persons aged 75 years and over lived independently,
12.7 % lived in residential homes, and 4.8 % lived in nursing homes.'? Nursing homes provide

care to (elderly) patients with complex care needs, due to chronic somatic and/or

psychogeriatric problems. The latter mainly concerns patients with dementia.?® In the

Netherlands there are no financial constraints for nursing-home admissions, because all
citizens are insured for this type of care. However, the number of nursing home beds is
limited and patients do need a formal indication for nursing-home admission from a Needs
Assessment Committee. Because the demand for nursing-home care exceeds the supply,
waiting lists exist. The waiting periods allow informal caregivers time to prepare for the
institutionalisation of their relative. However, in the Netherlands the waiting times are
considered to be too long to have only positive effects: the length of the waiting time is
uncertain, informal caregivers may feel highly burdened, and negative health effects for

patients and informal caregivers may occur.
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The mean waiting time was about 23 weeks in the early 1990s, which then decreased to 14
weeks in 1995, and increased to 17.5 weeks in 1997.) When nursing-home admission is
urgently needed even a short waiting period may be problematic, whereas, in cases of
registration on a waiting list out of precaution, a longer waiting period may even be desirable.
In this paper we concentrate on the moment of registration on the waiting list and the
experiences of different types of informal caregivers. Our objectives are (a) to describe the
negative and positive experiences of informal caregivers at the moment of registration of the
demented elderly on the waiting list for nursing home care and (b) to assess which
characteristics of the patient, the caregiver and the caregiving context are related to the

perceived burden of caregivers.

Methods

From March 1997 until August 1998, caregivers of patients who were admitted to the waiting
list were asked to participate in our Waiting List Project, which started in one region (out of
five) in Amsterdam: from October 1997 on a second region was incorporated. In Amsterdam,
in 1996, the number of nursing-home beds per 1,000 inhabitants aged 65 years and over was
36 (in the Netherlands 27 per 1,000). At the end of 1996, the waiting time had doubled
compared to three years before.”* In 1997. the mean waiting time for psychogeriatric nursing-
home admission for patients living at home in Amsterdam was 21 weeks.” In both
participating regions, the Regional Institution for Ambulatory Mental Health Care (RIAGG)
was involved in giving preliminary recommendations for nursing-home care, except for cases
in which the need for nursing-home admission became apparent during the patient’s stay in
hospital. The preliminary recommendation was confirmed by a municipal Need Assessment
Committee. Inclusion criteria for the Waiting List Project were: informal caregivers of
patients with new indications for psychogeriatric nursing-home admission, who were not
acutely admitted to nursing homes, the caregivers had to be able (mental capacity, language)
to participate in an interview. Those who were registered as main informal caregivers at the
RIAGG received a letter with information about the Waiting List Project; the caregivers could
refuse participation immediately or await a telephone call by the researcher who informed
them in more depth about the project. The researcher was seconded to the RIAGG during the
data collection period to ensure that data stayed at the RIAGG until a signed informed consent
was obtained. In cases of refusal. the researcher asked permission for a brief telephone

questionnaire. If more caregivers were involved, the one most responsible and/or performing
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most care tasks was asked to participate. An appointment for an interview, at home or in our
department, was made as soon as possible, was conducted by trained interviewers, and started
with an informed-consent procedure. The mean duration of the interview was 108 min.
Caregivers acted as proxies for the demented patient. Patient files at the RIAGG were also
analysed.

A research model on determinants of caregivers’ experiences is presented in figure 1.

The four categories are described below.

Figure 1. Determinants of caregiver experiences

Caregiver characteristics

e demographic variables

e other role obligations

e type and quality of
relationship with patient

Patient characteristics

e demographic variables

e characteristics of
dementia

e co-morbidity

Caregiver experiences:

e Disrupted schedule

e Loss of physical
strength

e Self-esteem

A 4

Caregiving context

e co-residency

e informal care characteristics
e formal care characteristics

e social support
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Informal caregivers’ characteristics

Demographic characteristics, such as age, gender, education (l=low, 7=high), occupation
(1=low, 5=high), ethnic group. and marital status were assessed during the structured
interview. Other role obligations (paid or unpaid work, study, caregiving to another person)
were assessed (0=no, 1=yes), as well as type of relationship to the patient, and the quality of

the relationship before the patient’s disease and currently (1=bad, 5=excellent).

Characteristics of patients

Information on behavioural problems was collected with the Revised Memory and Behaviour
Problem Checklist (RMBPC).*** This is a 24-item measure of the frequency of observable
behavioural problems in patients with dementia. Answering possibilities ranged from 0 (never
occurs) to 4 (occurred daily or more often in the last week). Three subscale scores were
calculated by summing the answering possibilities: memory problems (seven items),
depressive symptoms (nine items), and disruptive behaviour (eight items); the Cronbach’s
alpha’s were 0.61, 0.77, and 0.63. Also, the caregivers’ reaction to these behavioural
problems was assessed. ranging from O (not bothered or upset at all) to 4 (extremely bothered
or upset). The Interview for Deterioration in Daily living activities in Dementia (IDDD)>® was
used to assess the actual performance of self-care and more complex activities. This
instrument consists of 11 concretely worded items, scored on a five-point scale: total scores
were calculated and ranged from O (no help needed) to 44 (always help needed in 11
activities); the Cronbach’s alpha was 0.81. For each item of this instrument we added
questions about whether caregivers helped with the activities when patients could not perform
them themselves and, if so, whether caregivers felt burdened by this (0 not at all, 2 very much
burdened). A co-morbidity list of the former Central Bureau of Statistics in the Netherlands
was adapted for our study population.”” The adapted list contained 24 complaints, from which

the total number of complaints was calculated.

Information on diagnosis and severity of dementia were collected via the patient files at the
RIAGG. The severity of dementia was assessed by a geriatrician and based on a
categorisation of (psychogeriatric care needs of) nursing home patients that is commonly used

in the Netherlands. Codes are used to distinguish between mild, moderate or severely

demented patients.™
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Characteristics of the caregiving situation

Co-residency of patients and informal caregivers was assessed during the interview as well as
the number of hours of informal caregiving in the preceding week. We summed the formal
care hours of different types of home help, organised voluntary help and help in residential
homes. Use of day-care in nursing homes was assessed. The Social Support List-Interaction,
shortened version was used (SSL12-I).29 Total scores ranges from 12 - 48, subscale scores
from 4 - 16. Higher scores reflect more social support. The Cronbach’s alpha was (.87 for the
total list, 0.64 for the subscale “everyday social support”, 0.85 for “social support in problem

situations”, and 0.75 for the subscale “esteem support”.

Caregiver experiences from informal care

One question was used to assess overall burden: All things in the caregiving of the patient
taken together, how burdened are you feeling at the moment? Possible replies were: not or
hardly burdened; somewhat burdened; rather heavily burdened; very heavily burdened; or
overburdened. Three subscales of the Caregiver Reaction Assessment scale (CRA) were used
to assess negative and positive reactions to caregiving.'(’"8 These subscales were ‘disrupted
schedule’, which measures the extent to which caregiving interrupts usual activities or causes
elimination of some activities (five items, Cronbach’s alpha 0.88), ‘loss of physical strength’,
which assesses caregivers’ feeling of deterioration in physical health (four items, Cronbach’s
alpha 0.80), and a scale on positive experiences ‘care-derived self-esteem’ (seven items,
Cronbach’s alpha 0.73). The perceived impact of caregiving was rated on a five-point Likert
scale, ranging from strongly agree to strongly disagree. The average score was calculated for
each subscale (range 1-5). Higher scores reflected more negative experiences and more care-

derived self-esteem.

Sample characteristics

In the study period 130 eligible informal caregivers of patients were contacted. Thirteen
caregivers (9.9 %) were omitted because patients either died (n=4) or had been admitted to a
nursing home (n=9) before an appointment for an interview could be made. Of the remaining
117 patients, 22 caregivers refused to participate (18.8%) and two were omitted because of
practical reasons. Ninety-three caregivers (79.5%) were interviewed.

Reasons for not participating were: not interested (six), lack of time (nine), too emotional to
talk about this matter (four), refusal without giving a reason (three). There was no difference

in relation to patient (spouse, child, other) between the non-respondents (n=22) and the
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respondents (n=93) (Chi square 0.55, df=2, p=0.76). Half of the non-respondents gave
information by telephone on overall burden during the preceding two weeks. They reported

more overall burden than respondents (Mann-Whitney Z=-2.13, df=1, p=0.03).

Data analyses

Data were checked for accuracy, and missing data were replaced by mean (sub) scale scores
as long as the number of missing values was small. Data were analysed using the Statistical
Package for the Social Sciences (version 8.0). Descriptive analyses were performed to
describe characteristics of caregivers, patients and the caregiving situation. Differences
between groups were analysed with Chi-squared tests and Student’s t-tests. Associations
between the characteristics of the caregiver, the patient and the caregiving context, and the
caregiver experiences were analysed with Spearman’s correlations. All tests were two-sided.
Multivariate regression analyses were performed to assess which characteristics of the
caregivers, the patients or the caregiving situation were important in explaining variance in

caregiver experiences. The three subscales of the CRA were used as dependent variables.

Results

Sample characteristics of caregivers, patients and the caregiving situation are presented in

Tables 1-3.

Almost a quarter of the caregivers were living together with the demented patient. These
included all but one of the spouses. The other co-resident caregivers consisted of daughters
(n=3), sisters (n=2), a niece and a grandchild. The median number of caregiver assistance in
(Instrumental) Activities of Daily Living (IADL) was three. Most caregivers were not
burdened by providing these tasks (data not presented). The tasks found most burdensome
were: shopping (25%), financial administration (20%) and cleaning (16%). Scores on the
RMBPC revealed, that memory problems occurred most frequently. However, caregivers
were least upset by these problems (mean emotional reaction score 1.15). They were more
upset by disruptive behaviour (1.68) and depressive behaviour (1.93) of the demented

patients.
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Table 1. Description of caregivers’ characteristics (n=93).

Caregiver’ characteristics

Age (years): mean; SD
Range
Gender: n (%)
Female
Ethnic group: n (%)
Autochthon
Living situation: n (%)
Alone
With spouse
With spouse and children
With other people
Living distance from patient: n (%)
Living together
< 1km
1-5km
>5km
Relationship with patient: n (%)
Spouse
Daughter
Son
Other family
Friend
Duration relation (years): mean; SD

Range

Duration of caregiving due to memory problems

(months)
Median
Range

57.3(12.3)
24-89

57 (61.3)

81 (87.1)

20 (21.5)
41 (44.1)
19 (20.4)
13 (14.0)

22(23.7)
11(11.8)
15 (16.1)
45 (48.4)

16 (17.2)
34 (36.6)
20 (21.5)
21 (22.6)
2(2.2)
50.7 (13.5)
14-87
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Table 2. Description of patient characteristics (n=93).

Patient characteristics

Age (years)
Mean SD 83.2 (8.8)
Range 51-96
Gender: n (%)
Female 70 (75.3)
Residence: n (%)
Alone 29  (31.2)
With spouse 15 (16.1)
With other people 7 (7.5)
In institution 42  (45.2)
Type of dementia: n (%)
Alzheimer’s disease 51  (54.8)
Vascular dementia 8 (8.6)
Other 34 (36.6)
Severity of dementia: n (%)
Mild 30 (32.3)
Moderate 56  (60.2)
Severe 6 (6.5)
Missing 1 (1.1)
IDDD?: mean; (SD) 34.17 (8.45)
RMBPC": mean (SD)
Depressive symptoms 11.27 (7.28)
Memory problems 20.08 (5.48)
Disruptive behaviour 4.66 (4.58)
Comorbidity
Median number of diseases (range) 4 (0-12)

* Interview for Deterioration in Daily living activities in Dementia.

® Revised Memory and Behaviour Problem Checklist.
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Table 3. Description of characteristics of caregiving context (n=93).

Characteristics caregiving context

Co-residency: n (%)

Yes 22 (23.7)
No 71  (76.3)
Number of care tasks: median (range) 3 0-11)

Informal care hours: n (%)

1-2 7 (7.5)
3-8 32 (344
9-25 19 (20.4)
26-80 10 (10.8)
281 22 (23.7)
Missing 3 3.2)
Formal home care hours: n (%)
0 20 (21.5)
1-3 16 (17.2)
4-10 15  (l16.1)
> 10 42 (45.2)
Day care in nursing home: n (%)
Yes 19 (204)
No 74 (79.6)
Social support total scale: mean (SD) 29.09 (6.28)
Everyday social support 9.97 (2.12)
Social support in problem situations 9.06 (2.81)
Esteem support 10.07 (2.55)

Experiences of informal caregivers and overall burden

Overall, 9% of the informal caregivers rated themselves as not or hardly burdened, 41% were
somewhat burdened, 31% rather heavily burdened, and 20 % were very heavily burdened or
overburdened. The mean scores on the CRA were 3.21 (SD 1.05) for disruptive schedule;
2.68 (SD 0.98) for loss of physical strength, and 3.73 (SD 0.57) for self-esteem. Giving care
to a relative makes 65% of the informal caregivers feel good. Results of univariate analyses
on characteristics of the caregivers, patients, and the care context in relation to caregiving

experiences are given in Table 4.
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Table 4. Spearman’s correlations between the characteristics of the caregivers, patients and caregiving

context, and dimensions of caregiver experiences * (n=91").

Caregiver experiences

Disrupted Loss of Self-esteem®
schedule® physical
strength®

Caregiver
Age 0.22% 0.24* 0.18
Female® -0.11 -0.03 -0.02
Married and living together 0.06 0.11 -0.38%*
Education 0.02 0.04 0.05
Income -0.32%* -0.27* -0.26*
Occupation -0.14 -0.21 -0.18
Ethnic group (1=autochthon) -0.17 -0.08 -0.19
Work and/or study -0.27* -0.30%* -0.19
Spouse of patient © 0.45%:* 0.41%* 0.04
Current quality of relationship -0.11 -0.19 0.35%*
Prior quality of relationship 0.15 0.18 0.31%*
Patient
Age -0.39%* -0.32%* 0.08
Female © -0.24% -0.19 0.02
Residential home and hospital © -0.44%* -0.25* 0.02
IDDD' 0.03 -0.14 0.18
Memory problems -0.13 -0.05 -0.15
Disruptive behaviour 0.17 0.12 -0.13
Depressive behaviour 0.05 -0.05 -0.04
Alzheimer’s dementia © 0.08 0.06 0.10
Severity of dementia ( O=mild, l=moderate/severe)  -0.29** -0.04 0.00
Incontinence © -0.15 -0.18 -0.14
Co-morbidity -0.17 -0.09 -0.06

82



Hoofdstuk 5

Table 4 continued

Caregiver experiences

Disrupted Loss of Self-esteem’

schedule® physical

strength®

Caregiving context

Co-residency ° 0.53** 0.37#* 0.08
Duration of caregiving -0.16 -0.15 0.11
Number of hours of informal care 0.74** 0.52%* 0.17
Hours of home care -0.45%* -0.30** -0.15
Day care in nursing homes ° 0.23* 0.18 -0.19
Social support -0.07 -0.23* 0.12
Everyday social support -0.27* -0.41%* 0.02
Social support in problem situations -0.07 -0.15 0.08
Esteem support 0.06 -0.11 0.15

Three dimensions of the Caregiving Reaction Assessment (CRA) scale were used.
® Two caregivers’ data on CRA were missing.
“ Higher scores denote more negative experiences.
dyg: " .
Higher scores denote more positive experiences.
¢ Dichotomous variable: O=no, 1=yes.
" Interview for Deterioration in Daily Activities in Dementia

* Significant at p < 0.05; ** significant at p < 0.01.

Variables from all three domains of characteristics were significantly related to negative
caregiving experiences. For example, a higher age of the caregiver, lower income and no
other role activities such as work (paid or unpaid) or study were related to more negative
experiences. Severity of dementia was the only disease characteristic that was related to
negative experiences. The number of co-morbid conditions was not related to caregiving
experiences. More negative experiences were found when caregivers co-resided with the
patient and when more hours of informal care were given. These variables were highly related
to each other. Day care in nursing homes was related to more negative experiences, whereas
more formal home care and social support were related to less negative experiences.

More self-esteem derived from informal care was related to caregiver characteristics only,

these were: lower income and a better quality of the relationship.
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The sample size restricted the number of variables in the multiple linear regression models.
Thus, not all variables that were significantly related to caregiving experiences in the
univariate analyses could be entered in the model. Since all spouses but one were living
together with the patient, we did not enter this variable separately. This was also the case for
patients’ stay in hospital or residential home, which were significantly related to other
characteristics of the caregiving situation, such as fewer hours of informal care, not-living
together with the informal caregiver and more hours of formal care. In each regression
analysis the same variables were entered. Caregivers’ age and gender were entered as control
variables. Variables were entered in blocks, following the research model (Figure I, page 75),
and the change in F-statistic after adding a block was assessed. Dependent variables were the
following caregiving experiences: disruptions in daily schedule activities. loss of physical
strength and self-esteem derived from caregiving. The variables entered and the results of the
regression analyses are displayed in Tables 5-7.

With respect to disruptions in daily schedule, each block of variables showed a significant
change in explained variance. Patient characteristics (age and severity of dementia) and
caregiving context characteristics were important in explaining variance. The amount of
variance explained was 47% in the final model.

Less variance could be explained in loss of physical strength and self-esteem. Lower age of
the patient and less social support was significant in explaining variance in loss of physical
strength. With respect to self-esteem, a lower income and a better quality of the relationship
with the demented person predominantly explained variance. More social support contributed

another 5% to the explained variance.
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Table 5. Multiple linear regression analysis of caregiver, patient and context characteristics on disruptive

schedule of caregivers (n=917).

Disrupted schedule

B8 R” -change F-change

Caregiver characteristics

Block 1

Age 0.02

Gender -0.18* 0.06 2.65
Block 2

Income -0.07

Current quality of relationship 0.21* 0.09 3.87*
Block 3

Patient characteristics

Age -0.23*

Severity of dementia -0.25%* 0.25 16.02%*
Block 4

Care context characteristics

Co-residency -0.05

Hours of informal care 0.47*

Hours of formal care -0.17

Everyday social support -0.10 0.14 5.40%*
Total R 0.54
Total adj. R 0.47

Values given as betas of final model, change in R’ F-change.

* Two caregivers’ information on the Caregiving Reaction Assessment (CRA) scale were missing.

*p<0.05 **p<0.01
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Table 6. Multiple linear regression analysis of caregiver, patient and context characteristics on caregivers’

loss of physical strength (n=91%).

Caregivers’ loss of physical strength

[ R’ -change F-change

Caregiver characteristics

Block 1

Age 0.21

Gender 0.04 0.06 272
Block 2

Income -0.01

Current quality of relationship -0.00 0.06 2.78
Block 3

Patient characteristics

Age -0.31*

Severity of dementia 0.04 0.10 4.62*
Block 4

Care context characteristics

Co-residency 0.03

Hours of informal care 0.01

Hours of formal care -0.20

Everyday social support -0.31* 0.13 3.60*
Total R 0.35
Total adj. R* 0.26

Values given as betas of final model, change in R, -change.
* Two caregivers’ information on the Caregiving Reaction Assessment (CRA) scale were missing.

*p < 0.05:**p < 0.01
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Table 7. Multiple linear regression analysis of caregiver, patient and context characteristics on caregivers’

self esteem (n=91%).

Caregivers’ self-esteem

B R’ -change F-change

Caregiver characteristics

Block 1

Age 0.02

Gender -0.13 0.02 0.69
Block 2

Income -0.36%*

Current quality of relationship 0.50** 0.23 12.01%*
Block 3
Patient characteristics

Age 0.11

Severity of dementia -0.02 0.00 0.02
Block 4

Care context characteristics

Co-residency -0.07

Hours of informal care 0.25

Hours of formal care -0.01

Everyday social support 0.22% 0.05 1.33
Total R? 0.30

Total adj. R 0.20

Values given as betas of final model, change in R? F-change.

* Two caregivers’ information on the Caregiving Reaction Assessment (CRA) scale were missing.

*p < 0.05;:%* p < 0.01
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Discussion

This study shows the heterogeneity of informal caregivers for elderly patients with dementia:
men as well as women, spouses as well as children and caregivers living with the demented
patients or not. Furthermore, the involvement in caregiving (in number of caregiving hours,
help in IADL tasks, duration of informal caregiving) varied. The median duration of
caregiving before the first step was taken towards psychogeriatric nursing-home admission, in
this case registration on a waiting list, was three years.

The long waiting times may be problematic for caregivers who have finally decided to have
their relative admitted to a nursing home. At the moment of registration on the waiting list,
half of the caregivers already felt rather heavily burdened or even worse; spouses, caregivers
living with the demented patients and those caring many hours were especially subject to
more negative experiences. The fact that some caregivers were not or were hardly burdened
shows that burden experiences are not the only reason for registration of patients on the
waiting list. Other reasons could be anticipating on the waiting period or concerns regarding
the quality of care in the current situation. It is possible that in some cases the informal
caregivers did not take the initiative for registration on the waiting list but, for example,
professionals in residential homes did. The burden experiences may be underestimated in our
study, for the following reasons: selection bias; because non-respondents were more burdened
than respondents, and because informal caregivers of patients who were admitted to a nursing

home rapidly (the most urgent cases) were not included in the study.

The current study took place in two regions of the city of Amsterdam. In The Netherlands, the
waiting times vary and Amsterdam has longer mean waiting times (21 weeks in 1997).% As
far as the generalisation of the results to other waiting lists for psychogeriatric nursing-home
care is concerned, it should be noted that only patients with an informal caregiver were
included in the study, and that patients who were in hospital at the moment of admission to
the waiting list were underrepresented. Compared to other studies with informal caregivers of
cancer patients, the level of self-esteem derived from caregiving in our sample was lower and
the level of negative experiences was higher.'® This was in line with our expectations, because
we measured this at a moment when the first step towards nursing-home admission was taken.
Variance in negative caregiving experiences was predominantly explained by patient
characteristics and characteristics of the caregiving situation. More social support seems to

reduce the level of negative experiences. This also counts for formal care, though this applies
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merely to home care, for when patients received day-care facilities in nursing homes, the
caregivers experienced more burden. Here however the causal relationship may be reversed.
In a recent study, the use of day-care was called an indicator of carer stress.

Caregiver characteristics were important in explaining more positive experiences. When the
caregiver had a lower income and perceived the relationship with the demented person as
better, more self-esteem was derived from caregiving.

In the current study, the severity of dementia was the only disease characteristic that was
related to negative caregiving experiences. A less severe stage of dementia was related to
more negative experiences. Whether this is caused by more frequent behavioural problems is
unclear. Haley and Pardo®! stated that much distressing behaviour tends to decrease in late
dementia. Another recent study showed great individual variation in natural history of
behaviour changes, though walking out and being brought back was typically seen in earlier
stages of dementia.*? Disruptive behaviours, which were measured with a subscale of the
RMBPC questionnaire, were not related to negative experiences in our study. However, the
reliability of this subscale (as well as the subscale “memory problems™) was moderate and
needs further attention. The absence of a relationship between other disease characteristics
and negative caregiving experiences might be explained by the fact that caregivers have
grown familiar with disease characteristics and have learnt to cope with them. Memory
problems occurred frequently, but caregivers were least emotional upset by them. Also
respondents reacted to the RMBPC questionnaire by saying that their answers would have
been different if we had asked them these questions a while ago. The fact that depressive
symptoms are most burdensome to caregivers has been found in other studies as well."'"*
Although several studies found that female caregivers experienced higher levels of

burden,“'g‘10 in our study no such relationship was found.

In conclusion, more negative caregiving experiences were related to all three domains,
especially less severe dementia, lower age of the patient and more informal caregiving hours.
More social support and formal home care may reduce the level of burden. In this respect, the
229% of the cases, that did not receive any formal home care deserves special attention. These
high burden levels at the start of the waiting period for nursing-home admission partly explain
why the decision to institutionalise the relative is taken. It does, however, put a heavy claim

on the energy needed to continue the care during the waiting period that is to follow.
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