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Abstract
Objective: Gaining understanding of the health-related quality of life (HRQL) of family
caregivers of people with dementia with Turkish or Moroccan immigrant backgrounds
and to examine whether an educational peer group intervention can improve HRQL.
Methods: Understanding of HRQL and associated variables was obtained by multiple
linear regression analyses. The effects of the intervention on HRQL were assessed in
multilevel analyses using data collected before the start (baseline), directly after the
intervention (one to two weeks after baseline) and three months after the start of the
intervention. The intervention (two interactive group sessions) entailed providing
information about dementia and care/support options.
Results: At baseline (n = 319), HRQL was moderately and significantly associated with
migration background, gender, self-perceived pressure from informal care and the
formal and informal support received (p < .05). The intervention had a small effect on

This is a Nivel certified Post Print, more info at nivel.nl

Heide, I. van der, Wezel, N. van, Blom, M., Spreeuwenberg, P., Devillé, W.L.J.M., Francke, A.L. Effects
of an educational intervention on health-related quality of life among family caregivers of people
with dementia with a Turkish or Moroccan immigrant background: Insights from a cluster
randomised controlled trial. Patient Education and Counseling: 2020
__________________________________________________________________________________________________________________________________

emotional wellbeing directly after the intervention (p < .05) and on perceived general
health status three months after (p < .05).
Conclusion: Culturally sensitive peer group education on dementia and care/support
options can to some extent enhance HRQL among family caregivers in the short term.
Practice implications: The intervention as described in this study is recommended for
supporting family caregivers of people with dementia with Turkish or Moroccan
backgrounds.

1. Introduction
Taking care of someone with dementia can be burdensome, both mentally and physically [1–4].
Several studies show that the mental and physical consequences of caring for a person with
dementia can result in reduced health-related quality of life (HRQL) in family caregivers of people
with dementia [4–7]. Yet little is known specifically about the HRQL of caregivers from minority
populations or about strategies that could enhance the HRQL in these groups.
In several European countries, including the Netherlands, people with Turkish or Moroccan
immigrant backgrounds are among the largest non-Western minority groups. In the Netherlands, a
total of 791,000 people were of Turkish or Moroccan origin in 2017, which was 4.6% of the Dutch
population in that year [8]. The first generation of Turkish and Moroccan immigrants, who moved to
the Netherlands as labour migrants in the late 1960s and 1970s, have now reached an age in which
dementia is becoming increasingly prevalent.
A better picture of the HRQL of family caregivers with a Turkish or Moroccan background who
care for a person with dementia is important, given indications that there is a great reliance within
these groups on care provided by (female) family members [9,10].
The primary aim of the current study is therefore to provide this insight in relation to
sociodemographic and care-related characteristics. We are using the term ‘family caregivers’ to refer
not only to relatives but also to friends, neighbours or others who provide unpaid care for a person
with dementia [11].
The secondary aim of this study is to evaluate whether the HRQL of family caregivers with Turkish
or Moroccan backgrounds could be enhanced by an educational peer group intervention developed
specifically for these groups.
The goal of this intervention was to enhance knowledge about dementia and about care and
support options among family caregivers and to facilitate the exchange of experiences between
caregivers. The effects of this intervention on knowledge about dementia and on the self-perceived
pressure from informal care have been described elsewhere [12]. In the context of the current study,
we were interested in the effect of the intervention on HRQL.
The specific research questions that guide the current study are:
1 What is the health-related quality of life of family caregivers of people with dementia with a
Turkish or Moroccan background living in the Netherlands?
2 To what extent are sociodemographic characteristics associated with the health-related quality of
life in these groups?
3 To what extent are the frequency of caregiving, the selfperceived pressure from informal care and
the support received from others in the care for the relative with dementia related to the healthrelated quality of life in these groups?
4 Can the health-related quality of life in these groups be enhanced by the implementation of an
educational peer group intervention?
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We expect the HRQL to be lower in older caregivers, in those who have a lower socioeconomic
position and in women [13,14]. Secondly, we expect that a poorer HRQL will be associated with a
higher frequency of caregiving, a higher self-perceived pressure from informal care and less support
from professionals, friends or family members [14–20]. Thirdly, we expect that the social element of
the intervention will enhance emotional wellbeing in family caregivers and their engagement in
social activities, which are two dimensions of HRQL as measured in this study [21–24].

2. Methods
2.1. Design
This study is part of a cluster RCT that aims to evaluate the effect of an educational peer group
intervention on knowledge about dementia (primary outcome), self-perceived pressure from
informal care(secondary outcome) and HRQL (secondary outcome) among family caregivers of
people with dementia. The current study includes two components: (a) assessing the HRQL of family
caregivers of people with dementia with a Turkish or Moroccan background using baseline data from
a cluster randomised controlled trial (cluster RCT) with repeated measurements; (b) evaluating the
effect of an educational peer group intervention on the HRQL based on this cluster RCT.
The cluster RCT included a measurement directly before the first educational session (T0,
baseline), directly after the second educational session, which was one to two weeks after T0 (T1),
and three months after T0 (T2). The unit of randomisation was the region in which the family
caregivers lived. The study included a total of 16 ‘clusters’, namely regions in the Netherlands that
were randomly and blindly assigned to either the intervention or the control condition by an
independent researcher.
The cluster RCT design was chosen over an RCT design in which individuals are allocated to the
intervention or control conditions for two reasons. Firstly, a cluster RCT did not require participants
to travel long distances participate in the intervention, thereby encouraging participation. Secondly,
participants under the control conditions could not be influenced by participants living in the same
region and receiving the intervention. The CONSORT extension for Cluster Trials was considered for
reporting our findings.
Participants who were in a cluster (i.e. region) that was randomly assigned to the control
condition completed the same questionnaires as participants in the intervention condition at T0, T1
(one to two weeks after T0) and T2 (three months after T0).

2.2. Sample size
We calculated the sample size taking into account the intra-cluster correlation coefficient, the
expected effect and the power of the study. In order to detect a difference of 35% in the primary
outcome measure of the cluster RCT (dementia knowledge) with a power of 0.80 and an α of .05, the
control and intervention condition should each include 129 participants. In order to account for
clustering, the sample size should be enlarged by 10%, leading to a total sample size of 284. To allow
for a 20% loss during follow-up, a total of 340 participants needed to be included.

2.3. Participants and recruitment
The study was performed in regions in the Netherlands where no educational programmes on
dementia were already being offered to the target groups and where a relatively large number of
people with a Turkish or Moroccan background lived. The eligibility criteria for study participants
were: (a) knowing someone with a dementia diagnosis or severe memory problems; (b) being born in
Turkey or Morocco or having at least one parent who was born in one of these countries; (d) not
having dementia or memory problems themselves.
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Potential participants were invited to participate by key contacts (e.g. imams, immigrant care
organizations or regional departments of Alzheimer Netherlands). If the potential participant was
interested in participating, the key contact passed on their contact details to the study coordinator
(NvW), after obtaining the consent of the potential participant. The study coordinator assessed
whether the potential participant fulfilled all the inclusion criteria. For the purpose of the current
paper, a selection was made of participants who stated that they cared for a person with dementia
or severe memory problems.

2.4 Intervention
Participants in the intervention condition received two educational sessions of two hours each,
together with other participants with the same background (Turkish or Moroccan), in a meeting
place such as a room in a mosque or in a cultural community centre. In the first session, a trained
educator with the same migrant background as the participants explained what the difference was
between dementia and ‘normal’ forgetfulness and that dementia is a brain disease. In the second
session, which took place one to two weeks after the first session, the educator facilitated a
discussion about the importance of open communication about dementia and about local options for
care and support. The educational sessions were provided in the native language of the participants,
which was either Turkish or Moroccan Arabic.
Participants in the control condition did not receive the educational peer support sessions. They
met three times in similar meeting places with other participants with the same migrant background,
but only to complete the questionnaires. The second meet-up for completing the questionnaire took
place one to two weeks after the first and the third took place three months after the first. As
participants in the control condition also met peer caregivers when filling in the questionnaire, they
might have talked to others about their situation. The peer support sessions were also offered to the
participants in the control condition, but only after the study ended.
In 15 of the 16 regions, one group consisted of participants with a Turkish background and one
consisted of participants with a Moroccan background. In one region, three groups were made up of
participants with a Turkish background and one of participants with a Moroccan background. A total
of 34 groups were included in the study: 16 of participants with a Moroccan background and 18 of
participants with a Turkish background. The groups had a maximum of 30 participants each.

2.5. Outcomes and measurements
The HRQL – a secondary outcome measure of the cluster RCT pertaining to the individual
participant level – was measured by three dimensions in the COOP/WONCA charts: 1) emotional
problems during the past two weeks; 2) being hampered in social activities by emotional or physical
problems during the past two weeks; and 3) perceived general health status during the past two
weeks. Each dimension was assessed by one item. Answers could be given on a 5-point Likert scale
that was illustrated by simple drawings of smiling and sad faces, with higher scores indicating a
poorer quality of life. The COOP/WONCA charts have been validated for use in Turkish and Moroccan
populations [25] and were therefore applied in this study.
To answer the second research question, the sociodemographic characteristics included were age
(in years), sex (1 = male; 2=female), level of education (1 = no education; 2 = primary education; 3 =
secondary education; 4 = secondary vocational education; 5=higher vocational education; 6 =
university), country of birth (1 = the Netherlands; 2 = other) and migrant background (1 = Turkish; 2 =
Moroccan). The level of education was included as a proxy for the socioeconomic position [26].
To answer the third research question, the frequency of caregiving, the self-perceived pressure
from informal care and support received from other people were included. Frequency of caregiving
was assessed by asking how often people care for their loved one with dementia, with the following
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answer options: 1) on a daily basis; 2) three to six times a week; 3) maximum of twice a week; 4) less
than once a week; 5) less than once a month.
The self-perceived pressure from informal care was assessed by the ‘Self Perceived Pressure from
Informal Care’ (SPPIC) scale (in Dutch called the EDIZ) [27,28]. The SPPIC was originally developed
and validated in Dutch, but has also been validated in Turkish [29]. The SPPIC scale involves nine
items and answers can be given on a 5-point Likert scale ranging from 1 (no burden of care) to 5 (high
burden of care). Sum scores were calculated ranging from 9 to 45, with higher scores indicating a
higher perceived care burden.
Support received from other people in the care for the relative with dementia was measured
using four questions developed by the research team, asking whether participants received 1) advice
from their GP or another doctor; 2) support from family; 3) support from friends or neighbours; 4)
support from home care staff in the care for a person with dementia. Answers could be given on a
five-point Likert scale including the following range: 1 (No!) 2 (No) 3 (More or less) 4 (Yes) 5 (Yes!).
All participants had the option of filling in the questionnaires in Dutch, Moroccan Arabic or
Turkish. None of the participants chose to fill in the Moroccan Arabic version of the questionnaire.
On all three measurement dates, a majority of the participants with a Turkish background filled in the
Turkish version of the questionnaire (87% at T0, 88% at T1 and 96% at T2). For those who had poor
literacy skills, a research assistant read the questionnaire out loud and wrote down the participant’s
answers to the questions on their behalf.

[Figure 1]
2.6. Ethical procedures
Before participation, participants were informed face-to-face about the study by the key contact
who recruited them, then a second time by the study coordinator over the phone and thirdly in an
information letter that they received at home before the first meeting.
In the first meeting (T0), all participants received another copy of the information letter and an
informed consent form in their language of preference (Dutch, Turkish or Moroccan Arabic). The
information letters and informed consent forms were read out loud by a research assistant in cases
where a participant had poor literacy skills to ensure that all participants understood the information
letter and the informed consent form. The informed consent forms were provided during the first
meeting (not sent by post) to ensure that participants themselves provided consent and not a family
member. For this study, permission from a medical ethics committee was not required according to
Dutch law as the study did not concern medical research and participants were not required to
follow rules of behaviour (https://english.ccmo.nl/investigators/legal-framework-for-medicalscientific-research/your-research-is-it-subject-to-the-wmo-or-not).

2.7. Statistical analyses
Descriptive statistics were calculated to describe the sociodemographic characteristics and the
HRQL of family caregivers using the baseline data. Three multiple linear regression analyses were
then conducted using the baseline data to estimate the association between the three dimensions of
HRQL as the dependent variables (emotional problems, being hampered in social activities, and
perceived general health status) and age, sex, level of education, migrant background, country of
birth, frequency of caregiving, self-perceived pressure from informal care and support received as
the independent variables. All independent variables were included simultaneously in the regression
models. To examine the effect of the intervention on the HRQL, three repeated measures multi-level
analyses were conducted, taking into account the effects of clustering at the region level. Each
analysis used a different dimension of the HRQL as the outcome variable. At the participant level, an
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unstructured covariance structure between the three measurement points was modelled to control
for the correlation between measurements within participants. This was done separately for the
control and intervention conditions. Differences in the mean HRQL scores in the intervention and the
control condition at T1 and T2 compared with T0 were estimated, adjusted for age, sex, level of
education, migrant background, country of birth, frequency of caregiving and self-perceived pressure
from informal care. Analyses were based on a treatment allocation framework: all participants were
analysed as part of the condition (intervention or control) to which they had been allocated. The
descriptive statistics and linear regression analyses were conducted in STATA version 14 and the
multi-level analyses in MlwiN. In multi-level analyses, participants are only included if they have at
least one completed outcome measure (at T0, T1 and/or T2) and no missing data on any of the
background characteristics that were included in the analysis (such as gender and age).

3. Results
3.1. Participants
A total of 288 eligible participants were from regions assigned to the intervention condition and
262 from regions assigned to the control condition; see Fig. 1. A total of 386 participants provided
family care. Of this group, 319 participants filled in the questionnaire at T0, 313 at T1 and 290 at T2.

3.2. Background characteristics
Table 1 shows the background characteristics of the participants of Turkish or Moroccan origin
who were included in the analyses. The proportion who were female, born in the Netherlands and
had no education was higher for participants with Moroccan backgrounds than for Turkish
backgrounds.

3.3. Health-related quality of life
A total of 180 caregivers with a Turkish background and 139 caregivers with a Moroccan
background filled in a questionnaire at the baseline. The mean HRQL scores per dimension for each
of these groups are presented in Table 2 on a scale from1 (good HRQL) to 5 (poor HRQL) as well as
the percentages for each category.
Especially with respect to emotional problems, participants with a Turkish background show
poorer outcomes than participants with a Moroccan background: 41.6% of the participants with a
Turkish background gave a ‘4’ or a ‘5’ (the worst two categories) where this only applied to 16.6% in
the participants with a Moroccan background.
Of participants with a Turkish background, 19.5% were hampered quite a bit or very often in their
social activities by emotional or physical problems, compared with 15.9% of participants with a
Moroccan background.
The majority of the participants with a Turkish background, namely 62.7%, perceived their general
health status to be fair to poor, compared with 38.4% of the participants with a Moroccan
background.
The overall mean score is 3.0 for participants with a Turkish background and 2.5 for participants
with a Moroccan background, implying moderate overall HRQL for both groups.
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[Table 2]
3.4. Associations between health-related quality of life, sociodemographic and carerelated characteristics
The results of the multiple linear regression analyses as presented in Table 3 show that at the
baseline, family caregivers with a Turkish background have had significantly more emotional
problems during the last two weeks (B=-0.74 (SE = 0.16) p < .01), are more often hampered in social
activities (B=-0.32 (SE = 0.14); p < .05); p < .01) and report poorer perceived general health status
(B=-0.58 (SE = 0.13; p < .01) than caregivers with a Moroccan background.
Furthermore, female caregivers were more likely to report emotional problems (B = 0.59 (SE =
0.25); p < .05) and being hampered in social activities because of emotional or physical problems (B =
0.48 (SE = 0.23); p < .05) than male caregivers.
In addition, a higher self-perceived pressure from informal care was significantly associated with
more emotional problems during the last two weeks (B = 0.05 (SE = 0.10); p < .01), being hampered
in social activities more often (B = 0.06 (SE = 0.01); p < .01) and poorer perceived general health
status (B = 0.04 (SE = 0.01); p < .01).
With respect to support received from other people in caring for the relative with dementia, more
support from family was associated with fewer emotional problems (B=-0.18 (SE = 0.06); p < .01) and
with a better perceived general health status (B=-0.13 (SE = 0.05); p < .05). In addition, more support
from home care staff was associated with fewer emotional problems (B=-0.13 (SE = 0.07); p < .05). In
contrast, more support from friends or neighbours was associated with more emotional problems (B
= 0.15 (SE = 0.07); p < .05).
Country of birth, level of education, frequency of caregiving and advice from a doctor were not
associated with the HRQL, according to on the outcomes of these multiple regression models.

[Table 3]
3.5. Effect of the educational peer group intervention
The effects of the educational peer group intervention on the HRQL in family caregivers are
presented in Table 4. In the intervention condition, the mean score for perceived emotional
problems during the last two weeks was significantly lower at T1 compared with T0 (mean: 2.47
versus 2.86; chi2(1) = 16.20; p < .001). However, this was not a lasting decrease, as the mean score at
T2 was higher than the mean score at T0. No significant differences over time were found in the
control condition with respect to perceived emotional problems.
With respect to being hampered in social activities, there seemed to be an increase over time in
mean scores in both the intervention and the control condition, implying that participants were
increasingly hampered in their social activities, yet these trends are not significant in either group.
On the other hand, Table 4 shows a small but significant trend towards improved perceived
general health status in the intervention condition. Although the decrease in the mean score at T1
(mean: 3.33) compared with T0 (mean: 3.45) is not significant, the decrease in the mean score at T2
(mean: 3.22) compared with T0 is significant (chi2(1) = 6.15; p < .05). No such decrease is found in
the control condition, where scores seem to increase over time, although not significantly, implying
poorer HRQL.
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4. Discussion and conclusion
4.1. Discussion
Generally, the HRQL of family caregivers with a Turkish or Moroccan immigrant background is
moderate. To assess whether the HRQL scores that we found in our study differ from the HRQL in
non-caregivers, we looked at a study using Dutch census data. This study reported on the perceived
health status, which is one dimension of the HRQL. It showed that 68% of Dutch inhabitants with a
Turkish background and 64% of Dutch inhabitants with a Moroccan background perceive their health
to be good or very good, compared with 37% and 62% respectively of the participants in our study
[30]. This implies that family caregivers with a Turkish background have a much poorer perceived
health status than Dutch inhabitants with a Turkish background in general. In comparison, 83% of the
Dutch inhabitants without a migration background perceive their health as good or very good [30].
A recent study found that 19% of all Dutch adult inhabitants with non-Western migration
backgrounds perceived their psychological wellbeing as poor [31]. In comparison, we found 42% and
17% of the family caregivers with a Turkish or Moroccan immigrant backgrounds respectively to have
experienced emotional problems quite a bit or extremely often. This implies that family caregivers
with a Turkish background have more emotional problems than people with a non-Western
migration background in the general population. Further research is needed to explain the relatively
poor quality-of-life scores in family caregivers with a Turkish background.
With respect to country of birth (either The Netherlands, Turkey or Morocco), we did find an
initial association with perceived general health status, which is one aspect of HRQL, based on
univariate regression analysis (data not shown). However, in the multivariate regression model this
association was no longer significant, implying that other variables (including age and gender)
account for this association. It therefore appears that country of birth does not explain any unique
variance in the HRQL of family caregivers with a Turkish or Moroccan immigrant background.
In addition, we found that the quality of life of female caregivers was lower than the quality of life
of male caregivers; this was also reported in previous research [13]. This can probably be explained
by the fact that women are more likely to provide the domestic and physical care for a relative with
dementia [32,33], while male caregivers often provide other types of help, such as administrative or
transport tasks [34], which might involve less of a care burden.

[Table 4]
Moreover, we found that the HRQL was strongly associated with the self-perceived pressure from
informal care. Such an association was not found between the HRQL and the frequency of caregiving.
Although various studies suggest that perceived pressure from informal care is one of the strongest
predictors of quality of life in family caregivers [15,17], there is also evidence that the frequency of
caregiving is related to quality of life when controlling for the care pressure [17]. However, our
findings suggest that among family caregivers with a Turkish or Moroccan immigrant background, the
self-perceived pressure from informal care is more strongly related to the HRQL than the frequency
of caregiving.
There are few comparable studies on the effects of support from others on HRQL in family
caregivers of people with dementia [20,35]. However, our finding that receiving support from home
care staff is associated with better emotional wellbeing is in line with the findings of Rosness and
colleagues, who found a reduction in depression symptoms in family caregivers of people who
received nursing care [20]. Remarkably, we found that more support from family and from homecare staff was associated with better emotional wellbeing, whereas more support from friends or
neighbours was associated with worse emotional wellbeing. Further research is recommended to
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explore the roles of different types of support in the emotional wellbeing of family caregivers with a
Turkish or Moroccan background.
We expected that contact with peers would have a positive effect on emotional and social
wellbeing, as found in four other educational intervention studies among caregivers of people with
dementia [21–24]. We found an initial improvement in emotional wellbeing, although this positive
effect was no longer present three months after the start of the intervention. To achieve a more
long-lasting effect on emotional wellbeing, it might be necessary to increase the number of sessions
and to prolong the intervention period.
Furthermore, no effect of the intervention was found for the dimension regarding social activities
in relation to emotional and physical problems. Two sessions might not be enough to achieve effects
on this dimension either.
We did find a small effect of the intervention on perceived general health status, three months
after the start of the intervention. A possible explanation for the small improvement in the general
health status could lie in the assumption that the intervention led to more awareness about support
options and consequently more actual support, which might have had an alleviating effect on family
caregivers, thereby positively affecting their wellbeing.
A limitation of the current study is that we did not measure any long-term effects of the
intervention, because of limited resources. It would be valuable to examine in the long term whether
interventions, like the intervention evaluated in the current study, actually encourage people to
make use of informal or professional care and support options and whether this has a beneficial
effect on the quality of life and coping with dementia. The initial findings of our study, indicating
effects (albeit small) of the HRQL intervention among family caregivers with immigrant backgrounds,
therefore serve as grounds for conducting further research into the long-term effects of the
intervention.
Another limitation is that we were unable to allow for the severity of dementia in the analyses.
However, earlier research indicates that subjective experiences of family caregivers, such as feelings
of being overburdened, are better predictors of the quality of life in family caregivers than the level
of cognitive impairment of the person with dementia [15,36]. This implies that the main results of
the current study would probably not have been different if the severity of dementia had been
included in the regression models. Ideally, information about the severity of dementia would have
been obtained from an healthcare professional involved, for instance a GP.

4.2. Conclusion
Overall, the HRQL of family caregivers with Turkish or Moroccan immigrant backgrounds tends to
be moderate. A greater self-perceived pressure from informal care is related to a poorer HRQL in
these groups. The HRQL was found to be lower in female than in male caregivers and in caregivers
with a Turkish background compared with caregivers with a Moroccan background. Culturally
sensitive peer group education on dementia and on local care and support options has a small but
positive effect on two dimensions of the HRQL in family caregivers shortly after it is provided.

4.3. Practice implications
In order to support family caregivers of people with dementia with a Turkish or Moroccan
background, it is recommended that culturally sensitive peer group education on dementia and on
local care and support options should be offered. Sufficient time for reaching and informing the
target population is crucial for successful implementation of the intervention in other settings.
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[Tables and figures]
Figure. 1: Health-related quality of life (HRQL) scores as measured at baseline ranging from 1 (good
HRQL) to 5 (poor HRQL).

Table 1: Participants’ background characteristics
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Table 2 Health-related quality of life (HRQL) scores as measured at baseline ranging from 1 (good
HRQL) to 5 (poor HRQL).

Table 3 Associations between health-related quality of life, sociodemographic characteristics,
frequency of caregiving, self-perceived pressure from informal care and received support as
measured at baseline.

Table 4 Mean health-related quality of life at T0, T1 and T2 for the intervention condition and the
control condition.
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