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Purpose: Caring for people with dementia is often associated with burden of care and may 
influence the quality of life of the next of kin. The aim of this study was to describe the 
characteristics of the next of kin to people with dementia attending farm-based day care 
service (FDC) and identify characteristics associated with burden of care and quality of life 
(QoL) of next of kin.
Participants and Methods: Ninety-four dyads of people with dementia and their next of 
kin were included from 25 FDCs in Norway in this descriptive cross-sectional study. The 
Relative Stress Scale (RSS) and the QoL–Alzheimer’s Disease Scale (QoL-AD) were used as 
outcomes measures.
Results: The participants consisted of those who lived with a person with dementia (spouse/ 
partner, 62%) and those who did not (children), with significant differences in age, education 
level, work employment, perceived social support, depression symptoms, burden of care, and 
QoL. In multiple regression models, RSS and QoL were associated with living with the 
person with dementia, anxiety symptoms and perceived social support. In addition, RSS was 
associated with neuropsychiatric symptoms (NPS) in the people with dementia.
Conclusion: Our findings underline the importance of obtaining knowledge about the next 
of kin’s burden of care and QoL, of people with dementia attending an FDC. This knowledge 
is essential for those responsible for providing the best possible services for the next of kin 
and for developing targeted interventions to support the next of kin.
Keywords: dementia, family caregiver, adult day care service, green care

Introduction
Caring for a person with dementia is often associated with negative consequences. 
The term burden of care, defined as a multidimensional construct that includes 
mental, physical, social and financial elements, is frequently used to describe the 
situation of the next of kin.1 The burden of care includes objective and subjective 
elements. The objective element is associated with the dependency of the person 
with dementia, the ability to perform activities of daily living (ADL), the number of 
hours spent daily caring for a person with dementia, and neuropsychiatric symp-
toms (NPS), which are considered to be the most important predictor of the next of 
kin`s burden of care.2–5 The subjective element refers to the next of kin’s psycho-
logical responses, which can include distress, anxiety, depression, irritation, or 
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feelings of exhaustion related to the person with dementia 
and the care obligations.3,4,6 The next of kins burden of 
care may also influence the frequency and severity of NPS 
in people with dementia.7 Burden of care can have multi-
ple associations – with the female sex, living with a person 
with dementia, poor physical and mental health, low per-
ceived support, a greater number of hours spent on care-
giving, additional poor quality of the relationship with the 
person with dementia, or inadequate coping strategies.8–13 

Although next of kin report burden of care, they also 
emphasize positive aspects of caring for the person with 
dementia such as enjoying togetherness and sharing activ-
ities, accomplishments and mastery.9,14–16 Both the burden 
and the positive aspects of caring may influence the qual-
ity of life (QoL) for the next of kin.17

QoL is a broad concept reflecting a person’s psycholo-
gical state, physical health, personal beliefs, and 
relationships.18 Quality of life has been described as 
a concept reflecting objective and subjective factors 
related to generalized psychological well-being, behavioral 
competence and environment, with self-perception as 
a main component.19 On average, the QoL of the next of 
kin of people with dementia is lower compared to the next 
of kin of those with other chronic disorders.20,21 Several 
factors may impact the next of kin’s QoL negatively, such 
as poor physical and mental health, sleep disorders, a lack 
of respite, and an absence of social support. Furthermore, 
the next of kin`s QoL may be affected by living with 
a person with dementia, resulting in a poor relationship 
with the person with dementia and the person with demen-
tia`s QoL.17,22–24.

To meet the next of kin`s need for information and 
knowledge, several municipalities in Norway arrange care-
giver school and support groups consisting of lectures 
about dementia and group discussions.25,26

Day care (DC) services have been developed as part 
of the municipal services26,27 and offer activities for 
people with dementia and a much-needed respite for 
the next of kin. DC might provide a feeling of safety 
and relief, increase motivation and decrease the burden 
of care.28–30 In Norway, the farm-based day care service 
(FDC) is an established type of DC. The purpose of 
regular DC and FDC is to facilitate meaningful activities 
in a safe environment, improve QoL and provide respite 
for the next of kin.26,27 FDC is a service with a wide 
range of activities related to farm buildings, gardens, 
animals, and outdoor areas. The majority of Norwegian 
FDCs have people with early-onset dementia or 

dementia in an early stage as their main target group.31 

Both FDC and DC and are found to prevent an increase 
in the burden of care for the next of kin over time.32 

Furthermore, FDC appears to be health-promoting for 
both the next of kin and the person with dementia.33,34

Reports regarding the next of kin, of people with 
dementia attending FDC, are sparse. Thus, this study 
aims to describe the characteristics of the next of kin and 
investigate their burden of care and QoL. To this end, we 
have addressed three research questions:

1. What are the characteristics of the next of kin?
2. Which characteristics are associated with a self- 

reported burden of care?
3. Which characteristics are associated with a self- 

reported QoL?

Materials and Methods
Study Design
This is a descriptive cross-sectional study of the next of kin 
of people with dementia attending FDCs across Norway. 
The study is part of a larger project.35 We hypothesized 
that the characteristics of the next of kin would be influenced 
by whether they live with a person with dementia or not,22 

and this will be focused on in the analyses.

Inclusion Criteria and Recruitment
Inclusion criteria for participants were as follows:

● Next of kin of a person with dementia living in their 
own home and attending an FDC for at least three 
weeks.

● Eighteen years of age or older.
● Physically meets with the person with dementia 

a minimum of once a week on average. Both next 
of kin and the person with dementia had to give their 
consent to participate.

Service providers from 30 FDCs recruited the people with 
dementia and their next of kin, from January 2017 to 
January 2018. A total of 169 dyads of people with demen-
tia and their next of kin met the inclusion criteria. Sixty- 
two of these did not want to participate, and 13 dyads were 
not invited to participate for other reasons (eg, health 
issues in the family). In the end, 94 dyads were included 
from 25 FDCs in Norway, representing 55.6% of those 
who met the inclusion criteria.
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Ethical Aspects
The project was approved by the Norwegian Centre for 
Research Data (NSD) (no. 49799. The next of kin and the 
people with dementia received oral and written informa-
tion about the study and gave their written consent, they 
were also assured that they could withdraw at any time 
during the data collection. The next of kin, of people 
dementia who had reduced capacity to consent, consented 
on behalf of them. For this study, the next of kin consented 
on behalf of three persons with dementia. The study was 
conducted in accordance with the Declaration of Helsinki.

Measures
Sociodemographic data (age, gender, marital status, level of 
education, and occupational status) were collected. The next 
of kin were asked whether they were living with the person 
with dementia or not, their relationship to the person with 
dementia, if they had hobbies and if they participated in 
physical activity at least 20–30 minutes a week. In addition, 
whether they attended caregiver school and support groups, 
and their respite (ie, the number of days per week the person 
with dementia was attending FDC/DC) were recorded, as 
was the length of time the person with dementia had been 
attending the FDC. The next of kin estimated the number of 
days they had spent assisting or looking after the person with 
dementia during the preceding month. In addition, the fol-
lowing questionnaires were used to capture information 
about the next of kin.

Quality of Life
The Quality of Life–Alzheimer Disease Questionnaire 
(QoL-AD)36 consists of 13 items. The items are rated on 
a four-point scale (poor=1, fair=2, good 3, excellent=4), 
giving a total score ranging from 13 to 52. Scores of <33 
and >37 indicate low and high QoL, respectively.37

Burden of Care
The Relative Stress Scale (RSS)38 consists of 15 items, with 
each rated from 0 to 4 (0=never, 1=rarely, 2=sometimes, 
3=frequently, 4=always/to a high degree), giving a sum 
score ranging from 0 to 60. A score >23 indicates an 
increased risk of clinically significant psychological distress, 
and a score ≥30 indicates the person should be referred for 
psychiatric assessment and treatment when required.39

Anxiety
We used the anxiety part of the Hospital Anxiety and 
Depression Scale (HAD-A),40 which consists of seven 
items. The items are scored from 0 (not present) to 

3 (considerable), yielding a possible sum score from 0 to 
21. A 0–7 score is considered normal, an 8–10 score is 
a possible case, and a score of ≥11 is defined as anxiety.

Social Support
The Oslo Social Support Scale (OSS-3)41 assesses the 
participant’s subjective perceived social support. OSS-3 
has three questions, with a sum score ranging from 3 to 
14. The sum score is grouped into three categories:42 (1) 
a 3–8 score indicates “poor support,” (2) a 9–11 score 
shows “moderate support,” and (3) a 12–14 score is 
a sign of “strong support.”

Depression
The Montgomery Aasberg Depression Rating Scale 
(MADRS)43 is a ten-item interview-based questionnaire 
screening for depressive symptoms. Each item yields 
a score of 0 to 6, and the overall score ranges from 0 to 
60. The cut-off score for no depression is 6, 7–19 score 
indicates mild depression, 20–34 score indicates moderate 
depression, and 35–60 score indicates severe depression.

The questionnaires used to collect data about people 
with dementia were:

Neuropsychiatric Symptoms
The Neuropsychiatric Inventory (NPI-12)44 evaluates 
12 behavioral domains common in dementia. All items are 
scored from 0 to 4 and are calculated by multiplying the 
frequency score by the severity score from 1 to 3. The sum 
score ranges from 0 to 144.

Function in Everyday Life Activities
The Physical Self-Maintenance Scale (PSMS)45 consists 
of six items with a sum score ranging from 6 (no impair-
ment) to 30 (total impairment). The Instrumental Activities 
of Daily Living Scale (IADL) consists of eight items with 
a sum score ranging from 0 to 31 with increasing impair-
ment. For both scales, a higher score indicates lower 
functionality.

Cognition
The Clinical Dementia Rating Scale (CDR)46 consists of 
six items assessing the level of dementia. The CDR sum of 
boxes (CDR-SOB) was used, with scores ranging from 
0 to 18.0. Scores of 0.5–4.0 indicate “questionable cogni-
tive impairment,” scores of 4.5–9.0 indicate “mild demen-
tia,” scores of 9.5–15.5 indicate “moderate dementia,” and 
scores of 16.0–18.0 indicate “severe dementia”.47

The number of months with dementia symptoms for 
each person with dementia was also recorded.
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Data Collection
The data collection was performed by ten researchers. All 
completed a one-day training course in the data collection 
process. In the present study, we used data from the next of 
kin, and some data from the people with dementia were 
included in the analysis. The interviews with the next of 
kin were mainly face to face, but, for practical reasons, six 
interviews were conducted by telephone.

The next of kin filled out the questionnaires them-
selves, except for the Montgomery Aasberg Depression 
Rating Scale (MADRS), which was conducted through 
interview. Data regarding people with dementia used in 
this study were obtained through interviews with the next 
of kin and are described in Measures. More detailed data 
of people with dementia are described elsewhere.48

Statistics
The descriptive statistical analyses were performed with 
IBM SPSS ® v 25.0 (Armonk, NY: IBM Corp) and the 
regression analysis was done with MLwiN v3.05 (Centre 
for Multilevel Modelling, University of Bristol, UK). 
Continuous variables were compared with a t-test when 
normally distributed, or the Mann–Whitney U-test when 
skewed. Dichotomous variables were compared with the 
χ2 tests or Fisher’s Exact Test when needed. The next of 
kin were divided into two groups: those living with the 
person with dementia (group one); and those not living 
with the person with dementia (group two). This variable 
is labeled as “Living” (Yes/No).

Univariate and multiple linear regression analyses were 
applied to explore associations with the dependent vari-
ables RSS score and QoL-AD score and potential expla-
natory variables. The empty models (no independent 
variables included) were checked for cluster effect. For 
RSS; the Intra Class Correlation (ICC) was 10.5%, and for 
QoL-AD score ICC was 11.7%; thus, all the regression 
analyses were adjusted for cluster effects. All variables in 
the regression analyses were checked for multicollineari-
ties and interactions. One interaction was detected between 
the variables “Living” and MADRS, with the QoL-AD as 
outcome. The interaction variable (MADRS score 
x “Living”) was significant in the linear regression analy-
sis (p=0.039), adjusted for MADRS score and “Living.” 
Thus, the interaction variable was included in the model 
with QoL-AD as outcome.

The following variables were dichotomized: the 
“Relation” variable into spouse/partner and children/other, 

the “Education” variable into primary school/high school and 
college/university. The dichotomous variables and age were 
highly correlated with the “Living” variable. Thus, only 
“Living” is used in the regression analyses. Also, the IADL 
and PSMS variables were highly correlated, with the IADL 
variable being used in the regression analyses. The 
Caregivers school and Support group variables were merged 
into a variable called “Caregiver school.”

The variable “Respite days per week” includes FDC 
and DC that the person with dementia attended.

Missing values in the different assessment forms were 
imputed on the item level for the cases with at least 50% 
of the items available. Imputed values were random num-
bers drawn from the observed distribution in the dataset. 
The items most imputed are RSS (6 cases), QoL-AD (5 
cases), MADRS (4 cases), and OSS-3 (4 cases).

Having only 94 cases placed a limitation on how many 
independent variables could be included in the multiple 
regression models.49 To reduce the number of variables in 
the multiple regression models, variables with p ≥ 0.20 for 
RSS score and QoL-AD score in the univariate model 
were excluded in the multiple regression models.

Results
After dividing the next of kin into the two groups, group one – 
those living with a person with dementia – was found to 
consist solely of spouses/partners. Conversely, group two – 
those not living with the person with dementia – consisted 
mainly of children (81%) (Table 1). Compared with group 
two, the next of kin in group one were significantly older, had 
less education, were significantly less likely to be employed 
outside the household, and with a significantly lower reported 
weekly physical activity. The groups differed in mean score on 
perceived social support (OSS-3), with group two being sig-
nificantly higher. On closer inspection, in group one 85.5% 
showed an OSS-3 score ≥ 9, whereas in group two, 89.5% had 
an OSS-3 score ≥ 9, indicating a moderate or better perceived 
social support.

A significantly larger proportion of the next of kin in 
group one had attended a caregiver school/support group 
(64%) compared with those in group two (35%). Group 
one had a significantly higher mean score on both 
MADRS and RSS scores and a significantly lower QoL- 
AD score (Table 1). When looked at in more detail, in 
group one, 67.9% had a QoL-AD score of ≥ 37; while in 
group two it was 89.2%, indicating a good QoL. Of all the 
next of kin, only four reported a score of ≤ 33 indicating 
a low QoL. In group one, 53.6% had an RSS score of > 23, 
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indicating a high level of burden, whereas the remaining 
participants scored <23, indicating a low level of burden. 
In group two, 13.5% had an RSS score of > 23, and 86.5% 
scored <23.

The analyses of the characteristics of people with 
dementia are listed in Table 2. The people with dementia 
living with a next of kin had a significantly higher CDR- 
Sob score and IADL scores than those who did not share 
a household with their next of kin.

Burden of Care
Results from the linear regression models with the RSS 
score as outcome are listed in Table 3. The multiple model 
shows that living with a person with dementia was asso-
ciated with a higher burden. Anxiety (HAD-A) and lower 
experienced social support (OSS-3) were both significantly 
associated with the RSS score. In addition, an increased 
NPI score for the person with dementia was associated 
with a higher burden. The variance between farms was = 
0.0 in the final model, indicating that 100% of the ICC was 
explained by the model. The multiple models explained 

62% of the variance of the RSS score, between the next of 
kin (Table 3).

Quality of Life
Results from the linear regression models with the QoL- 
AD score as outcome are listed in Table 4. The multiple 
model shows that not living with a person with dementia 
was associated with a higher QoL. A low anxiety score 
(HAD-A) and experience of social support (OSS-3) were 
both significantly associated with a higher QoL-AD score. 
As for RSS, in the final model of QoL, the variance 
between farms were 0.0 and 100% of the ICC were 
explained by the model. The multiple model explained 
40% of the variance of the QoL-AD score, between the 
next of kin (Table 4).

The interaction variable “Living” and MADRS 
(Interaction MADRS x Living) made it difficult to inter-
pret the regression coefficient for MADRS. Unadjusted, 
the correlation coefficient was 0.23 for group one and 0.85 
for group two and illustrates that the MADRS score had 
a larger effect on QoL in group two.

Table 1 Characteristics of the Next of Kin (N= 94)

Next of Kin All Living with  
Group One (n=57)

Not Living with  
Group Two (n=37)

P-value

Age Mean (SD) Range 63.6 (12.3) 32–87 70.9 (7.9) 54–87 52.7 (9.4) 32–69 <0.001*

Females n (%) 73 (77.7) 45 (78.9) 28 (75.7) 0.710**

Spouses/partner n (%) 58 (61.7) 57 (100) 1 (2.7) <0.001**

Children n (%) 30 (31.9) 0 30 (81.1)

Others n (%) 6 (6.4) 0 6 (16.2)

Education

Primary school n (%) 18 (19.1) 12 (21.4) 6 (16.2) 0.008**

High school n (%) 35 (37.6) 27 (48.2) 8 (21.6)

College/University n (%) 40 (43.0) 17 (30.4) 23 (62.2)

Employed outside household n (%) 42 (44.7) 12 (21.1) 30 (81.1) <0.00*

Having hobbies (n 93) n (%) 78 (83.9) 45 (80.4) 33 (89.2) 0.257**

Being physically active (n 90) n (%) 83 (92.2) 46 (86.8) 37 (100) 0.039***

Caregiver school (n 93) n (%) 49 (53) 36 (64) 13 (35) 0.006**

Days spent on caring monthly, Mean (SD) 18.4 (10.8) 24.9 (7.8) 9.0 (7.0) <0.001*

Respite-days per week, Mean (SD) 2.5 (1.0) 2.5 (1.0) 2.5 (1.0) 0.919*

Month with respite (n 92), Mean (SD) 18.6 (18) 16.3 (16.8) 22 (19.3) 0.137*

HAD-Aa score (n 91), Mean (SD) 4.5 (3.4) 4.4 (3.4) 4.5 (3.5) 0.954*

MADRSb score (n 90), Mean (SD) 3.7 (3.9) 4.4 (4.3) 2.6 (2.9) 0.016****

QoL-ADc score (n 93), Mean (SD) 40.6 (4.9) 39.5 (4.6) 42.4 (5.0) 0.005*

RSSd score, Mean (SD) 20.8 (11.6) 25.3 (11.0) 14.1 (9.0) <0.001*

OSS-3e score (n 92), Mean (SD) 10.5 (2.2) 10.1 (2.1) 11.2 (2.1) 0.010*

Notes: *Independent samples t-test. **The χ2 tests. ***Fisher’s Exact Test. ****Mann–Whitney U-test. 
Abbreviations: HAD-Aa, The anxiety part of the Hospital Anxiety & Depression Scale (HAD);40 MADRSb, Montgomery-Aasberg Depression Rating Scale;43 QoL-ADc, 
Quality of Life-Alzheimer Disease questionnaire;36 RSSd, Relative Stress Scale;38 OSS-3e, Oslo Social Support Scale.41
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Discussion
Characteristics of Next of Kin
The present study confirms the hypothesis that a clear 
difference in characteristics of the next of kin exists 
whether the next of kin lives with the person with demen-
tia or not. The difference in age between the groups is 
obvious and is explained by being a spouse or a child of 
the person with dementia. Group two shows a higher 
education and more often working outside the household, 
and these conditions could also be explained by age. 
Participants in group one belongs to a generation with 
less education and a lower employment rate among 

women,50 and most of the participants in group one were 
retired. However, both groups had a slightly higher level 
of education than the corresponding-year classes in the 
Norwegian population.51 Both groups consisted mostly of 
women. For group one, this is explained by the fact that 
the attendees at FDCs are most often male with a female 
spouse.48 Group two consisted of many daughters. This is 
in line with other reports showing that support and care for 
older people are most often provided by women.52,53

Independent of the group they belonged to, most partici-
pants were physically active (92%) and had hobbies (84%). 
However, the participants in group one were less physically 

Table 2 Characteristics of People with Dementia (n=94)

People with Dementia All Living with 
Group One 
(n=57)

Not Living with 
Group Two 
(n=37)

P-value

CDR-SOBa, Mean (SD) 7.4 (3.2) 8.1 (3.4) 6.4 (2.6) 0.012*

NPIb score, Mean (SD) 12.1 (12.8) 13.4 (12.1) 10.2 (13.7) 0.236*

IADLc score, Mean (SD) 21.7 (5.6) 23.1 (5.4) 19.4 (5.3) 0.001*

Number of months with symptoms of dementia, Mean (SD) 70.6 (55.6) 75.8 (66.0) 62.0 (35.9) 0.223*

Note: *Independent samples t-test. 
Abbreviations: CDR-SOBa, Clinical Dementia Rating Scale, Sum of Boxes;46 NPIb, The Neuropsychiatric Inventory Scale, Intensity x Frequency;44 Lawton & Brody`sc, 
Instrumental ADL Scale (IADL).45

Table 3 Univariate and Multiple Models’ Associations Between the RSS and Next of Kin and People with Dementia Characteristics

Next of kin Univariate Model 
RSS Score

Multiple Model 
RSS Score

Standardized β P-value Standardized β P-value

Gender (Female =0, Male=1) −0.167 0.099 −0.056 0.465
Living (No=0, Yes=1) 0.472 <0.001 0.341 <0.001

Having hobbies (No=0, Yes=1) −0.158 0.115 −0.105 0.161
Being physically active (No=0, Yes=1) −0.043 0.671

Caregiver school (No=0, Yes =1) 0.184 0.081 0.033 0.682

Respite - days per week 0.143 0.159 0.012 0.880
HAD-Aa score 0.481 <0.001 0.276 <0.001

MADRSb score 0.466 <0.001 0.163 0.117

OSS 3c score −0.327 <0.001 −0.209 0.007

People with dementia

CDR-SOBd score 0.109 0.301

NPIe score (Intensity x Frequency) 0.397 <0.001 0.295 <0.001

IADLf score 0.154 0.135 −0.065 0.385
Number of months with symptoms of dementia 0.182 0.070 0.062 0.386

Intra Class Correlation (ICC)=0.105 = 10.5%
Proportion of ICC explained by the model (R2

2) 1.00 = 100%

Explained variance between participants (R1
2) 0.620 = 62.0%

Abbreviations: HAD-Aa, The anxiety part of the Hospital Anxiety & Depression scale (HAD);40 MADRSb, Montgomery Aasberg Depression Rating Scale;43 OSS-3c, Oslo 
Social Support Scale;41 CDR-SOBd, Clinical Dementia Rating Scale, Sum of Boxes;46 NPIe, The Neuropsychiatric Inventory scale, Intensity x Frequency;44 IADLf, Lawton & 
Brody`s Instrumental ADL Scale (IADL).45
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active, and fewer had a hobby than those in group two. These 
findings are in line with another Norwegian study.22 The 
participants in group one spent significantly more time assist-
ing the person with dementia in ADL, therefore, time for 
physical activity and hobbies could be limited for them. The 
findings may also describe a cohort effect as older adults are 
less active than younger, and it is more common to have 
a hobby now than in the past.

Participants in group one more often attended 
a caregiver school/support group than those in group 
two. This is in line with a study comparing next of kin 
who used service with non-service users, finding that the 
users of service were likely to be older, retired, married, 
spouses of the person with dementia experienced the bur-
den of care and having health issues.54 The spouses living 
with a person with dementia experience the consequences 
of dementia daily and, therefore, may seek information 
and knowledge to cope with the care situation. One 
could also ask whether health-care personnel have more 

of a focus on the next of kin living with the person with 
dementia than those who do not.

Most of the participants reported moderate to strong 
perceived social support. However, there was a significant 
but small difference between the groups in that group one 
experienced less social support. Other studies support our 
findings, that living with a person with dementia often 
increases the risk of social isolation and a decrease of 
social support over time especially when the dementia 
symptoms progress.55,56

The participants in group one experienced a higher 
level of burden of care, more depressive symptoms and 
a lower QoL than those in group two. Though group one 
reported a lower QoL than group two, most of the parti-
cipants in both groups reported a high QoL (≥37 QoL- 
AD). In the present study the participants were next of 
kin to people with dementia in an early stage of dementia 
with good QoL.48 This may have affected how the next 
of kin were experiencing their QoL. Even though they 

Table 4 Univariate and Multiple Models’ Associations Between the QoL-AD and Next of Kin and People with Dementia 
Characteristics

Next of Kin Univariate Model 
QoL-AD

Multiple Model 
QoL-AD

Standardized β P-value Standardized β P-value

Gender (Female =0, Male=1) 0.026 0.799

Living (No=0, Yes=1) −0.281 0.005 −0.336 0.004

Having hobbies (No=0, Yes=1) 0.081 0.426
Being physically active (No=0, Yes=1) 0.103 0.327

Caregiver school (No=0, Yes=1) −0.070 0.513

Respite - days per week −0.065 0.523
HAD-Aa score −0.587 < 0.001 −0.541 < 0.001

MADRSb score −0.341 < 0.001 −0.221 0.234

RSSc score −0.439 < 0.001 −0.005 0.970
OSS 3d score 0.305 0.002 0.204 0.025

Interaction variable – MADRS x Living* 0.259 0.212

People with dementia

CDR-SOBe score −0.129 0.200 −0.007 0.934
NPIf score (Intensity x Frequency) −0.160 0.112 0.018 0.846

IADLg score 0.043 0.676

Number of months with dementia symptoms 0.022 0.841

Intra Class Correlation (ICC)=0.117 = 11.7%
Proportion of ICC explained by the model (R2

2) 1.00 = 100%

Explained variance between participants (R1
2) 0.400 = 40.0%

Note: Interaction variable* MADRS: Montgomery-Aasberg Depression Rating x Living variable. 
Abbreviations: HAD-Aa, The anxiety part of the Hospital Anxiety & Depression scale (HAD);40 MADRSb, Montgomery Aasberg Depression Rating Scale;43 RSSc, Relative 
Stress Scale;38 dOSS-3, Oslo Social Support Scale;41 CDR-SOBe, Clinical Dementia Rating Scale, Sum of Boxes;46 NPIf, The Neuropsychiatric Inventory scale, Intensity 
x Frequency;44 IADLg, Lawton & Brody`s Instrumental ADL Scale (IADL).45
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may have reported a burden of care, they were still 
experiencing a high QoL.14

Characteristics Associated with Burden 
of Care
In the present study, the burden of care of the next of kin was 
associated with lower perceived social support, anxiety 
symptoms and the presence of NPS in the person with 
dementia. Living with a person with dementia was the stron-
gest characteristic associated with burden of care, and more 
than 50% of the participants in group one reported a high 
level of burden (RSS score > 23). Previous studies emphasize 
that being a next of kin can be difficult, especially for 
spouses, because of changes in the quality of the marital 
relationship and affection. Despite such changes, spouses 
also report feeling closer to their spouse with dementia now 
than in the past.55,57,58 The association between anxiety 
symptoms and burden is not a surprise and are in line with 
other studies.5,59 The negative association of perceived social 
support with the burden of care is also supported by other 
studies.11,14 Perceived social support refers to the appraisal of 
available support when needed and may be a timely predictor 
of subjective burden.11 According to Bøen et al (2012),42 

social support in general is valuable for maintaining mental 
health (eg, depression and anxiety). Therefore, it is of great 
importance for the next of kin to experience such support.

NPS are the only characteristics of the people with 
dementia that are associated with the burden of care. 
NPS can be very challenging and may change the feelings 
toward the person with dementia and the quality of the 
relationship, as well as contribute to social restrictions for 
the next of kin.57 A body of literature confirms that NPS is 
associated with the burden of care.2,4,60–62 It was unex-
pected that a weekly respite was not associated with the 
burden of care in the multiple model. Studies have 
reported that respite service such as day care may decrease 
the burden of care and other stress-related factors.28,30 The 
average number of days for a respite was 2.5, perhaps 
indicating that these are too few days to have an effect 
on burden, or it may also be that those with a high burden 
waited too long to seek help and respite.30

Characteristics Associated with Quality 
of Life
Living with the person with dementia, a higher level of 
anxiety and decreased social support were associated with 
lower experienced QoL. The relationship between QoL 

and the next of kin living with a person with dementia is 
in line with earlier research.22 Also, the association 
between reduced QoL and a higher level of anxiety, as 
well as the experience of less accessible support, is con-
sistent with other studies.24,63 Studies underpin that per-
ceived support is of great importance for the next of kin in 
the care role and for their experience of QoL.11,63 We 
found no relationship between next of kin`s QoL and the 
characteristics of people with dementia, and these findings 
are in line with other studies.23

Previous studies have found an association between 
next of kin experiencing depression and their QoL and 
the burden of care.22,23,64,65 However, in the multiple 
regression analysis, we found no such association. There 
is no straightforward explanation for this disparity. There 
was a strong association between the MADRS score and 
the outcome in the univariate analysis, but this was not the 
case when adjusting for other variables. Thus, it is possible 
that in this sample, depression had little impact on the next 
of kin`s burden of care and QoL. Regarding QoL, it was 
an interaction between MADRS score and group belong-
ing. In group two, the association between MADRS score 
and QoL was stronger than in group one. In this sample, 
there was not enough power to split the data into two and 
analyze the two groups separately. Thus, we could not 
pursue this issue further.

Strengths and Limitations
A definite strength of this study is that, to the best of our 
knowledge, it is one of only a few studies that reports on 
the characteristics of the next of kin of people in an early 
stage of dementia attending an FDC. Furthermore, we 
were able to include participants from 25 of the 30 existing 
FDCs in 2016/2017,48 and therefore, the results are repre-
sentative for FDC in Norway. There are also some limita-
tions of this research. First, this is a cross-sectional study, 
and it is not possible to draw causal relationships between 
the characteristics of next of kin/people with dementia and 
the burden of care or the QoL. In addition, the QoL of the 
next of kin was measured using the QoL-AD. This is 
a validated questionnaire, designed to measure QoL of 
people with dementia, but it has also been used to evaluate 
the QoL of the next of kin in several previous 
studies.22,24,66 In the present study, we did not have access 
to information about subtypes of dementia; thus, we can-
not describe how the subtypes may affect the next of kin`s 
burden of care.
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Conclusion
This study shows that the spouses/partners living with 
a person with dementia reported a significantly higher 
burden, lower QoL and less perceived social support than 
the next of kin not living with a person with dementia. 
Regardless of living situation social support affected the 
burden of care and QoL positively for all next of kin. Our 
finding underpins the importance of having healthcare 
professionals who provide services with the best possible 
support for the next of kin as well for the people with 
dementia. The FDC should provide such support and 
thereby strengthen the next of kin’s ability to cope with 
the role as caregivers without risking their health. Further 
research with a longitudinal perspective is necessary to 
find out how the FDC service as respite, may affect the 
next of kin`s burden of care and QoL over time.
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