
S T U DY P ROTOCO L

Farm-based day care services – a prospective

study protocol on health benefits for people with

dementia and next of kin
This article was published in the following Dove Press journal:

Journal of Multidisciplinary Healthcare

Siren Eriksen1,2

Ingeborg Pedersen3

Liv Bjerknes Taranrød1

Lina Harvold

Ellingsen-Dalskau3

Bjørnar Finnanger Garshol3

Tanja Louise Ibsen1

Øyvind Kirkevold1,4,5

Elin Strandli1

Grete Grindal Patil3

1Norwegian National Advisory Unit on

Aging and Health, Vestfold Hospital Trust,

Tønsberg, Norway; 2Faculty of Health

Studies, Vid Specialized University, Oslo,

Norway; 3Department of Public Health

Science, Faculty of Landscape and Society,

Norwegian University of Life Sciences,

Ås, Norway; 4Centre of Old Age

Psychiatry Research, Innlandet Hospital

Trust, Gjøvik, Norway; 5Norwegian

University of Science and Technology

(NTNU) Department of Health Sciences

in Gjøvik, Norway

Introduction: The increasing number of people with dementia will place a considerable

challenge on the health care system and will necessitate innovation and new solutions. Day

care services aim to provide meaningful activities and coping experiences for the target group.

The aim of the present study is to explore the experience and potential health benefits for

people with dementia attending farm-based day care services in Norway and their next of kin.

Methods and design: The present study is a prospective study organized into several

qualitative and quantitative sub-studies. Study period will last from 2016–2020. We use a

multi-method approach and both an empirical and a constructivist view on knowledge to

explore this multi-facetted phenomenon.

Discussion: Several challenges are expected, for instance, the ability to include participants

with dementia and keep them within the study for the whole study period. The functioning

level of participants regarding language and understanding could challenge their ability to

answer. Despite having several limitations, we believe that this study with its different

approaches and methods will add important knowledge to the field. Knowledge from our

study could be essential for creating day care services of good quality for people with

dementia and such services could reduce the burden of care for their next of kin.

Keywords: care farms, coping, farm-based activities, green care, meaningful activities,

multi-method approach

Background
Dementia is a progressive condition leading to loss of function and a broad

spectrum of cognitive, physical, mental and neuropsychiatric symptoms World

Health Organization.1 The World Health Organization (WHO) estimates that the

number of people living with dementia worldwide to be 50 million with 10 million

new cases each year.1 People with mild and moderate symptoms of dementia often

live in their own homes, with family members serving as their main caregivers. In

the severe stage, people with dementia will be fully dependent on others and often

live in long-term care facilities, such as nursing homes. As such, the WHO states

that dementia is overwhelming not only for the people who have the condition but

also for their caregivers and family.2 Among the estimated 80,000 Norwegians with

dementia, approximately 60–65% are living in their own homes and the remaining

are living in nursing homes.3,4

Caring for people with dementia can affect caregivers in different ways.

Caregiving can provide a feeling of togetherness, mastery and accomplishment
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between the person with dementia and next of kin through

shared activities.5 However, being a caregiver is often

associated with negative consequences described as a bur-

den, strain or distress. The widely used concept burden of

care is described as a multidimensional construct including

mental, physical, social and financial consequences.6,7

Studies have shown that caring for a person with dementia

may lead to poor quality of life, depression or other mental

conditions, physical morbidity and increased mortality.2,8,9

The increased number of people with dementia will

immensely challenge the health care system in the future.

One main governmental strategy in Norway is to facilitate

so that people with dementia can live in their own home as

long as possible.10,11 Support from the municipality is

often necessary for both people with dementia and their

caregivers. Day care service is one of the services offered

by municipalities aiming to provide people with dementia

with meaningful activities and coping experiences and

respite for their next of kin. The number of municipalities

offering day care services to people with dementia living

at home has increased significantly over the last 15 years,12

however, the proportion of people with dementia receiving

day care services in 2014 was only 17%. According to the

Norwegian Dementia Plan 2020,10 the government intends

to establish day care services in all Norwegian municipa-

lities within 2020 and also calls for a greater diversity in

types of services.

A national survey conducted in 2014 indicated that 40

municipalities in Norway reported to have day care services

for people with dementia on farms.12 When planning our

study, we conducted a survey in early 2017 and found the

number of farms offering day care services in Norway to be

34 with users from 29 municipalities.13 Despite the need for

complementary day care services for people with dementia,10

the number of farm-based day care services (FDC) has not

increased over the last years. Further, people with dementia

are one of three prioritized target groups for tailored farm-

based services and social services in the Norwegian action

plan for care farming.14 Lack of knowledge regarding care

farming and its potential benefits for the users health is

pointed out as one reason for the low number of care farm

initiatives in Norwegian municipalities.15

Day care services for people with dementia
The condition of dementia is associated with a wide range

of symptoms including behavioral and psychological

symptoms. The role of integrated multimodal approaches

in the management of these symptoms are well

known.16,17 Caspar et al18 highlighted that non-pharmaco-

logical interventions for people with dementia should

include consideration of physical and social environment,

education/training and support for care providers, and

individualized approaches that promote self-determination

and continued opportunities for meaning and purpose.18

Little is known about how day care services affect

health, function and quality of life for people with

dementia.10,19 A systematic review by Reiner et al20 con-

cluded that day cares designed for people with dementia

might contribute to reduced incidences of behavioral pro-

blems and improve the quality of life for people with

dementia. Rokstad et al19 recently reported higher quality

of life for people with dementia attending day care ser-

vices compared to those without services. Qualitative

interviews with people with dementia attending day care

reported such services positively influenced their physical

functioning, cognition, wellbeing and situation at home.21

The day care service provided social stimulation, meals,

and activities and maintained the daily rhythm and struc-

ture in everyday life. In addition, people with dementia

experienced the day care centers as a safe place to stay and

felt a sense of belonging. In a qualitative cross-national

comparative study, Rokstad et al22 stated that specialist

day care for people with dementia seemed to provide

important support and positive outcomes for the target

group and provide respite and reassurance for their

caregivers.

A review by Vandepitte et al23 emphasized that day

care services may decrease care burden for next of kin. An

integrative review24 searched to identify the influence of

day care services for people with dementia on family

caregivers. The findings suggested that such services pro-

vide a feeling of safety and relief, reduce caregiver burden,

and increase motivation for the role as caregiver. However,

these outcomes were contingent on the perceived quality

of the service, how the service met their needs for flex-

ibility, support, information, and sharing of responsibility.

FDCs for people with dementia
Care farms could be defined as farms offering tailored and

quality-based welfare services based on the available

resources on the farm.14 Due to the structural changes

within the agricultural sector, care farming is often seen

as a part of the increased pluriactivity among Norwegian

farmers, since it is commonly offered as an addition to the

agricultural business. A recent review of Norwegian

research on care farming for people with mental health
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problems indicates an impact on mental health as well as

improved coping and social support.25 This finding is in

line with international research describing services at care

farms as empowerment-oriented and coping-based. Apart

from contact with nature and animals, the group (as a

means for social support and inclusion), type of activities

(meaningful), the setting itself (homelike, small-scaled)

and the service provider (farmer) have been emphasized

as core qualities of care farm services.26–29

In a systematic review, Orr et al30 synthesized literature

on how older people describe their sensory experiences

when being in nature. These researchers observed that

older people derive considerable pleasure and enjoyment

in different perspectives of nature. In turn, this finding has

an impact on well-being and quality of life. Hendriks et al31

also explored well-being and quality of life in people with

dementia when being in nature. These researchers observed

eight key themes: pleasure, relaxation, feeling fit, enjoying

the beauty of nature, feeling free, the social aspect of nature,

feeling useful, and memories. In a qualitative study of

people with dementia attending a forest day center,

Swane32 concluded that days spent in the forest give people

with dementia who live at home meaningful experiences,

which they remember better than indoor activities and about

which they verbally communicate more readily. When con-

sidering specific interventions, Gonzalez and Kirkevold33

reviewed and found that targeted use of gardens and garden

activities may positively influence function, behavior, and

well-being. Similar results are seen in animal-assisted inter-

vention, and human-animal interaction is included in the

integrative framework for care farming for people with

dementia made by de Bruin et al.34

Further, de Boer et al35 investigated whether residents

of care farms that provide 24 hr nursing care participate

more in physical activities and social interaction compared

to residents of ordinary nursing homes. These researchers

observed that care farms could be a good residential alter-

native to ordinary nursing homes. An attractive, homelike

environment and activities that positively influence

engagement and social interaction were important.35 To

the best of our knowledge, the only international study

focusing on FDCs for people with dementia was con-

ducted in the Netherlands by de Bruin et al.34,36,37 They

compared FDC at care farms to ordinary day care services

at institutions. The study found that people with dementia

had higher intake of energy and fluid and that activities

were more frequent, more individually tailored and

occurred more often outdoors. In addition, the activities

performed at care farms required more physical effort

compared to activities at institutions.36

To date, Norwegian research on this topic is limited

and consists of small samples.38,39 Strandli et al39 con-

ducted in-depth interviews with spouses living with a

person with dementia attending FDC. These researchers

observed that spouses experienced that day care services at

farms relieved their care burden, and they reported that the

services contributed to maintaining the people with

dementia’s own identities. They further stated that care

farming could promote health in both people with demen-

tia and next of kin. To date, we know little regarding the

people with dementia attending FDC in Norway and the

possible benefits and challenges for them and their next

of kin.

Aim and research questions
The present study constitutes one part of a larger research

project investigating FDC from different perspectives. In

addition to explore people with dementia attending FDC

and their next of kin as covered by the present protocol,

the project investigate the farm context, and the perspec-

tives of the farmer as a service provider and the munici-

pality as a buyer of the FDC.

The main objective of this study is to gain knowledge

about the experiences and health benefits of attending FDC

among people with dementia and their next of kin. The

study has five main research questions:

1. What are the characteristics of the people with

dementia attending FDC and their next of kin?

2. How do health variables of people with dementia

and their next of kin develop over time?

3. What characterizes people with dementia that stop

attending FDC, and to what extent do these char-

acteristics predict drop out?

4. What are the experiences of FDC for people with

dementia and their next of kin?

5. How do next of kin experience the process of tran-

sition from FDC to a higher level of care for people

with dementia

Methods
Study setting
FDC use the farm setting and available farming activities

suitable for people with dementia.13 Examples of this

could be caring for farm animals, garden activities,
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outdoor recreational activities such as walks in the area

surrounding the farm, boat trips, horse and carriage rides,

and picking flowers, and indoor recreational activities like

leisure activities, woodwork, preparing meals, and baking.

The daily structure on FDC is similar to ordinary

Norwegian day care services.13 Meals and transportation

of the participants to and from the venue are included like

in most day services in Norway.

The health authority in the municipally is responsible

for the day care center at the farm in the same way as for

institutional care services. A contract between the farmer

(service provider) and the health authority will be estab-

lished, and the municipality covers the costs for the ser-

vice. In most cases, the service provider is responsible for

the activities on a day-to-day basis. However, municipal

health care personnel have the formal responsibility, and

the survey by Ibsen et al13 indicates that the FDCs have

comparable coverage of health care personnel as ordinary

day care.

Design related to the specified research

questions
The present study is a prospective longitudinal study orga-

nized into several sub-studies. To study such a complex

setting like FDC for people with dementia, we will use a

multi-method approach. We use quantitative methods to

answer research question 1, 2 and 3, and qualitative meth-

ods to answer research question 4 and 5. We see this as a

clear advantage as these approaches can provide comple-

mentary knowledge and give access to different facets of

the phenomenon being explored.40 To answer the above

stated research questions the following methods were

chosen:

Research question 1, 2 and 3 (quantitative approach):

Data will be collected over a period of 12 months with

standardized instruments for both people with dementia

and next of kin. Data will be collected at baseline and

after 6 and 12 months. Additionally, available to the study

is data from an ongoing Norwegian research study, The

effects and costs of a day care center program designed for

people with dementia - a 24-month controlled study

(ECOD).19,41 The present study uses many of the same

instruments as ECOD, which allows us to compare the

possible benefits of attending FDC with ECOD groups

receiving ordinary day care and no day care in a non-

randomized design.

We aim to enroll 150 dyads of people with dementia

participating at FDC, and their next of kin. We will use

baseline data to describe the characteristics of people with

dementia and the their next of kin (research question 1),

longitudinal data (baseline, 6 and 12 months) to explore

the influence on health for people with dementia and care

burden for next of kin over time (research question 2), and

longitudinal data (baseline, 6 and 12 months) to investi-

gate the characteristics of people with dementia who stop

attending the FDC (research question 3).

Research question 4 and 5 (qualitative approach):

Qualitative individual in-depth interviews will be con-

ducted. In order to explore the influence FDC have on

people with dementia and their daily lives (research ques-

tion 4), 8–10 people with dementia attending FDC and 8–

10 of their next of kin will be interviewed. In addition,

observations of the participants with dementia attending

FDC will also be conducted (research question 4).

For exploring the experience next of kin has when the

person with dementia is transferred to other care services

(research question 5), 8–10 next of kin will be interviewed.

Participants and recruitment
For the longitudinal quantitative data collection, we will

recruit dyads of people with dementia and their next of

kin. The focus for this study is the limited group of people

attending farm-based day care services. Therefore, every-

one attending the service are eligible regardless of type of

dementia or dementia severity. The following eligibility

criteria have been decided:

● For people with dementia: (a) attended FDC for at

least 3 weeks; (b) live with next of kin or meet him/

her regularly, for a minimum average of once per

week; and (c) are able to express themselves verbally

and have the cognitive capacity to participate. A

person with dementia will be excluded if the next

of kin do not want to participate.
● For next of kin: (a) being 18 years or older; (b) live

with the person with dementia or meet him/her reg-

ularly, for a minimum of once per week on average;

and (c) can give written consent. Next of kin will be

excluded if the person with dementia does not want

to participate.

For the qualitative data collection, a purposeful sample of

people with dementia and next of kin will be recruited

following the same eligibility criteria.
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Quantitative assessment of people with

dementia and next of kin
To describe people with dementia attending FDC and the

impact FDC may have on the target group, several instru-

ments will be used measuring quality of life, cognitive

function, neuropsychiatric symptoms, depressive symp-

toms, anxiety symptoms, physical function, general health,

social support, coping skills and use of health care

resources (Table 1). In addition, general and sociodemo-

graphic data will be collected.

To describe the next of kin of people with dementia

attending FDC and the impact FDC have on them,

several instruments will be used measuring quality of

life, care burden, initiating transfer of care, depressive

and anxiety symptoms, physical function, social support,

coping skills and use of health care resources. In

Table 1 Instruments used in the longitudinal study about people with dementia

Construct Instrument Domains

General information

(a, d)

● Frequency of attending FDC

● Age, gender, marital status, level of education, living conditions

● Diagnosis, functioning (physically and mentally)

● Hobbies/interests, relationship to/experience with farming, activities at the farm

● Medications

● Diagnosis for research purpose

Quality of life Quality of Life-Alzheimer’s Disease

(QoL-AD) (a, d)

A 13-item questionnaire rated on a 4-point scale with 1 being poor and 4 being

excellent.42

WHO-Five Well-being Index

(WHO-5) (a)

A 5-item questionnaire on subjective well-being.43

Cognitive function Montreal Cognitive Assessment

(MoCA), Version 7.1 (a)

A one-page 30-point test measuring the degree of cognitive impairment.44

Clinical dementia rating (CDR) (c, d) Structured-interview protocol assessing cognitive and functional performance in

six areas: memory, orientation, judgment and problem solving, community affairs,

home and hobbies, and personal care. A scale used to quantify the severity of

symptoms of dementia.45,46

The Anosognosia Rating Scale

(REED) (c, d)

One-item questionnaire assessing the level of insight in the memory deficiency.47

Psychological function The Neuropsychiatric Inventory

scale (NPI), 12 items (b, d)

Scoring neuropsychiatric symptoms by the caregiver based on a standardized

interview administered by the researcher. Assessing 10 behavioral domains

common in dementia. Each domain is scored for frequency, severity and associated

caregiver distress.48

Depression Montgomery Aasberg Depression

Rating Scale (MADRS) (a, d)

A 10-item interview-based questionnaire rated on a scale from 0 to 6.49

Cornell (b, d) A 19-item interviewer-administered instrument rated on scale from 0 to 2.50

Anxiety Rating of anxiety in dementia

(RAID-N) (a, b, c)

A 18-item questionnaire rated on a scale from 0 to 3.51

Physical function The General Medical

Health Rating (GMHR) (a, d)

A rapid global rating scale of medical comorbidity in dementia patients rated on a

scale from 1–4.52

Time up and go (TUG) (a) A functional test of physical mobility.53

Activities of daily life Personal activities of daily life

(PADL) (b, d)

A 6-item questionnaire rated on a scale from 1 to 5 (Lawton54).

Instrumental activities of daily life

(IADL) (b, d)

A 8-item questionnaire rated on a scale from 0 to 3/4/5.54

General health EQ-5D: VAS-scale (a, d) A visual analog scale (VAS) describing subjective experience of health on a scale

from 0 to 100.55

Social support Oslo social support (OSS-3) (a) Three items related to perceived social support.56

Coping skills Locus of Control (LoC) (a, d) Seventeen statements rated on a scale from 0 (strongly disagree) to 6 (strongly agree).57

Health care resources Resource Utilization in Dementia

(RUD) (a, d)

Use of health care resources58

Notes: (a) Answered by persons with dementia, (b) Answered by next of kin about persons with dementia, (c) Answered by researcher, (d) Used in the ECOD study.

Abbreviation: FDC, Farm-based day care services.
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addition, general and sociodemographic data will be

collected (Table 2).

The instruments in Tables 1 and 2 will be filled in by

the person with dementia during an interview, and the next

of kin alone or during an interview. The interviewee will

be a member of the research team.

In-depth interviews with people with

dementia and next of kin
All individual in-depth interviews will be guided by an

interview guide. It is preferable to conduct the interviews

when the person with dementia is at the FDC, either

during an activity if convenient or sitting down at the

farm. If preferred by the person with dementia the inter-

view will be conducted in the participant’s home. Before

conducting the interview with a person with dementia, the

researcher will spend time on the farm to observe and

participate in activities with the person.

Written notes from the observation will serve as back-

ground information and supplementary data for the inter-

views. Fangen63 emphasized that information from

observation can make the interviewer more observant for

details during the interview. Observation can also provide

knowledge that can be amplified in the interview.

In-depth interviews with next of kin will be conducted

in the participant’s home or another preferable place.

Data collection
The study period will last from January 2016 to June 2020,

and with data collection until February 2019.

The inclusion of participants for the quantitative long-

itudinal study is stipulated to last for 12 months. Three

principal interviewers will collect data with assistant

researchers. We will work in pairs as this could ease the

burden for both the participants and the researchers; one

researcher assessing the person with dementia and the

other assessing the next of kin. We will also have an initial

one-day training course for everybody collecting data in

order to develop shared knowledge in doing the inter-

views. The interviewers will use a structured guide and

get supervision from senior members of the team during

the data collection period if needed.

Interviews with people with dementia and next of kin

exploring the experience of FDC will be conducted from

June 2017 to February 2019. Interviews with next of kin

addressing the process when people with dementia are

transferred to other care services will be conducted along

the whole study period.

Table 2 Instruments used in the longitudinal study for next of kin

Construct Instrument Domains

General information ● Age

● Gender

● Occupational status

● Kinship with the person with dementia

● Use of other support services

Quality of life Rand – 36 measure of health-related

quality of life

A 36-item questionnaire.59

Quality of Life-Alzheimer’s Disease

(QoL-AD)

A 13-item questionnaire rated on a 4-point scale with 1 being poor and 4

being excellent.42

Burden of care Relatives sStress Scale (RSS) A 15-item questionnaire indicating risk of clinically significant psychological

distress.60

Initiating transition of care (ITC) One question measurement: “If the situation stays as it is now, how long

will you be able to cope with the care?”61

Depressive symptoms Montgomery Aasberg Depression Rating

Scale (MADRS)

A 10-item interview-based questionnaire on a scale from 0 to 6.49

Anxiety symptoms The anxiety part of Hospital Anxiety &

Depression Scale (HAD-A)

A 7-item questionnaire rated on a scale from 0 to 3.62

Social support Oslo social support (OSS-3) Three items related to social support.56

Coping skills Locus of Control (LoC) Seventeen statements rated on a scale from 0 (strongly disagree) to 6

(strongly agree).57

Health care resources Resource Utilization in Dementia (RUD) Use of health care resources.58
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Analysis
Descriptive data will be reported for the quantitative vari-

ables of interest. Appropriate statistical methods will be

used to analyze data (eg Independent Samples t-test, chi-

square, multiple regression, RM-Anova, regression

models).64 Longitudinal data on people with dementia

will be compared to anonymous data from the ECOD

study.19

The qualitative interviews will be tape-recorded, tran-

scribed and analyzed using qualitative content analysis

methods in line with Graneheim and Lundman.65

Discussion
A multi-method approach is needed to explore the com-

plex phenomenon of FDC for people with dementia in

Norway. The protocol presented includes several sub-stu-

dies, with each aiming to shed light on different aspects of

the field reflected in the research questions. We use quan-

titative designs to uncover measurable outcomes on differ-

ent aspects of physical, mental and cognitive health and

well-being over time, as well as qualitative methods for

exploring the experience, and we reveal important ele-

ments of the service unfolding at the farm.

The longitudinal study will apply a single group design

with the purpose of discussing and possibly comparing

with comparable groups (ECOD protocol).19 To study

health effects a randomized controlled trial would have

been ideal, but for practical and ethical reasons, it is not

feasible or appropriate to apply an experimental and ran-

domized study design. People with dementia are in a

vulnerable position and should not be exposed to the

insecurity of randomizing a service that comprises a sub-

stantial part of their daily life. There is also a need to study

the influence of the FDC through an observational design

as this gives the best description of what the existing

services may provide.

In the present study, we recruit users from all the

estimated 34 FDC in Norway.13 From this survey, we

estimate that the number of people attending FDC to be

approximately 250. The longitudinal study intends to

recruit as many participants as possible, and we stipulate

the number of possible dyads of users and next of kin for

our study to be 150. However, there may be several

reasons why we will not be able to recruit this number

of people with dementia attending FDC and their next of

kin. First, not all will have a close next of kin seeing them

every week, which is in line with our inclusion criteria.

Second, some will not have the capacity to participate due

to cognitive status. The service providers or health care

personnel in the municipalities will recruit the participants.

Even though they are given the same oral and written

information, their judgment on who may not have the

capacity to participate may vary. Third, living with demen-

tia or being next of kin to a person with dementia are often

considered a burden, which could be a reason for declining

participation in a research study. In addition, most people

with dementia and their next of kin will be older and might

be frail or have other health concerns. Fourth, some could

decline participation because they do not fully understand

the information given due to their cognitive symptoms,

and they may be skeptical.

These reasons could cause selection biases threatening

the internal validity of the study.66 For instance, the most

vulnerable users of FDC could be excluded from the study.

It would have been beneficial to register the characteristics

of the participants not recruited. However, for privacy

protection we are not recommended by the Norwegian

Centre for Research Data (NSD) to note any demographi-

cal information on those not included. The FDCs are small

and the participants could be identifiable by such informa-

tion. We only have the permission to describe reasons for

why users are not included and will therefore only be able

to briefly describe those who do not want to participate.

One of the major challenges to conducting a longitu-

dinal study on people with dementia is the progressive

development of symptoms and we will probably face a

certain number of drop-outs. The ECOD-study report that

75% dropped out after 24 month,41 and the authors of the

study indicate to us that approximately 45% drop-out after

12 months. The present study will also follow the partici-

pants for 12 months, and we expect that several will not

complete the longitudinal survey. However, we make use

of the assumed dropout of participants to study why the

users leave the day care service and we will conduct

qualitative interviews with their next of kin.

Standardized, validated and well-known instruments to

the field of dementia research are selected for our study.

The instruments are in line with ones used in ECOD.19 It

is important to secure information through valid and com-

parable outcome measures and thereby protect construct

validity.66 The instruments require a certain level of func-

tioning regarding language and understanding. People with

dementia, especially in moderate and severe stage of the

disease, often have reduced ability to understand and

answer due to their cognitive status. However, we will
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add proxy measures from next of kin. Experiences from

ECOD19 indicate that this provides an important supple-

ment to assessing people with dementia. Some of the

instruments also require the ability to follow instructions

(e g TUG, Table 1). This can lead to missing values and

challenge statistical validity.66 Language problems and

cognitive capacity might also challenge the qualitative

interviews.

The scope of the study requires several researchers

collecting data, in particular for the quantitative sub-stu-

dies. This might challenge the internal validity.66 To meet

this challenge, we have arranged joint sessions to provide

clear instructions on data collection. We discussed the

setting, the instruments and potential challenges to

strengthen validity before the data collection started. The

study is also planned with common and frequent briefings/

debriefings to discuss matters that may arise during data

collection.

To ease the burden for the participants, data collection

for the qualitative interviews and the longitudinal study

will all be conducted in a location that suits the partici-

pants, most likely their own home or at the farm. On the

other hand, this could challenge the standardization of the

conditions for data collection. Non-maleficence is an

important ethical principal in research,67 and when inter-

viewing people with dementia, we have an obligation to

ensure security and comfort. There is also an obligation to

be sensitive for how the participants cope with the assess-

ment situation. Filling in cognitive measurements and

understand that one is not doing so well, could be very

challenging for the person with dementia.

Two of the principal interviewers for the quantitative

measures will also conduct in-depth interviews to provide

an extended understanding of the experience of people

with dementia and next of kin. Reflexibility is an essential

aspect of trustworthiness in qualitative studies. The

researcher’s background and position might affect the

study, and openness and reflection in relation to all steps

of the research process are required.68 In addition, before

the interviews with participants are conducted, the two

interviewers will be interviewed themselves to make

their pre-understanding explicit.

Concluding remarks
The main aim of this study protocol is to gain knowledge

regarding people with dementia attending FDC in Norway

and their next of kin and how attending FDC may influ-

ence their health. Conducting research within the field of

dementia leads to several challenges, such as the ability to

include participants and keep them in the study for the

whole study period, level of functioning regarding lan-

guage and understanding and the vulnerability and burden

many people with dementia and their next of kin experi-

ence in their daily life. Researchers therefore need to take

special considerations. Despite these challenges, we

believe that this study with its different angles will add

important knowledge to the field. The multi-method

approach, with qualitative and quantitative sub-studies, is

important for exploring the complex phenomenon of FDC

for people with dementia in Norway.

Abbreviation
FDC, Farm-based day care services.

Ethics approval and informed
consent
The study has been approved by The Norwegian Centre

for Research Data (No. 49,799). The first contact with the

users of the FDC will be conducted by health care person-

nel or the service provider. The study has developed a

procedure for evaluating capacity to give informed written

consent, and the health care personnel or service provider

will perform the evaluation. The users who have the capa-

city to consent, will be informed about the project and

asked to provide written consent. Users without capacity

to consent will also be informed, but the next of kin must

give written consent on behalf of the person. Next of kin
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information and be asked to give a written consent to
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The study will be conducted in accordance with the

Declaration of Helsinki.
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