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1 Preface 

Early in my career when working as a physiotherapist in primary care, it was my experience that carers 

were overlooked when planning rehabilitative interventions for dementia. Nevertheless, carers are 

important collaborators and they play an important role in the joint effort to maintain the well-being of 

people with dementia. Since commencing this PhD project, I have come across different opinions about 

whether or not focusing on supportive interventions for carers makes sense. Some think that it involves a 

risk of creating unintended illness in carers, whereas others think that it is a timely initiative. It has been an 

interesting journey, and I have learned a lot from different professional views. I have also learned that my 

own clinical practice has been biased by my professional values and the dementia services available, 

despite being familiar with rehabilitation theory and practice. 

Developing an instrument to assess carers’ support needs comprises several steps. When starting out on 

this project, four studies were planned: to define the construct to be measured, to develop items and 

response options, to pilot and field-test the instrument and to evaluate its measurement properties.  

However, the evaluation of measurement properties, including examination of the construct validity and 

test-retest reliability, are not included in this thesis. Due to unforeseen challenges in recruiting participants, 

data were collected too late for me to analyse and report. However, survey data have been collected on 

200 carers and 125 carers, respectively, regarding construct validity and test-retest reliability. The results 

from analysing these data will be written up in an article as soon as possible, as they may contribute 

important information in order to implement the new instrument in everyday health and social care. 

1.1 Acknowledgements 
First of all, I would like to thank my supervisors Henrik, Hanne and Karen for always being willing to discuss 

issues related to the PhD project. Each has contributed to my ability to undertake this work, and they are 

strong role models for how to do high quality research. 

Also, I would like to thank my employer, UCL University College’s Health Sciences Research Center and the 

Department of Physiotherapy, for co-funding this project and making it possible for me to have taken this 

journey. My motivation for engaging in research was, first and foremost, a desire to create knowledge that 

would be helpful in day-to day practice and to strengthen interdisciplinary collaboration in dementia care. 

With a holistic approach, I hope to develop new ways to involve carers and recipients of care to increase 

the focus on their rights to decide their own care needs.  

Along my journey I have been privileged to get help from informal dementia carers and competent 

professionals in research as well as health and social care. Without the hours spent sparring with them, this 
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project would not be as relevant for current practice. I would like to thank Statistician Jens Søndergaard 

Jensen, Aarhus University Hospital; Language Consultant Suzanne Capell, Australia; Psychologist Susanne 

Bollerup Overgaard; Dementia Coordinator Tine Kjeldsen, Sønderborg Kommune; and all of the contact 

people in the municipalities of Aarhus, Hedensted, Middelfart, Næstved, Odense, Svendborg, Sønderborg 

and at the Dementia Clinic at Odense University Hospital for their engagement in helping me to develop the 

DeCANT. 

I would like to thank all my fellow PhD colleagues, especially Kamilla Kielsgaard and Laila Busted, who have 

shared sorrows and joys on our common journeys. I am also grateful to all of my colleagues and managers 

at UCL and SDU, who have always been supportive of me.  

Last but not least, I want to pass on a special thanks to my husband and children, my parents and my sister. 

This journey would not have made any sense without you: Thank you! 
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7 Definitions 

Carer A person who helps a family member, spouse/partner or friend who has a need for 

personal and/or practical assistance. The assistance provided is motivated by a 

personal connection rather than financial compensation (1). 

Construct The terminology used for the concept to be measured with an instrument. If a 

construct contains multiple aspects, they should all be measured (2). 

Functioning An overall term containing all aspects of a person’s body functions, activities and 

participation including personal and environmental factors (3). 

Holistic An approach that acknowledges all factors relevant to a person’s health (4). 

Person-centred A health care approach that seeks to establish meaningful partnerships with the 

person who needs help by emphasising communication and sharing power and 

responsibility (5).  

Psychometric A scientific discipline to develop and evaluate measurements of high 

methodological quality using various measurement theories and methods (2). 

Rehabilitation A goal-oriented and time-limited collaborative process between a citizen, his/her 

relatives and professionals with the aim of maintaining, restoring or preventing 

limitations to physical, psychological and/or social functioning for the citizen to 

achieve independence and a meaningful life. The process takes the citizen’s whole 

situation into consideration and interventions should be coordinated and evidence-

based (6).  

Support need An abstract social concept that relates to services to help a person in need. Support 

needs are expressed in different ways, which should be taken into consideration 

when clarifying what might help (7). 

Health and well-being “Health is a state of complete physical, mental and social well-being and not 

merely the absence of disease or infirmity” (8). 
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8 Summary in English  

Dementia is a progressive disease that affects cognitive functioning and interferes with a person’s ability to 

manage activities of daily living (ADL). Living with dementia is associated with complex needs and people 

with dementia often depend on informal care provided by family and friends. An informal carer (hereafter 

called ‘carer’) is defined as a person who helps a family member, spouse/partner or friend in need of 

personal and/or practical assistance. The carer is motivated by his/her personal connection rather than 

financial compensation. The prevalence of people with dementia is increasing and the costs of formal care 

are high. The carers’ role is essential to provide supplementary informal care to ensure the health and well-

being of people with dementia. However, caring for a person may jeopardise carers’ own health and well-

being. Compared with non-dementia carers, caring for a person with dementia is associated with reduced 

well-being, more physical and mental disability and increased risk of mortality.  

Several supportive interventions exist, but no clear intervention strategies to support carers are 

recommended. In Denmark, supportive services are offered in most municipalities. Nevertheless, carers 

express a lack of support and they frequently find it difficult to manage the carer role. New methods to 

address carers’ support needs are therefore called for.  

No psychometric robust instrument exists to systematically assess dementia carers’ support needs. 

However, several carer instruments do exist, but these instruments do not cover the complexity of carers’ 

support needs. A framework allowing different ways of expressing support needs is Bradshaw’s taxonomy 

of needs. This classification of needs makes it possible to recognise and give priority to the various ways 

carers may express their support needs. Identifying what might actually help may be a novel way of 

supporting the health and well-being of carers while providing essential care to people with dementia.  

Therefore, the aim of this PhD study was to develop a questionnaire to assess the support needs of carers 

when caring for a person with dementia - The Dementia Carer Assessment of support Needs Tool 

(DeCANT). The PhD study used a mixed-method approach following the six steps for developing a patient-

reported outcome measure (PROM) as described by De Vet et al. (2011). Three studies were conducted 

with the objectives to: 1) map knowledge on carers’ support needs and to synthesise knowledge on key 

concepts of carers’ support needs, 2) clarify the specific support needs of carers when caring for a person 

with dementia, and 3) develop items for a questionnaire to assess carers’ support needs and to test its 

structural validity. 

Mapping and synthesising of knowledge on carers’ support needs resulted in four overarching key concepts 

of carers’ support needs, and that carers’ support needs originate from the different perspectives of the 
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carer, the person cared for, and the interaction between them. In clarifying the construct of carers’ support 

needs, four main categories of carers’ support needs were found. Findings underlined that carers’ support 

needs are complex and relate to the temporal, physical, social and personal context of caring. Also, carers 

have support needs of their own, regardless of the relationship with the person with dementia, their 

severity of dementia or care setting. To illustrate the multi-dimensionality of support needs, the categories 

were linked to the ICF framework, which is a well-known framework to structure complex information on 

an individual’s health and well-being. Through iterative pilot and field-testing, a 25-item questionnaire, the 

DeCANT, was developed. Investigation among the target population of carers demonstrated satisfying 

content (including face) validity of DeCANT, and the CFA showed a moderate fit to a four-factor model 

based on the ICF. The DeCANT has been developed in a Danish context and is considered ready for 

implementation among relevant professionals in Danish municipalities. However, further documentation of 

its measurement properties is recommended. 
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9 Summary in Danish 

Demens er en neurodegenerativ lidelse, der påvirker kognitive funktioner og evnen til at klare dagligdags 

aktiviteter (ADL). Mennesker med demens har ofte komplekse behov og er afhængige af hjælp og omsorg 

fra pårørende. Betegnelsen ’pårørende’ anvendes i dette studie for et familiemedlem, ægtefælle/partner 

eller ven, som giver praktisk hjælp og/eller personlig omsorg i hverdagen til en nærtstående med demens. 

Den pårørende hjælper ud fra personlig motivation og ikke økonomisk belønning. Antallet af mennesker 

med demens er stigende, og udgifter til pleje og omsorg er høj. Pårørende har derfor en central rolle i at 

hjælpe med til at sikre mennesker med demens’ sundhed og trivsel. At være pårørende kan dog være 

svært. Pårørende til mennesker med demens er i større risiko for psykisk og fysisk sygdom og har øget 

dødelighed sammenlignet med pårørende til mennesker med andre kroniske lidelser. 

De fleste kommuner i Danmark har allerede tilbud om støtte til pårørende i en eller anden form, men der er 

ikke nogen klare anbefalinger til, hvordan støtte til pårørende tilrettelægges. Samtidig udtrykker 

pårørende, at de ofte mangler hjælp og støtte i hverdagen. Der er derfor brug for nye måder til at hjælpe 

og støtte pårørende i deres rolle som omsorgsgiver. 

Der findes intet solidt spørgeskema til systematisk vurdering af pårørendes behov for hjælp og støtte. Flere 

spørgeskemaer til pårørende findes dog, men de afdækker ikke kompleksiteten af den hjælp og støtte, som 

pårørende til mennesker med demens har. Bradshaw’s taksonomi inddeler forskellige måder, hvorpå behov 

kan komme til udtryk. Inddelingen gør det muligt at genkende, når pårørende giver udtryk for deres behov 

for hjælp og støtte. En ny måde at støtte pårørende til mennesker med demens kan derfor være at 

identificere det, som pårørende selv mener, kan hjælpe og støtte. 

Formålet med dette ph.d. studie var derfor at udvikle et spørgeskema til at vurdere behov for hjælp og 

støtte hos pårørende, som giver praktisk hjælp eller personlig omsorg til et menneske med demens - The 

Dementia Carer Assessment of support Needs Tool (DeCANT). En mixed-method tilgang blev anvendt, og 

De Vet et al.’s (2011) seks trin for udvikling af et patientrapporteret spørgeskema (PROM) blev fulgt. Tre 

studier med følgende formål blev gennemført: 1) at kortlægge og syntetisere viden om de opfattelser, der 

er af pårørendes behov for hjælp og støtte, 2) at klarlægge de særlige behov for hjælp og støtte, som 

pårørende til et menneske med demens har, og 3) at udvikle spørgsmål til et spørgeskema til vurdering af 

pårørendes behov for hjælp og støtte samt undersøge spørgeskemaets strukturelle validitet. 

Syntesen af viden om behov resulterede i fire overordnede opfattelser, der beskriver pårørendes behov for 

hjælp og støtte. Syntesen viste også, hvordan pårørendes behov udspringer fra tre positioner: den 

pårørende, mennesket med demens og interaktionen mellem de to parter. Klarlægningen af pårørendes 
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særlige behov for hjælp og støtte viste, at pårørendes behov kan inddeles i fire overordnede kategorier: 

hverdagsliv, fokus på dem selv, trivsel i hverdagen og interaktion med omgivelserne. Kompleksiteten af 

pårørendes behov blev tydeliggjort af, at de identificerede behov relaterede til både den tidsmæssige, 

fysiske, sociale og personlige kontekst. Desuden viste resultaterne, at pårørende havde behov for hjælp og 

støtte uafhængigt af relationen til mennesket med demens, sværhedsgrad af demens eller om omsorg blev 

givet i eget hjem/plejebolig. For at illustrere, at pårørendes behov for hjælp og støtte er 

multidimensionelle, blev behovskategorierne koblet til ICF, som er en velkendt måde at strukturere 

komplekse oplysninger om individuel sundhed og trivsel. Et spørgeskema med 25 spørgsmål, DeCANT, blev 

udviklet gennem iterative pilot- og field-tests. Undersøgelse blandt pårørende viste tilfredsstillende 

indholdsvaliditet af DeCANT, og CFA viste at en fire-faktor model baseret på ICF passede i tilstrækkelig grad. 

DeCANT er udviklet i en dansk kontekst og vil kunne anvendes af relevante fagpersoner i de danske 

kommuner. Der er brug for fortsat dokumentation af DeCANT’s måleegenskaber. 
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10 Overall structure  

This thesis consists of three studies with three associated papers. The studies will be referred to with the 

Arabic numerals 1-3 and the papers with the roman numerals I-III. Study 1 is a scoping review of the 

literature to give an overview of carers’ support needs (Paper I). Study 2 is a qualitative study using focus 

groups and individual interviews to clarify categories of carers’ support needs (Paper II). In Study 3, 

knowledge from the previous two studies was used to generate items for a questionnaire, and a survey 

design was used to field-test this new instrument (Paper III). The writing of this thesis used a structure 

where the methods and results for each study are presented separately. In Table 1, an overview of the 

three studies’ objectives, design, methods and conclusion is provided. 

Table 1 Overview of studies, objectives, design, methods and conclusion in this thesis 

Study 

(Paper) 

Objectives Study design Methods Conclusion 

1 (I) To map knowledge 

on carers’ support 

needs and to 

synthesise knowledge 

on key concepts of 

carers’ support needs 

Review using a 

scoping review 

methodology 

Four databases were searched using 

predefined inclusion criteria. The 

search included quantitative and 

qualitative studies and primary and 

secondary literature. Inductive 

content analysis was used to 

synthesise findings. 

Synthesis of the search revealed four 

overarching categories of key 

concepts of carers’ support needs 

related to: 1) the carer as a person, 

2) managing being a carer, 3) 

providing care and 4) knowledge of 

dementia. Carers’ support needs 

arose from the perspectives of the 

carer, the person cared for and the 

interaction between them. 

2 (II) To clarify the specific 

support needs of 

carers of a person 

with dementia 

Qualitative study 

using focus groups 

and individual 

interviews 

Purposeful sampling of carers and 

professionals were used. Three focus 

groups with carers (n=18) and two 

focus groups with professionals 

(n=13) were conducted followed by 

five individual interviews with carers. 

Results from Study 1 informed the 

interview guide. Inductive content 

analyses were used to clarify carers’ 

support needs. 

Four main categories of carers’ 

support needs were clarified: 1) Daily 

life when caring for a person with 

dementia, 2) Focus on themselves, 3) 

Maintaining own well-being and 4) 

Communicating and interacting with 

surroundings. Linking of categories to 

the ICF were possible. 

3 (III) To develop items for 

a questionnaire to 

assess carers’ support 

needs and to test the 

structural validity of 

items 

Psychometric study 

using a combination 

of an interview and 

a survey design 

Generation, pilot and field-testing of 

items were carried out using: Content 

Validity Index in an expert panel 

(n=8), cognitive interviews with carers 

(n=12), electronic testing of digital 

feasibility of the questionnaire (n=10), 

and field-testing of the new 

questionnaire among carers (n=301) 

using Confirmatory Factor Analyses. 

Results from Studies 1 and 2 informed 

item generation and results from 

Study 2 were used to hypothesise 

models for testing structural validity. 

Initially 63 items were generated. 

Iterative evaluation and adaptation 

resulted in a 25-item version of The 

Dementia Carer Assessment of 

Support Needs tool. Testing of 

structural validity demonstrated a 

moderate fit to a four-factor model 

based on the ICF. 
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11 Background 

The purpose of this PhD thesis was to investigate the support needs of informal carers (hereafter referred 

to as ‘carers’) when caring for a person with dementia. As well as the person with dementia, carers have a 

need for support when a loved one gets a dementia diagnosis (9,10). In this thesis, a carer is defined as a 

person who helps a family member, spouse/partner or friend who has a need for personal and/or practical 

assistance. Further, the assistance provided by the carer is motivated by a personal connection rather than 

financial compensation (1). The carer’s role is essential to enable a person with dementia to have a 

meaningful life. However, caring for a person with dementia has several implications, which may jeopardise 

a carer’s health, well-being and ability to live their own life. The various aspects of caring for a person with 

dementia will be explained in this thesis. 

11.1 Impact of dementia 

11.1.1 Dementia worldwide 
Dementia represents a global health challenge. The number of people living with dementia is expected to 

increase in the years to come due to increased life expectancy in the older population in low, middle and 

high-income countries, and because age itself constitutes a risk of developing dementia. The prevalence of 

dementia is approximately 7.5% in the population above 65 years (11). Although a decrease of incidence 

has been seen in the last decade in high income countries, prevalence has increased (12). One reason for 

this may be that people are diagnosed earlier or live longer with a dementia disease (12), thus extending 

the time people with dementia may need care.  

11.1.2 Dementia in Denmark 
In Denmark, 89,000 people are estimated to live with dementia (13), however only 36,000 people are 

registered with a dementia diagnosis. This indicates a lack in the health care system to identify and 

diagnose people living with dementia, and subsequently provide the needed day to day care and support to 

both people with dementia and their carers. As a part of the Danish Action Plan on Dementia, the goal is 

that more people should be examined for dementia and that 80% of those affected should receive a 

specific diagnosis (10). In Denmark, the responsibility for diagnostics and treatment of dementia is placed 

on specialised units in the secondary health care system (14). However, general practitioners have a 

particular responsibility for performing a preliminary examination and referring patients to specialised units 

and following up on a plan for treatment. Primary health care providers have the responsibility for the day 

to day care of people with dementia, which involves a multidisciplinary approach by various professionals, 

e.g. medical practitioners, nurses, neuropsychologists, occupational therapists and physiotherapists, to 

perform the complex tasks of treatment, care and support (14). Unique to the Danish context is the 
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function of a dementia coordinator, who enables coherent care and support to both people with dementia 

and their carers in almost all municipalities. The dementia coordinator acts as a link between sectors and 

care services, as a counselor to people with dementia and their carers, and as a teacher in dementia 

knowledge to professionals and carers (15). Furthermore, as a part of the Danish Action Plan on Dementia, 

counselling centres have been established across the country in recent years to provide anonymous 

counselling and peer to peer support (16). Despite the efforts to increase focus on diagnostics, treatment, 

care and support, Danish carers express a lack of supportive services for both carers and the person cared 

for (17). 

11.1.3 Person with dementia 
Dementia is a progressive disease that affects cognitive functioning and interferes with a person’s ability to 

manage activities of daily living (ADL) due to e.g. loss of memory, challenges in planning, changed 

behaviour and ultimately impaired mobility and physical functioning (9,18,19). Dementia is an umbrella 

term comprising several types, with Alzheimer’s being the most frequent type accounting for 62% of all 

cases (20). Any type of dementia leaves the affected person in a vulnerable position requiring informal and 

formal care. Also, people with dementia are more likely to have comorbid conditions that are not attended 

to (21). In the early stages, people with dementia have a need to feel respected and to learn how to cope 

with their cognitive disabilities as well as to accept their situation (22,23). In the middle and later stages, 

people with dementia have an increasing need for support with ADL, thus implicating a need for formal 

care services and potentially residential/nursing home care (24). In addition, people living with dementia 

express that a good relationship with family and friends and a supportive social network are important 

throughout all stages (25). 

11.2 Carers of a person with dementia 

11.2.1 Who are the carers? 
In Denmark, it is estimated that 400,000 family members or other closely connected people provide unpaid 

care for a person with dementia living either in their own home or at a nursing home (26). With more than 

46.8 million people living with dementia worldwide, the number of carers is likely to approach equivalently 

high numbers (11). The population of carers comprises various types of carers with different relationships 

to the person with dementia, such as spouse, child, parent, neighbour and friends of all ages, sex and 

religious beliefs (27). Although more women than men are diagnosed with dementia, more women commit 

themselves to the role of carer (26,27). One reason for this may be that women in general take on the 

caring role in a family. Most carers have a family relationship to the person cared for, and a large 
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proportion of carers are adult children (26). Also, the greatest majority of carers are below the age of 65 

years and almost half have an upper secondary education or higher (28).  

In many cases, people with dementia rely on more than one carer (27,29). Also, carers themselves may rely 

on other carers to reduce the burden of caring (30). When asked, carers give three overall reasons for 

providing care: they wish to give the person with dementia the chance to stay at home, they live close by 

the person with dementia, and they feel obliged to care (28).  

11.2.2 Costs of dementia 
Living with dementia is associated with complex needs requiring a range of health and social care services 

(9) both informal and formal. The global costs of dementia care are expected to increase from US$818 

billion in 2015 to US$ 2 trillion in 2030 (11). One estimate is that informal care provided by carers 

contribute the equivalent of 40.4% of all the actual costs of dementia (11). On average, carers contribute 6 

hours of informal care per day, including both assistance with ADL and supervision (31). This is an 

important unpaid contribution, because hospital and residential/nursing care are far more expensive than 

home care (32), and initiatives to prolong the time living at home is desirable to reduce costs (33). Most 

people with dementia live in their own home (31), and research shows that meeting the support needs of 

both people with dementia and their carers may prolong this time (34). In the years to come, such a 

preventive strategy may help to lessen the costs of formal care.  

The conditions for carers in high income countries (HIC) compared to low income countries (LIC) are very 

different. Formal care constitutes a higher proportion of total care in HIC, and carers in HIC are faced with 

significantly different challenges than carers in LIC, where less formal care is provided (11). In the future, 

the proportion of formal care provided is expected to increase in HIC which will increase pressure on health 

and social care systems (11). In addition, demographic changes will cause the old age-dependency ratio to 

increase (35) meaning that fewer people in the working age group will be supporting the many more older 

people, thereby creating a greater burden to support this aging population. Already, the costs of dementia 

are overwhelming, and without the informal care provided by carers, the health and social care systems 

could be undermined. The focus of this thesis is limited to the context of carers in HIC, with Denmark as a 

starting context/point for how to support carers in providing essential care to people with dementia.  

11.2.3 Impact on informal carers  
Carers of people with dementia form a heterogeneous group. Informal carers are defined by their personal 

motivation to help the person rather than by the type or amount of care they provide. This implies that 

caring is not just to provide assistance to perform ADL tasks; caring is also to provide emotional support to 
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the person with dementia to help them maintain their personal integrity and to enable participation in 

social activities (27).  

Carers are often divided into groups such as spousal carer or adult child carer (36,37). Aside from spousal 

and child carers, other types of carers should be kept in mind, such as friend, neighbour, parent, grandchild 

and niece (27). However, these types of carers represent a smaller proportion of all carers and are seldom 

investigated alone. Being a spousal carer often means that the carer has lived with the person with 

dementia for many years and that caring is a natural part of the relationship (38). However, spousal carers 

are often of older age and experience decreased functioning or disabilities themselves, and their physical 

and mental health are more likely to be compromised (39). Child carers, on the other hand, may take on 

the caring role out of a sense of duty (40), while at the same time being accountable to an employer and a 

family of their own (27). This may cause emotional stress and feelings of inadequacy in child carers (41,42), 

and it has been argued that the specific relationship with the person with dementia affects the experience 

of caring (43,44). Child carers report more burden in general, while spousal carers report more grief with 

advancing disease (43,45). However, regardless of the relationship, all carers describe caring as 

burdensome, and not one type of carer can claim to be more burdened than another.  

Compared with other groups of carers not caring for a person with dementia, caring for a person with 

dementia is associated with poorer well-being, more physical and mental disability and increased risk of 

mortality (46,47). A probable reason is the person with dementia’s loss in judgment and ability to 

communicate and understand (27,47). As symptoms progress, carers try to cope with symptoms worsening 

and help the person manage loss in judgment and ability to communicate. Further, dementia may affect 

the personality and behaviour of the person with dementia, which may cause excessive emotional stress 

and depression among carers (41,47). Aggressive behaviour, in particular, has been shown to cause stress 

and feelings of burden among carers (48).  

The challenging situation of having to cope with exacerbated symptoms for many years affects a carer’s 

own life, as they continuously have to manage caring while dealing with their own issues in life (32). Also, 

carers have to take on new responsibilities and adjust to a new role (49). When living together, carers may 

feel isolated due to the difficulties experienced by the person with dementia to participate in social 

activities (41,50) or because the person with dementia needs supervision around the clock (51). Carers may 

also neglect their own needs with the consequence of ignoring their own health (29). Especially carers who 

live at some geographic distance have difficulties finding enough time, and the caring role inflicts 

disruptions to their employment and causes increased anxiety (19,52).  
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Carers also have positive experiences when caring for the person with dementia. Finding meaning in caring 

and maintaining a high quality relationship has been shown to give a less burdensome caring role (53). Also, 

the complexity of positive and negative aspects of caring is underscored by the fact that a large amount of 

time spent caring does not necessarily indicate the experience is a burden (31). Carers often describe the 

caring role as important, and they find it natural for them to help a loved one (31). Therefore, caring may 

be a source of personal satisfaction and carers with a familial relationship have been reported to find more 

satisfaction in the caring role (54). Consequently, not all carers experience emotional stress and feelings of 

burden. The difficult but important task is to identify the carers that do and to offer appropriate support. 

11.2.4 Supportive interventions 
Several interventions to support carers exist and have been evaluated, but no clear intervention strategies 

can be recommended (45,55,56). Existing interventions primarily include psychosocial interventions such as 

group-based psychoeducation, cognitive-behavioural therapy or group-based support and counselling (55). 

Other supportive interventions consist of respite care, home support and care coordination (57). These 

studies often only report on depression and emotional stressors as primary outcomes of the intervention 

(45). However, none of the studies provides sufficient evidence to conclude on the effectiveness of the 

supportive interventions. One plausible explanation is the lack of appropriate outcome measures and 

constructs being measured, as qualitative data demonstrate more positive evaluation of interventions 

(58,59) suggesting that some positive aspects of the intervention are not currently being measured. 

Although some studies show promising results of effective carer interventions, they do not necessarily 

cause carers to utilise the supportive services available, because many carers do not accept the help when 

offered (60). A study showed that even though carer support was offered, 73% of carers did not participate 

in support groups and 79% did not use respite services (61). However, counselling services are more often 

utilised than respite care (60). In Denmark, psychoeducation and counselling for carers are recommended 

by the clinical guidelines and most municipalities offer some kind of supportive services (62,63). 

Nevertheless, carers express a lack of support and find it difficult managing the carer role (26,64). In 

particular, carers, who are currently employed, report caring affecting their work life, and 26% stopped 

working due to caring responsibilities (26). Carers often feel overlooked and are at a loss as to how to make 

everything work (17). A more systematic approach is called for when offering supportive interventions, and 

professionals have to focus on what carers want instead of relying on a one-size-fits-all approach and what 

support is readily available (45). 

Before commencing supportive interventions, professionals have to ask the simple question “What do 

carers need?” before deciding on relevant goals for intervention (45). For example, if the professional’s goal 

for intervention is focusing on reducing emotional stress, and carers do not have a need for this, the 
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intervention will be ineffective. In dementia care, a focus is already on person-centered care (65), however, 

this approach is less prevalent among professionals in health and social care in relation to carers. Applying a 

person-centered approach would seem obvious when developing effective intervention strategies for 

carers (45). Person-centered care is a holistic approach, and committing to this also in relation to carers 

could assist professionals to target interventions in accordance with carers’ needs, enabling the 

development of a trusting collaboration to support carers in their important role caring for the person with 

dementia (5).  

11.2.5 Carers’ support needs  
No clear definition of the construct of carers’ support needs exists (66). However, several studies describe 

these needs (67,68). In a review investigating carers’ support needs, more than half of the studies 

described carers’ need for psychoeducation and coping strategies (67). Also, formal support and respite 

care were identified as frequent support needs (67). In another review, peer support and attending support 

groups to share information along with emotional support to manage fear, anxiety and stress were 

emphasised (68). Need for support from friends, family, or health, social and volunteer services to address 

carers’ own health needs has been described as central (68). Overall, many similarities in carers’ support 

needs are seen across various carer types such as spouses, children and friends. However, differences in 

carers’ support needs often exist. Spousal carers have been seen to have more difficulties acknowledging 

their support needs, whereas adult child carers may more likely feel overwhelmed by the caring role and 

have extra mental health needs and need for information on disease progression (42,69). Nevertheless, 

both spousal and adult child carers ask for support on how to manage behavioural changes (36,69,70) and 

express a need for support to adapt to the changed relationship with the person with dementia (36,69). 

Further to this, spouses focus on loss of mutuality and intimacy in their relationship (36), whereas child 

carers focus on role reversal when taking care of their parent (69). Gender differences have also been 

reported where female carers report higher levels of burden (39), and female carers may have more need 

for support to learn effective coping strategies than male carers (71). However, a qualitative study 

investigating male spousal carers showed that caution should be exercised towards gendered assumptions, 

because male spouses’ support needs rely on individual experience of their caring role in daily life (72). 

These divergent results indicate that prior judgment based on assumptions in relation to carer type may 

cause unnecessary constraints when addressing carers’ support needs. 

A complication in understanding carers’ support needs is that needs may change over time (25,73) 

depending on the rate of progression in dementia and how carers adjust to the caring role (29). 

Understanding the construct of support needs should therefore embrace this temporal variability in 

addition to the issue that carers may only be able to recognise their needs retrospectively (74). Therefore, 
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carers may not be able to articulate their need for support when asked. A framework facilitating different 

ways of expressing support needs is Bradshaw’s taxonomy of needs (7,75). This classification of needs 

makes it possible to recognise and give priority to the various ways of expressing support needs (see Figure 

1). Firstly, a ‘felt’ need is what carers want in their minds and their actual need for support, even though 

their wants may be affected by their individual perceptions. Secondly, ‘expressed' needs convey the felt 

needs that carers are able to articulate, turning the need into a demand. Thirdly, ‘normative’ needs 

represent professional knowledge and depend on professional judgement of what is needed and valued in 

the society at a given time. Normative needs therefore change as knowledge develops. Lastly, 

‘comparative’ needs arise based on what other people with the same characteristics may need. 

Comparative needs underlie any standardisation of health and social care and influence normative needs, 

because authorities use the characteristics of people previously in need to develop a practice to identify 

those in future need of services (7). The different expression of needs constitutes an overall perception that 

enables identification of needs in total. Classifying needs in this way entails that several perspectives should 

be considered when identifying carers’ support needs and what might help. The effectiveness of supportive 

interventions is not clear cut, and perhaps this is due to the lack of addressing carers’ individual 

perceptions, professional knowledge, common practice, services available and values in society before 

initiating support (45,76). However, as carers report having unmet needs (64,68,77), assessment of needs 

at present may be too focused on services available and professional judgement rather than what carers 

are able to express as their needs. Novel methods to address carers’ needs are therefore required. 

Figure 1 Model of different ways of expressing needs inspired by Bradshaw (7) 
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11.3 Needs assessment instruments 
No psychometric robust self-administered instrument exists to assess dementia carers’ support needs in a 

comprehensive manner in a daily health and social care context (66,73,78). A Patient-Reported Outcome 

Measure (PROM) is used to obtain information directly from a person without interpretation by a 

professional. PROMs are suitable to measure elements dependent on personal judgement to achieve 

physical, psychological and social well-being (2). Developing and using high quality PROMs in health and 

social care is a way to avoid trivialising the personal view and empowering people by acknowledging the 

importance of aspects that are not objectively measured. This also entails involving the PROM’s target 

population in the development process (2). A review (78) focusing on existing dementia carers’ needs 

assessment instruments found 36 instruments of which only one had been validated: the Carer’s Needs 

Assessment for Dementia (CNA-D) (79). Yet, the CNA-D is developed for use in research and relies on a one-

hour interview conducted by a professional and is therefore not feasible for use in daily health and social 

care. Novais et al. conclude that it is necessary to develop a validated instrument to assess the met and 

unmet needs of carers. Such an instrument should include multiple dimensions of needs and be applicable 

during the entire progression of dementia (78). 

A more recent review identified four instruments measuring one or multiple aspects of carers’ needs (66):  

The Camberwell Assessment of Need for the Elderly scale (CANE) (80), the Johns Hopkins Dementia Care 

Needs Assessment (JHDCNA) (81), the Care Needs assessment pack for Dementia (CareNap-D) (82) and 

CNA-D. However, these instruments rely on professional rating, and two instruments (CANE and CareNap-

D) primarily assess the needs of the person with dementia. Also, the JHDCNA has not been 

psychometrically tested. In summary, Bangerter et al. found that theoretical conceptualisation of carers’ 

needs was lacking in instrument development and that more attention should be given to developing a 

needs typology or specific categories for carers to enable development of instruments reflecting the 

complexity of carers’ needs (66). In addition, the EU Joint Programme – Neurodegenerative Disease 

Research (JPND) does not recommend any existing instruments (83). The authors recommend developing a 

new instrument based on a conceptual model of the construct to be measured in collaboration with the 

target population and that the instrument should be self-completed. Also, the complexity of the construct 

should be reflected in questions including both positive and negative aspects of caring.  

In summary, the literature clearly suggests the need for developing a self-administered instrument to 

assess carers’ support needs that can be used throughout the progression of the disease in the person with 

dementia. In the development, the target population should be involved, and focus should be on applying a 

conceptual model that reflects the complexity of caring. 
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11.3.1 The rehabilitation process as a model for needs assessment 
When conceptualising needs assessment, the rehabilitation process accommodates the interaction 

between assessment, goal-setting, intervention and evaluation (84) (Figure 2). The process describes and 

guides how it is possible for professionals to help solve complex problems which are characterised by 

multiple factors influencing the problem and interacting in various ways (84). The rehabilitation process is 

subjected to the biopsychosocial model that recognises a person’s problems in relation to the physical, 

psychological and social context and the individual’s personality (85,86). The model was intended as an 

alternative to the biomedical model, instead assuming a holistic approach which included all aspects in a 

person’s daily life when providing health care. The most recent version of the model reflects a person-

centered approach considering the individual’s personality and life situation. Further, the model attributes 

meaning to the person’s interaction with the physical environment and social relationships. It also 

recognises that participation is the highest level of functioning in daily life, referring to a person’s social role 

or status (86). 

When developing an instrument to assess carers’ support needs, the rehabilitation process explains how 

assessment of carers’ complex needs for support may be used when planning health and social care. 

Assessment of carers’ support needs should identify problems important to them considering their 

personality and life situation. Using the biopsychosocial model, all conditions that may increase or decrease 

success of the rehabilitation process should be identified (6). Based on carers' own wishes and resources, 

short-, medium-, and long-term goals are set in collaboration with professionals depending on what is 

possible. Interventions are developed to fulfill the various goals and may entail support and treatment in 

relation to context, potential impairments and participation. Completing the rehabilitation process, 

evaluation of goal fulfillment is important to determine if continued support is needed. 
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Figure 2 Illustration of the rehabilitation process inspired by Wade (84) 

 

Developing an assessment instrument based on the described rehabilitation process may offer an 

innovative way for professionals to support carers in health and social care. Although no clear organisation 

of supportive services exists, using a systematic approach to involving carers by first identifying support 

needs, setting goals and timeframes before offering support, could be a sustainable way to offer person-

centred and targeted interventions and organise responsibilities among professionals (86). Identifying 

support needs is not enough. Funding of supportive services in the primary and secondary health-care 

sectors as well as the civil society are necessary to ensure the health and well-being of carers and people 

with dementia (9). If successful assessment of carers’ support needs are implemented, this may be the first 

step in improving outcomes of the carer and the person cared for (86), thus decreasing the growing costs of 

dementia care. 
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12 Aim 

The aim of this study was to develop a questionnaire to assess the support needs of carers when caring for 

a person with dementia - The Dementia Carer Assessment of support Needs Tool (DeCANT). 

12.1 Objectives  
The objectives of the study were threefold: 

1) To map knowledge on carers’ support needs and to synthesise knowledge on key concepts of carers’ 

support needs (Paper I) 

2) To clarify the specific support needs of carers when caring for a person with dementia (Paper II) 

3) To develop items for a questionnaire to assess carers’ support needs and to test the structural validity 

of these items (Paper III) 

13 Overview of design 

A PROM distinguishes itself by collecting information directly from the person of interest without 

interpretation by a professional (2,87). It is important when using a PROM to decide whether it is intended 

for generic or disease-specific use. The advantage of a generic measure is that it can be used in any 

population. However, caring for a person with dementia has been shown to cause more strain than caring 

for people with other chronic diseases (88), and the specific aspects of carers’ support needs can only be 

addressed by a disease-specific measure (87).  

The overall design of this study follows the six steps for developing a PROM as illustrated in Figure 3 (2). 

The process is iterative with continuous evaluation and adaptation. The first step starts with defining the 

construct of what you want to measure. When a construct has multiple aspects, a conceptual model that 

describes this multi-dimensionality is necessary. Also, defining the target population is important. The 

second step consists of choosing a measurement method, e.g. questionnaire, depending on how 

information is best obtained regarding the construct to be measured. The third step involves selection and 

formulation of items. Information on the construct to be measured is gathered through investigation of 

existing literature and the target population. In the fourth step, the scoring of items needs to be considered 

and also how to express the scores as a scale, index or profile. The fifth step involves several steps of pilot-

testing the PROM among experts and the target population. Continuous evaluation and adjustments are 

made by using various data collection methods to ensure comprehensibility, completeness and relevance 

of the PROM. Lastly, the sixth step consists of a larger scale field-testing of the PROM among the target 

population. In case pilot or field-testing demonstrates that the PROM is unsatisfactory regarding measuring 

the construct of interest, further testing should be conducted (2).  
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Figure 3 Illustration of the six steps when developing a PROM inspired by de Vet (2) 

 

To ensure clarity, this thesis is structured by presenting the objectives, methods and results for each Study 

1-3 consecutively, because Studies 2 and 3 depend on the results of the previous study. The objectives of 

the first and second studies address the first step of the process to develop a PROM. Thorough 

investigation of the construct to be measured is conducted to ensure a solid foundation for assessment of 

carers’ support needs. The objective of the third study addresses the second to sixth steps of developing a 

PROM. Although, the methods and results are presented in a linear manner, an iterative process took place 

throughout all steps in relation to answering the aim of the entire thesis: to develop a questionnaire. Figure 

4 depicts the structure of this thesis divided into three studies with their respective objectives and 

produced papers, followed by a coherent discussion of all results. 

Figure 4 Overview of study objectives, methods and results in the thesis 
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14 Study 1 

The objective of the first study was to map knowledge on carers’ support needs and to synthesise 

knowledge on key concepts of carers’ support needs (Paper I). 

14.1 Method study 1 

14.1.1 Study design 
A literature review using the methodology of a scoping review as described by Levac et al. was conducted 

to investigate the construct of carers’ support needs (89).  

14.1.2 Search strategy 
To obtain an overview of carers’ support needs, a broad search of the literature was done by searching four 

databases of research literature within health and social care: PsycINFO via EBSCO, CINAHL Complete, 

PubMed via MEDLINE and EMBASE via Ovid. Three overall search terms were used representing carers, 

dementia and support needs (See Table 1 Paper I for an example of a search in a database). The search 

included quantitative and qualitative studies, primary and secondary literature, reports, conference 

abstracts, etc. providing information on carers’ support needs from the carer’s perspective. The search was 

performed from January 2007 to October 2019 and limited to English, Danish, Norwegian and Swedish 

languages (Paper I). 

14.1.3 Study selection 
Initially, titles and abstracts were screened for eligibility. Potentially eligible studies were reviewed as full 

text. At all stages, two reviewers decided on study inclusion eligibility criteria described in Table 2. A third 

reviewer was consulted if disagreements arose (Paper I).  

Table 2 Inclusion and exclusion criteria used in study selection 

Inclusion criteria Express carers’ support 
needs of people >18 
years old when caring 
for a person with 
dementia or other 
dementia-related 
diseases 

Focus on carers’ own 
needs and not the needs 
of the person with 
dementia 

Information on support 
needs comes from 
carers themselves 

Reflects support needs 
when living in a culture 
with health and social 
care comparable with 
high-income countries 

Exclusion criteria Only describes the 
experience of caring   

Evaluates the effect of 
carer interventions 

  

 

14.1.4 Charting the data 
To extract data, a matrix with the following variables was used: author, publication type, year of 

publication, place of origin, carer type, design/data collection method, setting, diagnosis, extent of 

progression of dementia and type of interpretation used in data analysis. Variables were chosen to provide 

sufficient information on included studies and characteristics important to the caring role. Studies have 
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shown that setting and relationship to the person with dementia affects carers’ experience of burden and 

thus may be important when identifying carers’ support needs (19,47). Combined with this, progression of 

dementia has been shown to have an impact on carers’ level of burden due to the person with dementia’s 

degree of dependency and need for supervision (19). Also, the type of dementia may be important to 

acknowledge, because disruptive behaviour is prominent in some types of dementias, e.g. frontotemporal 

dementia, and has been associated with a perceived increase in level of burden (47). Further, 

socioeconomic and cultural context (31,67) may affect carers’ support needs, because level of service 

differs among countries. The ‘type of interpretation’ variable was used to identify carers’ support needs in 

the included studies regardless of manifest or latent interpretation of data. Results based on a manifest 

interpretation of support needs include studies directly asking about support needs, whereas results based 

on latent interpretation include studies where the results have been subjected to interpretation of the 

underlying meaning to estimate carers’ support needs (90). 

The matrix was tested on three studies before use to ensure its relevance, and two reviewers 

independently extracted data. Extraction of data was continuously discussed, and studies were 

consecutively excluded if identification of non-adherence to eligibility criteria was determined (See 

Appendix 1 in Paper I). 

14.1.5 Synthesis of results   
Extracted data were synthesised using inductive content analysis (91) because it enables condensation of 

the broad information in the studies into categories that describe content in common (90). An inductive 

approach was chosen because no clear overview of carers’ support needs exist, thus the purpose of the 

analysis was to move from specific information in the studies to more general information on carers’ 

support needs by combining information into a larger whole (91,92). The inductive content analysis 

involved three phases: preparation, organising and reporting.  

14.1.5.1 Preparation phase 

All material was read to make sense of the data and to identify units of meaning for analysis. A unit could 

be a word, sentence or a portion of text on a page. However, due to the large quantity of information after 

retrieval of articles to be included in the analysis, a primary focus on units of meaning in the results and 

discussion sections was applied.  
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14.1.5.2 Organising phase 

Firstly, to organise the open coding of data, categories were created using NVIVO 11 

(http://www.qsrinternational.com/nvivo/nvivo-products/nvivo-11-for-windows) by giving meaningful units 

a heading when reading the text (91). While reading the text material, as many headings as necessary were 

generated and categories arose spontaneously, because the same headings were applicable to describe 

information contained in several meaningful units. Secondly, categories were created by grouping the 

headings of the meaningful units into higher order categories that described data belonging to the same 

category, which indicated a comparison with other categories in the data to describe different aspects of 

carers’ support needs. When grouping units into higher order categories, interpretation of data was 

continuously undertaken. Lastly, abstraction was conducted as a process by combining categories into sub-

categories followed by grouping these into generic categories and lastly into main categories. Each category 

was named using content-specific words, and the abstraction process ended when further grouping of 

categories was not possible (see Table 3 Paper I). The steps of creating categories and abstraction were 

carried out by continuous discussion between researchers in the research team. 

14.1.5.3 Reporting phase 

The results of the analysis were presented as a figure to provide an overview of the main categories 

identified describing key concepts of carers’ support needs (Figure 6). This figure enables an immediate 

overview of the results. When reporting the analysis process, trustworthiness was important. Therefore, a 

table illustrating the link between results and data was made to describe the process of generating 

categories (see Table 3 Paper I). Also, citations from the original data in the included studies were used 

when describing the meaning of the created main categories.  

  

http://www.qsrinternational.com/nvivo/nvivo-products/nvivo-11-for-windows
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14.2 Summary of results Study 1 

14.2.1 Selection and characteristics of included studies 
A total of 2748 studies were identified in the search after removal of duplicates. After screening titles and 

abstracts, 303 studies were included for full text reading, and 122 studies were included in the final analysis 

(Figure 5).  

Figure 5 Flowchart of information through the phases of the scoping review 

 

Most of the included studies were primary literature with 61 studies using focus groups or individual 

interviews, 35 studies using a survey design with questionnaires, and 8 studies using a mixed methods 

design. Eighteen studies were secondary literature using a literature review design. The origins of included 

studies were high income countries, with most studies representing European (n=52) and North American 

(n=39) countries. Asian countries (n=10) and Australia (n=13) were also represented. 
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14.2.2 Mapping of carers’ support needs 
A variety of support needs were identified, with the most frequently reported need being information on 

dementia. Also, mental health support was frequently reported. All studies reported more than one 

support need, illustrating the complexity of carers’ support needs. 

14.2.3 Synthesis of carers’ support needs 
The inductive analysis of included studies revealed four main categories of key concepts of support needs. 

Synthesising the results showed that an interaction of needs arising in the context of the carer as opposed 

to the context of the person cared for seems to be present. This may be important when understanding the 

complexity of carers’ support needs, because the full extent of carers’ needs for support may only be 

identified when acknowledging the needs arising from both perspectives and in the interaction between 

them (Figure 6). The four main categories of carers’ support needs are briefly described below:  

1. Support needs related to the carer as a person 

Carers in general state that they pay only little attention to their own needs. However, carers also express a 

need for mental, physical and social support for themselves without considering the needs of the person 

with dementia.  

2. Support needs related to managing being a carer 

Carers describe a need for support to learn how to manage the caring role. For instance, learning how to 

use problem-solving strategies to avoid conflicts in day-to-day care was described as an important area for 

support. 

3. Support needs related to providing care  

Despite carers’ commitment to caring, carers have a need for supportive services and knowledge about 

how to access these. Collaboration with professionals was often requested as well as a need for support 

with financial issues.  

4. Support needs related to knowledge of dementia  

Carers expressed a need for information and knowledge of dementia throughout the progression of 

dementia. Timing of this information was emphasised. 
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Figure 6 Illustration of the four main categories of key concepts of carers’ support needs and the interaction between them (Paper I). 

 

These four categories were consistent across carer types and care settings, but not associated with the 

degree of dependency of the person cared for nor the cultural and socioeconomic context. For further 

elaboration of results, see Paper I. 

15 Study 2 

The objective of the second study was to clarify the specific support needs of carers when caring for a 

person with dementia (Paper II). 

15.1 Method Study 2 

15.1.1 Study design 
The findings from Study 1 indicated that carers’ support needs were dependent on the context of caring. 

Therefore, a qualitative approach based on interpretative epistemology was used to investigate the 

construct of support needs, because this approach does not dictate finding an absolute truth (93). The 

study was designed to empirically describe the phenomenon in a pragmatic way (Cooper and Endacott, 

2007) by asking carers and professionals directly about their understandings of carers’ support needs. This 

design was chosen as previous studies suggest that carers’ support needs may be viewed differently from 

the perspective of carers versus professionals (94,95). Carers find it difficult to articulate their own needs 

(75) and professionals have a tendency to identify carers’ support needs in relation to the needs of the 

person with dementia (96) and their own professional knowledge (7). Thus, the perspectives of carers and 

professionals complement each other when seeking clarity on carers’ support needs. The sequence of 

conducting the interviews in this study was carefully considered to allow the perspectives of carers and 
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professionals to support each other in the data collection process. First, focus groups with professionals 

were conducted, and second, focus groups with carers were conducted, allowing carers to reflect upon the 

perspectives articulated by the professionals and to authenticate their relevance. Last, individual interviews 

were conducted to enable investigation of the more personal and sensitive experiences relevant to support 

needs. 

A rigorous process of collecting and analysing data to answer the research question is described in the 

following. 

15.1.2 Participants 
To ensure identification and selection of participants with knowledge and experience of the phenomenon, 

purposeful sampling was used (97). To obtain an information-rich range in variation of participants, 

predefined inclusion criteria had to be decided from the beginning. Knowledge gained from mapping and 

synthesising literature of carers’ support needs in Study 1 was used to decide the inclusion criteria for the 

current study (see Table 3). Hence, recruitment was conducted in one rural and one urban municipality in 

Denmark. Including participants from both rural and urban settings was important because carers’ support 

needs may be influenced by accessibility to services and availability of specialist providers of health and 

social care (98). Alongside recruiting participants based on experience of the phenomenon, purposeful 

sampling constitutes a pragmatic recruitment strategy that takes into consideration availability and 

willingness of participants who are able to reflect and express themselves (97).   

Table 3 Inclusion criteria for participants in Study 2 

Interview type Inclusion criteria 

Focus groups, professionals Working in dementia social care or health care 

Focus groups, carers ≥ 18 years, provides help on a regular basis because of a personal 

relationship rather than financial compensation to a closely related person 

who has received a dementia diagnosis, able to communicate in Danish 
Individual interviews, carers 

15.1.2.1 Criteria for carers  

Variation was sought among carers with respect to the following criteria: sex, co-habitation, progression of 

dementia and relationship to the person with dementia. These criteria were chosen based on previous 

studies indicate their importance (53,99,100). In particular, carers feeling isolated due to high dependency 

or supervision of the person with dementia has shown to be important of carers’ experience of support 

needs (101). Also, relationship quality may be important for carer motivation, and spouses have been seen 

to experience higher relationship quality and find more meaning in the caring role than other carers (44). 

Carers were recruited by key professionals in each municipality. This strategy was chosen to promote a 
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heterogeneous composition of participants, and because these professionals were in a unique position to 

engage carers who may not have volunteered on their own. An example of this is carers of a person with 

dementia in the later stages of the disease who could be assumed to have less energy to participate in 

research. Therefore, key professionals were asked to prioritise recruitment of carers who may not 

volunteer by themselves.  

15.1.2.2 Criteria for professionals  

Diversity was also sought regarding experience and educational background among professionals. Various 

professions are represented in dementia care with educational backgrounds ranging from upper secondary 

school to a Master’s degree (15,60). The level of education and specialisation within dementia care may 

affect the quality of care and support provided by professionals (60). The different educational experience 

and clinical expertise and knowledge may impact professionals’ views on carers’ support needs. 

15.1.3 Data collection 

15.1.3.1 Settings 

Several factors were considered to ensure the best set-up for conducting the interviews, as carers may find 

themselves in a vulnerable position, and professionals may be hesitant to compromise themselves in front 

of unknown colleagues or a superior. 

Focus groups were held in local meeting facilities in each municipality. Accessibility for participants was 

important, so carers were offered financial compensation for transportation to guarantee their opportunity 

to participate. For professionals, reducing time spent on transportation was important given their busy 

schedules. The focus groups lasted a maximum of 2 hours, which allowed enough time to welcome people 

and for a discussion to evolve naturally without a feeling of time pressure. Coffee, tea and cake were 

offered to create a welcoming and relaxed environment. An experienced moderator (THC) and co-

moderator (HKK) conducted the focus groups. The moderator’s role was to facilitate the discussion and 

make sure that all participants’ voices were heard (102). The role of the co-moderator was to observe the 

discussion, take notes and follow up on issues that were passed over too lightly. 

In the individual interviews, participants had the choice of the interview being conducted in their own 

home or at a local meeting facility. They were given this choice to ensure a feeling of safety in the interview 

setting, because taking part in an individual interview may feel intimidating for some. Interviews were 

conducted by the PhD student (THC). All interviews were recorded and transcribed verbatim afterwards. 

15.1.3.2 Focus groups 

The composition of groups was important. To enable a good group dynamic, eight participants were 

preferred (102,103). However, as few as five participants were deemed enough to constitute a focus group, 
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as a smaller group rather than a larger group can sometimes lead to intense involvement and contribute to 

unique knowledge (103). At least two focus groups of professionals and carers were required to adequately 

sample the complexity of carers’ support needs, respectively. To ensure healthy functioning of the groups 

and a reasonable comparison of issues raised by participants, some segmenting of the group of carers was 

necessary to achieve homogeneity (103). Carers’ ability to see resemblance to their daily life when caring 

for a person with dementia was chosen as an important criterion, and carers were categorised based on 

whether or not they co-habitated with the person with dementia. The daily life of a carer living with a 

person with dementia has obvious restrictions, and carers may more easily recognise themselves in a 

person living a life resembling theirs. 

The strategy of purposive sampling was used for recruitment of carers and professionals, who were 

unfamiliar with one another. This was desired as participants may feel anonymous and speak freely when 

thinking that the information shared is kept confidential from colleagues, family and friends (103). 

15.1.3.3 Individual interviews 

Carers in the individual interviews were identified to complement carer participants in the focus groups. 

Therefore, interview participants were recruited after completion of the focus groups. Also, carers 

reluctant to participate in focus groups were given the opportunity to give expression to their experience of 

carers’ support needs in interviews which ensured more intimate surroundings (102). The adequate 

number of participants was determined by a repeated process of reflections: first, does preliminary analysis 

of focus groups provide sufficient variation of carers’ experience of their support needs to answer the 

research question? Second, do individual interviews contribute as much variation as expected after 

conducting the first three interviews? Due to the specific sampling strategy and that the interviewer was 

experienced in achieving a well-focused interview with a good dialogue, a provisional number of five to ten 

participants was assumed to be enough. However, before finalising the data collection, a preliminary 

analysis was undertaken to consider if the data from the interviews showed adequate relevance and depth 

for the research question (104). 

15.1.3.4 Interview guide 

An interview guide was produced to ensure richness and consistency in the data collection across all 

interviews. The guide functioned as a memory aid that was organised around key topics assisting the 

moderator to facilitate a discussion (103). Through brain-storming (102), the PhD student along with one 

co-supervisor (HKK) formed ideas for how to organise the interviews, so that the guide could be used in the 

context of focus groups and individual interviews (see interview guide in Appendix 1 and Appendix 2). The 

guide was organised into three sections. Firstly, an introductory question where participants were asked to 

present themselves. Secondly, to enrich the discussion in the interviews, an activity of sorting and choosing 
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text cards most important to each participant was chosen (103,105) and thirdly, a final question to close 

the discussion and to give the moderator a sense of what was most important in the discussion. 

The text cards used for discussion of key topics were developed based on the results of the scoping review 

in Study 1 (Paper I). This review of existing knowledge of carers’ support needs provided an overview of 

important topics that should be explored in the interviews. Sixteen cards were produced in accordance 

with the generic categories synthesised in Study 1 (see Table 3 Paper I) including four blank cards to 

encourage participants to generate new topics for discussion (see Appendix 3 for examples of text cards). In 

the activity part of the interview, participants were given 8 minutes to go through the topics described on 

the text cards, remove the cards not important to them and to choose the cards representing the topics 

most important to them. Afterwards, participants were given the chance to elaborate on their choices. In 

the focus groups, the moderator invited participants to engage in the discussion and speak their mind or 

comment on the other participants’ choices. In the individual interviews, the interviewer facilitated 

discussion by asking carers to reflect on multiple perspectives of their choices. 

15.1.4 Data analysis 
Inductive content analysis (91) was used to clarify the specific support needs of carers. This method made it 

possible to condense the various statements of support needs into content-related categories. Choosing 

this approach allows a broad description of the phenomenon of carers’ support needs. Also, no specific 

theory describes carers’ support needs, and an inductive approach allows for a combination of specific data 

into a general statement. Due to the overall aim of developing a questionnaire to assess carers’ support 

needs, manifest interpretation of the content was chosen (90). To generate items in a questionnaire, a clear 

description of the construct to be measured is necessary (2) and preferably, items should be phrased using 

the target population’s own words. By using manifest interpretation, it was possible to stay very close to 

the transcribed text and to describe what carers and professionals actually said about support needs (106). 

When performing inductive content analysis, several phases are undertaken, which are described below.  

15.1.4.1 Preparation 

The transcribed material of all focus groups and individual interviews was chosen as the unit of analysis. A 

thorough reading of all the material to become familiar with the content initiated the groundwork for 

conducting the subsequent phases in the analysis process (91,106).  

15.1.4.2 Organising 

In this phase, open coding, creating categories and abstraction were conducted (91) using NVIVO 11 

(http://www.qsrinternational.com/nvivo/nvivo-products/nvivo-11-for-windows) to help organise the data. 

Firstly, open coding was done by identifying units of meaning in the text and providing them with a heading 

http://www.qsrinternational.com/nvivo/nvivo-products/nvivo-11-for-windows


40 

 

that intuitively described the unit (106). This process was undertaken repeatedly, because as coding 

progressed, new details in the text were recognised, thus calling for an examination of the text more than 

once. Secondly, categories were created by grouping higher orders of headings. When grouping content, 

patterns across all of the material were sought (91), and all data had to fit into at least one group and no 

data were allowed to fit under more than one heading (106). Thirdly, abstraction was conducted by 

generating sub, generic and main categories describing carers’ support needs (for an example of the 

abstraction process, see Table 2, Paper II). Sub-categories were created based on the grouped content and 

further grouped into generic, and finally main, categories. Abstraction continued until additional grouping 

of content no longer made sense and would have detracted from the meaning of the specific category 

(107). The organising phase was conducted in discussion with the main supervisor (HHL) and co-supervisor 

(HKK), although only the PhD student took part in the open coding.  

15.1.4.3 Reporting  

Presenting the results of the content analysis depends on the depth of interpretation of the data (106). 

Summarising the results of the manifest content analysis should explain the categories of support needs at 

a descriptive level, using quotations from the data material (91). Also, an easy overview in tabular form of 

the sub, generic and main categories should be presented (Figure 7) (106). 

15.1.5 Ethical considerations 
The study complied with the General Data Protection Regulations and was registered with the Danish Data 

Protection Agency (2015-57-0016-020a). The study followed the principles of the Declaration of Helsinki 

(108), however in agreement with Danish law, no ethics approval was required (109). All participants gave 

their informed written consent and all information was stored in a secure locker or server, and will be 

destroyed when the study is finished. 

When interviewing carers and professionals, special consideration was given to ensuring the anonymity of 

the people spoken about by the participants. Further, in the focus group and interview situations, it was 

likely that sensitive information could be shared about a person not present, who would not be in a 

position to speak for themselves. Therefore, a respectful and well-intentioned tone was asked of all 

participants at the beginning of the interviews and especially in the focus groups, with participants being 

reminded of this if the tone changed. 

An important consideration before conducting the interviews was that topics might appear about carers’ 

support that participants had not thought of before or been able to express. The process of reflection might 

also cause carers to subsequently request additional care and support from professionals that service 

providers could not fulfil. Therefore, participants were informed when consenting to participate that the 
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aim of this study was only to gather information on carers’ support needs to help improve services for 

carers in the future (see information letter to participants Appendix 4). 

15.2 Summary of results Study 2 
A total of 23 carers and 13 professionals participated in focus groups and individual interviews. For more 

specific details on participants, see Table 3 in Paper II. Inductive content analysis resulted in four main 

categories that clarify carers’ support needs. An overview of the abstraction process from sub- and generic 

categories into main categories can be seen in Figure 7. Below, the main categories are described briefly.  

1. Carers’ support needs in daily life when caring for a person with dementia 

Carers described a need for support to manage issues of care in daily life, especially adjusting to the person 

with dementia needing formal care and their journey of finding ways to ensure the well-being of the person 

with dementia. Also, carers needed continuous knowledge on how to care for the person with dementia. 

2. Carers’ support needs to focus on themselves 

Carers needed support to realise they had their own needs and they needed someone to force them into 

talking about difficult issues, otherwise they would be left alone to deal with these. 

3. Carers’ support needs to maintain own well-being 

Carers needed support to focus on positive experiences. They needed support to organise activities to 

maintain a good relationship with the person with dementia and initiate activities focusing on their own 

emotional and physical well-being. 

4. Carers’ support needs to communicate and interact with the surroundings 

Carers expressed a need for support from close family and friends, especially to be reassured regarding 

decisions made about the person with dementia. Also, communication and accessibility of professionals 

was important for carers to feel supported in the caring role. 
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Figure 7 Sub, generic and main categories of carers’ support needs identified in focus groups and individual interviews with carers 
and professionals in Study 2 (see Paper II) 

 

To reflect on whether the identified needs provide a comprehensive description of carers’ support needs 

including the complexity implied by the results of Study 1, the International Classification of Functioning, 

Disability and Health (ICF) (3) founded in the biopsychosocial model (86) was used. The ICF framework 

categorises physical, psychological and social aspects of health and functioning (110,111), and explains an 

interaction between components of functioning and contextual factors (the ICF model can be seen in 

Appendix 5). Linking the categories found in this study to the ICF was possible (see Figure 8), which may 

suggest that categories could be used as a comprehensive conceptual framework when developing items in 

an instrument to assess carers’ support needs. For further elaboration of the results, see Paper II. 
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Figure 8 Linking main and generic categories found in Study 2 to the ICF framework (Paper II) 

 

16 Study 3 

The objective of the third study was to develop items in a questionnaire to assess carers’ support needs and 

to test the structural validity of the questionnaire (Paper III). 

16.1 Method Study 3 

16.1.1 Study design 
This study used a PROM development design, combining quantitative and qualitative methods to ensure 

high quality of the developed questionnaire’s measurement properties (2).  

16.1.2 Conceptual model 
The biopsychosocial model was used as a theoretical model to describe carers’ support needs consisting of 

physical, psychological and social aspects (85). The biopsychosocial model has a systemic approach which 

entails recognising the specific support need as part of a larger whole of various problems affecting a per-

son’s need for support in order to maintain physical, psychological and social well-being and health (112). 

Figure 9 Conceptual model to understand how different aspects of support needs are related. Model inspired by Engel (85). 
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Also, this conceptual model defines that the construct to be measured is multi-dimensional and support 

needs are reflected in the items (2).  

16.1.3 Development process 
Developing an instrument based on this conceptual model was an iterative process, because evaluation and 

adaptation of items were ongoing. The developmental steps have been described by de Vet et al. (see 

Figure 3) (2), and the methods used in Study 3 follow these recommendations. To give an overview of the 

various steps of development, Figure 10 presents the different versions of DeCANT in connection with the 

different methods used for evaluation and adaptation.   

Figure 10 Overview of the various steps of evaluation and adaptation when developing the DeCANT 

 

16.1.4 Item generation 
Items were generated based on knowledge of carers’ support needs identified in the scoping review in 

Study 1 and interviews with carers and professionals in Study 2. Information on carers’ support needs from 

existing questionnaires was also included. The process started with formulating questions covering the 

support needs identified in sub-categories in Study 2 (see Figure 7). This process was chosen to allow the 

subjective view of carers’ support needs to be reflected as much as possible in the items. After this process, 

results of the scoping review were scrutinised to check whether any important topics were left out. Also, 

items in existing instruments were evaluated to ensure coverage of the developed items. Existing 

instruments on carers’ needs were identified through searching the literature in the electronic databases: 

CINAHL Complete, PubMed via MEDLINE and EMBASE via Ovid and a hand search of governmental and 

special interest organisations’ publications, emphasising results and recommendations from systematic 

reviews already conducted in the past 5 years. 
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After developing the initial item pool, these were discussed in the project team consisting of the PhD 

student (THC) and her supervisors (HHL, HKK, KAR). The supervisors were given the opportunity to 

comment on items in writing before meeting to discuss comprehensiveness, relevance and 

comprehensibility. Only items reaching consensus were retained, and ambiguous items were clarified. 

Item formulation was targeted at the carer population, reflecting the words used by the carers and 

avoiding professional language (2,113). The same introductory phrase and response options were used for 

all items. Considering the setting for use, items had to be formulated in a way that would be acceptable to 

professionals too, especially considering that response options should provide information that may inform 

assessment of carers’ needs for supportive services. An ordinal scale of categories was therefore 

considered useful to capture both the individual experience and a rating of severity (2). Assuming multi-

dimensionality of the instrument to be developed, only a profile of carers’ support needs summing one 

score per dimension would be appropriate, due to the choice of using an ordinal scale. 

16.1.5 Pilot-testing 
Pilot-testing entails testing comprehensibility, relevance and acceptability of the new instrument among 

the target population. Feasibility as to the difficulty and length of the questionnaire should also be tested 

(2). Pilot-testing provides important information to identify aspects that need adjusting in the 

questionnaire to ensure that it will be applicable in health and social care contexts. 

16.1.5.1 Pilot test 1: Expert panel 

The first draft of DeCANT was tested using the content validity index (CVI) by asking an expert panel to 

evaluate relevance, comprehensiveness and comprehensibility (114,115). This evaluation provides 

information which can be used to reduce the number and adjust formulation of items. Also, information on 

feasibility in the settings for use is possible. 

16.1.5.1.1 Settings 

Representing as many perspectives as possible, participants were sought from among informal dementia 

carers and professionals in both primary and secondary health care, nongovernmental organisations. 

Carers with particular interest in reflecting on their carer role were sought from the participants in Study 2. 

Professionals were considered experts within their field, working with specific problems related to 

dementia health and social care, including collaboration with carers. Experts with different professional 

backgrounds were desirable in order to get a variety of perspectives on carers’ support needs. 

16.1.5.1.2 Participants 

A pragmatic approach was undertaken to recruit experts from the networks of the PhD student and 

supervisors. A minimum of three and up to 10 experts are recommended to be recruited based on specific 
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criteria about who qualifies as an expert or member of the expert panel (115). Four categories of experts 

were identified, and at least one participant representing each expert category was required. Criteria for 

each category were:  

- Informal dementia carers: A person who provides help on a regular basis because of a personal 

relationship rather than financial compensation to a person with dementia, able to communicate in Danish, 

and >18 years old. 

- Nongovernmental organisations: An experienced specialist who works to protect the interests and rights 

of people with dementia and their carers. 

- Primary health care: A professional attending to the health needs of people with dementia and carers 

through promotive, protective, preventive, curative, rehabilitative and palliative efforts in the local setting 

of a municipality (116).  

- Secondary health care: A professional attending to the specialised health needs of people with dementia 

and carers in the setting of a dementia outpatient clinic or hospital (117). 

16.1.5.1.3 Data collection 

An email was sent to each expert encouraging them to give suggestions for improvement. The experts 

evaluated relevance, comprehensiveness and comprehensibility of the items on a scale ranging from 1=’Not 

relevant’ to 4=’Highly relevant’ (118,119) independently. 

16.1.5.1.4 Analysis 

Experts’ scores for each item were dichotomised as relevant (ratings 3-4) or not relevant (ratings 1-2). An 

Item content validity index (I-CVI) was calculated for each item by summing the dichotomised scores. The 

proportion of experts in agreement was calculated and kappa statistics were used to measure agreement 

(118). Criteria for evaluation of agreement followed the recommendations of Fleiss et al. (120). Items with 

kappa below 0.75 were considered for removal or adjustment (also see Paper III). 

16.1.5.2 Pilot test 2: Target population 

Cognitive interviews were used to test how the target population responded to DeCANT and if any 

adjustments were necessary, as seen from the personal and subjective perspective of carers (114). 

16.1.5.2.1 Settings 

All participants were recruited through key professionals in primary and secondary health care who had a 

professional relationship with the person cared for. Carers were therefore known to the system because of 

the person with dementia. 
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16.1.5.2.2 Participants 

Purposive sampling (97,121) of carers was used based on the same criteria as for carers in Study 2. A 

minimum of ten participants was necessary to be able to interpret on face and content validity (114). 

16.1.5.2.3 Data collection 

Interviews were conducted using a combination of verbal probing and Think-Aloud method (2,114). 

Participants were asked to think aloud while filling out DeCANT. The interviewer was not allowed to 

comment or help. Probing questions were subsequently asked regarding comprehensibility, relevance, 

completeness, acceptability and feasibility. A semi-structured interview guide was prepared to ensure that 

specific issues were talked about e.g. if the introduction was relevant and comprehensible and if some 

words were too technical/professional. At this point in the development process, it was also possible to 

investigate the meaning of any discrepancies between the findings in the scoping review in Study 1 and the 

focus groups and individual interviews in Study 2 regarding comprehensiveness of the items. All interviews 

were audio-recorded. 

16.1.5.2.4 Analysis 

Interpretation of the data was carried out using deductive content analysis (90,91). Using a deductive 

approach entailed categorisation of collected data into predefined categories to investigate face and 

content validity of DeCANT. A categorisation matrix (see Table 4) was developed to code the data based on 

the key elements of content validity (122). Only content fitting the matrix was included in the analysis (91). 

Table 4 Categorisation matrix used for coding of data in the cognitive interviews with carers 

 Comprehensibility  Relevance  Comprehensiveness 

What do carers think is important to ensure 
that DeCANT is an adequate reflection of 
carers’ support needs? 

   

Based on the results of the deductive analysis, items were adjusted in discussion between the PhD student 

and her supervisors. Emphasis was put on carer’s personal and subjective views of what was important. 

16.1.5.2.5 Ethical considerations 

All interviews were carried out by an experienced interviewer (THC) in the safe environment of their 

homes. Also, the interviewer made sure that carers knew whom to contact if questions arose as a result of 

the interview. Interviews were conducted according to the Declaration of Helsinki (108), and participants 

gave their informed written consent before participating. Data collection and management were conducted 

in accordance with the General Data Protection Regulations and registered at the Danish Data Protection 

Agency (2015-57-0016-020a). In agreement with Danish law, no ethics approval was required (109).  
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16.1.5.3 Pilot test 3: Electronic distribution 

A third pilot test was conducted to ensure feasibility of electronic distribution, because DeCANT was only 

tested on paper in Pilot Test 2. Distribution of DeCANT using an electronic platform will become relevant in 

the following field-test study requiring a larger sample. Also, it may be relevant when used in future health 

and social care due to its ease of use. 

16.1.5.3.1 Settings 

Electronic pilot-testing was conducted in the general population to investigate whether it was feasible to fill 

in DeCANT in digital form using various private electronic devices such as smart phones, tablets and 

computers. 

16.1.5.3.2 Participants 

Purposeful sampling (97,121) (resembling convenience sampling) in the PhD student’s network was 

conducted, representing different types of digital users based on the following criteria: age range (young to 

old), educational background (short to long) and use of electronic device (smart phone, tablet or 

computer). A minimum of 10 tests was desirable to be able to identify any technical challenges or issues of 

comprehension. 

16.1.5.3.3 Data collection 

An email with a link to DeCANT in digital form was sent using REDCap electronic data capture hosted by the 

Odense Patient data Explorative Network (OPEN), Odense University Hospital, Odense, Denmark (123,124). 

Participants were given written instructions to fill in DeCANT and comment in free text their thoughts on its 

comprehensibility and feasibility. If participants expressed any problems, a follow-up telephone interview 

was conducted. 

16.1.5.3.4 Analysis 

Registration of successful responses were tracked and frequency distribution was calculated. Qualitative 

analysis of written comments was conducted following the same rigorous data analysis process as 

described in Pilot Test 2 (91). Findings pointing to needed adjustments of DeCANT were implemented 

before field-testing. 

16.1.6 Field-testing 
Based on evaluation and adjustment of DeCANT in the previous pilot tests, a field-test was carried out to 

reduce the number of items and to examine structural validity of the instrument. 

16.1.6.1.1 Settings  

The field-test was carried out with carers of a person with dementia across several municipalities in 

Denmark in association with a broad range of primary and secondary health and social care services, as well 
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as carers with no association with formal care. Therefore, carers, both known and unknown to the health 

and social care system, were included. 

16.1.6.1.2 Participants 

An a priori sample size for the factor analysis was determined based on a recommendation of seven cases 

per item and a minimum of 100 participants (2). A strategy of purposeful sampling (97,121) was used to 

achieve a heterogeneous composition of carers. The inclusion criteria were the same as for carers in Study 

2 and Pilot Test 2. Carers were recruited by key professionals in nine municipalities and one dementia clinic 

at a hospital. Also, social media were used to connect with carers outside the formal care system. 

16.1.6.1.3 Data collection 

All participants were given information about the survey by telephone or email. Each participant could 

choose between answering the survey by mail or email. Paper-based surveys were managed manually by 

the PhD student and a research assistant. Participants were contacted by email or telephone after 4 to 6 

weeks if a response was not received. REDCap electronic data capture hosted by OPEN, Odense University 

Hospital, Odense, Denmark (123,124) was used for distribution of the survey in digital form, data 

management, and entry of data in both paper and digital form. 

16.1.6.1.3.1 Instruments 

DeCANT was distributed in a 42-item version (see Appendix 6). Items were organised into four domains as 

described in the results section of Study 2 measuring support needs in relation to 1) Carers’ support needs 

in daily life when caring for a person with dementia, 2) Carers’ support needs to focus on themselves, 3) 

Carers’ support needs to maintain own well-being and 4) Carers’ support needs to communicate and 

interact with the surroundings (Paper II). Items within each domain were scored on an ordinal scale of ‘No’ 

representing the value 0, ‘Yes, a little more’ representing the value 1, ‘Yes, quite a bit more’ representing 

the value 2 and ‘Yes, very much more’ representing the value 3. 

Information on participant characteristics relevant to describe the context of caring were collected in 

relation to the carer and the person cared for. Therefore, background characteristics on carers such as age, 

sex, relationship with the person with dementia, educational background, employment, and cohabitation 

status were registered. Also, information on type of dementia, time of diagnosis and use of formal services 

in the person cared for were registered. 

The 12-item Short Form Health Survey (SF-12) was used to measure carers’ general health and well-being. 

The SF-12 was chosen because it is a short and frequently used instrument in health care research and has 

been validated for use in a Danish context (125). It consists of eight domains measuring physical 

functioning, physical role, bodily pain, general health, vitality, social functioning, emotional role, and 
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mental health. A summary of physical (PCS) and mental health (MCS) components can be calculated as T-

scores ranging from 0-100 with 100 reflecting better health.  

The Barthel-20 Index (Barthel-20) (126) was used to screen the person with dementia’s self-care and 

mobility skills in ADL by carers’ proxy response. Barthel-20 consists of 10 items, it is easy to administer and 

has been used widely as a clinical measure of disability (127). It is scored on a 0-20 scale with 20 

demonstrating high independence in ADL. Although, Barthel-20 has not been specifically developed for 

people with cognitive impairment, it has previously been used for proxy rating of self-care and mobility in 

dementia research (127,128). Also, Barthel-20 has previously been used in Danish health care setting 

similar to the context of this study (129).  

The Neuropsychiatric Inventory (NPI-Q) is used to measure cognitive and functional decline in a person with 

dementia. The NPI-Q has been developed for use in clinical practice of dementia to assess neuropsychiatric 

symptoms and caregiver distress (130), and has been validated for use in a Danish context (131). The NPI-Q 

consists of 10 items asking about the person with dementia’s neuropsychiatric symptoms and carers had to 

first rate the severity of symptoms and next their own distress caused by that. Severity is scored from 0-36 

with 36 as high severity. Distress is scored from 0-60 with 60 as high distress. 

Both Barthel-20 and NPI-Q contain questions using technical health terms such as ‘klysma’ in Danish 

meaning laxative in English or ‘agitation’ in Danish meaning the same in English. However, these words are 

not commonly used in the Danish language. Therefore, a pilot test of these questionnaires was conducted 

in a small sample of five Danish carers using a convenience sampling strategy. Carers filled in Barthel-20 

and NPI-Q and were interviewed afterwards about comprehension and if any problems presented. Findings 

demonstrated that only a few words needed to be explained, because the context of questions using 

technical terms was self-explanatory. 

16.1.6.1.4 Data analysis  

16.1.6.1.4.1 Descriptive statistics 

Statistical analyses of participant characteristics were carried out with a descriptive purpose. Frequencies, 

frequency distributions, mean, median, standard deviation (SD) and interquartile range were calculated for 

categorical and numerical variables.  

16.1.6.1.4.2 Item score distribution 

To evaluate information quality, item score distribution of response frequencies was inspected at an item 

level. Items with a large proportion of participants choosing the same response option were considered for 

redundancy, because this may suggest less discriminative power (2).  
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16.1.6.1.4.3 Partial inter-item correlation 

To promote retention of unambiguous items, partial inter-item correlations were investigated. Even though 

correlation between items was expected in a reflective model, partial correlation should be avoided 

(2,132). Item pairs with partial correlation above 0.3 were inspected (133,134), and items were removed if 

content was overlapping. 

16.1.6.1.4.4 Confirmatory Factor Analysis 

To examine structural validity of DeCANT, a total of three four-factor models were hypothesised using 

confirmatory factor analysis.  

16.1.6.1.4.4.1 Model 1 

Four main categories of carers’ support needs derived through inductive analysis in Study 2 were used to 

hypothesise a four-factor model: Factor 1) Communicating and interacting with surroundings, Factor 2) 

Daily life when caring for a person with dementia, Factor 3) Maintaining own well-being and Factor 4) 

Focusing on themselves (see Table 5). 

16.1.6.1.4.4.2 Model 2 

As suggested in Study 2, the International Classification of Functioning (ICF) (3) was used as a framework to 

hypothesise a four-factor model. Using linking rules described by Cieza et al. (111), items were categorised 

into a first-level ICF category: Factor 1) Environmental factors, Factor 2) Activity and participation 

component, Factor 3) Personal factors, and Factor 4) Body structure and function component (see Table 5). 

Three experienced researchers (including the PhD student THC and supervisor HKK) in using the ICF as a 

theoretical framework to organise information on physical, biological and social aspect of an individual’s 

health and well-being, independently coded items to the ICF. Coding was not concluded until consensus 

was reached. 

16.1.6.1.4.4.3 Model 3 

A predefined theoretical framework describing dimensionality of carers’ support needs could likely be a 

stronger model from the beginning when performing CFA (2). Further, in Classical Test Theory, local 

independence is implicitly assumed (135). Consequently, an inaccurate model may be hypothesised, and it 

was checked if the assumption of local independence was fulfilled. If it was not, the corresponding items 

were allowed to correlate to take this local dependence into account, resulting in a third model (see Table 

5). 
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Table 5 Hypothesised models in the confirmatory factor analysis of DeCANT 

 Factor 1 Factor 2 Factor 3 Factor 4 

Model 1: based on four main 

categories derived in Study 2 

i33, i37, i38, i41, i42  i1, i3, i4, i6, i9 i22, i23, i24, i26, i27, 

i28, i30, i31, i32 

i12, i13, i16, i18, i19, 

i21 

Model 2: Based on the ICF 

framework 

i1, i21, i22, i26, i33, 

i37, i38, i41, i42 

i3, i4, i6, i23, i28, 

i30, i31, i32 

i9, i12, i13, i27 i16, i18, i19, i24 

Model 3: Post hoc analysis 

of Model 2 

i1*1, i21, i22*1, i26, 

i33, i37, i38, i41*2, 

i42*2  

i3, i4, i6, i23, i28, 

i30, i31, i32 

i9, i12, i13, i27 i16*3,4, i18*3, i19*4, 

i24 

Note Three models were hypothesised in the field-test. Model 1 is based on a framework of support needs derived from inductive 

analysis. Model 2 is based on linking items to the ICF framework. Model 3 is based on post hoc analysis of Model 2 including four 

instances of possible local dependence between items marked with *accompanied by a number to demonstrate that correlation 

between these specific items was allowed in the hypothesised Model 3: Post hoc analysis of Model 2. 

To assess the fit of the hypothesised model, Weighted Least Square Mean and Variance (WLSMV) 

estimation (136) was used in CFA, because all items were categorical. To evaluate goodness of fit of the 

models to the data, the following five criteria were used: the chi-squared test (χ2) including degrees of 

freedom (df) and p-values, the weighted root mean residual (WRMR), the root mean square error of 

approximation (RMSEA), the Tucker-Lewis index (TLI) and the Comparative Fit index (CFI) (137). Schreiber et 

al.’s guidelines to indicate a close model fit for categorical data were followed: χ2 with non-significant p-

values, WRMR < 0.90, RMSEA < 0.06, TLI > 0.95, CFI> 0.95 (137). Local dependence was examined by 

calculating partial correlations (138). The same criterion, as with the previous examination of partial inter-

item correlations of partial correlation between item pairs exceeding 0.3, was used to indicate possible 

local dependence (133). Also, modification indices and standardised residuals were looked at to see if any 

improvements to the estimated model were indicated (113,137). Data were analysed with Stata 15 IC 

(StataCorp, College Station, TX, USA), RUMM2030 (RuMM Laboratory P/L, Duncraig WA, Australia) and 

Mplus version 7.0 (136). 

16.2 Summary of results Study 3 

16.2.1 Item generation 
An initial item pool of 63 items was generated based on knowledge of carers’ support needs identified in 

Study 1, Study 2 and existing carer instruments (CNA-D, CANE, JHDCNA, CareNap-D). Considering the 

importance of a person-centered approach to understand carers’ support needs, knowledge from 

interviews guided the phrasing and structure of items.  

Items were discussed in the project team where consensus was sought as to which items should be 

retained, revised or removed. Examples of issues discussed for adjustment were: harmonising of concepts 

used e.g. care worker (in Danish: fagperson) or professional (in Danish: professionel), avoid negatively 
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charged words such as burden (in Danish: belastning) and replace technical terms such as communicate (in 

Danish: kommunikere) with speak (in Danish: tale). As a result of the discussion, 10 items were removed 

because several items asked about the same support need e.g. the item ‘Do you have a need for support to 

get respite from everyday caring?’ was similar to the item ‘Do you have a need for support to get a day 

off?’. Thus, a pool of 53 items were left for further testing. See Appendix 7 for a full overview of the item 

generation process. In addition to the project team’s discussion of language, a language expert was 

consulted to ensure correct grammar and unambiguous use of language in items.  

Along with item generation, an introduction to guide carers filling in DeCANT was produced. Emphasis was 

put on the introduction being short, the purpose of DeCANT explained, and how questions should be 

answered. Also, response categories in an ordinal scale were developed. The categories were ‘No (not 

relevant/ need met’, ‘Yes, a little more’, ‘Yes, quite a bit more’ and ‘Yes, very much more’. 

16.2.2 Pilot test 1 
Eight experts contributed to CVI testing of DeCANT (Table 6). Following discussion in the project team, 11 

items were removed based on experts’ comments and I-CVIs resulting in kappa below 0.75. For further 

elaboration, see Paper III and Appendix 1 in Paper III. 

Table 6 Characteristics of expert panel participants for the Content Validity Index (CVI) 

Participants Sex Care setting 

Carer to a wife with Alzheimer’s Male Home-dwelling 

Consultant  Female Non-Governmental Organisation in dementia care 

Nurse female  Primary care 

Psychologist female  Primary care 

Physiotherapist Female Primary care 

Nurse Female Hospital 

Doctor Male Hospital 

Occupational therapist Female Researcher in dementia care 

16.2.3 Pilot test 2 
Based on cognitive interviews with 12 carers of people with dementia (Table 7), the remaining 42 items 

were evaluated and wording of items was adjusted to their preferences to ensure comprehensibility (see 

Appendix 7). Participants did not think any items were redundant or that any items were missing. In fact, 

carers independently expressed that items represented important support needs, demonstrating a high 

degree of relevance and completeness of the items. Further, they expressed that DeCANT should only be 

administered if professionals were to follow up on identified support needs, because of thought-provoking 

and sensitive content in items (for details, see Paper III). 
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Table 7 Characteristics of participants in cognitive interviews 

Relation to the person with 
dementia 

Residence of the person with 
dementia 

Sex Age Education 

Brother Living at home Male 55 Secondary education 

Brother Nursing home Male 59 Secondary education 

Daughter Nursing home Female 42 Higher education 

Daughter Nursing home Female 69 Higher education 

Daughter  Deceased Female 35 Secondary education 

Husband Nursing home Male 79 Higher education 

Wife Living at home Female 70 Secondary education 

Wife Living at home Female 67 Elementary education 

Wife  Nursing home Female 72 Higher education 

Wife  Nursing home Female 77 Elementary education 

Wife Deceased Female 73 Secondary education 

Ex wife Living at home Female 56 Higher education 

16.2.4 Pilot test 3 
Electronic testing of DeCANT in digital form was conducted using 10 different devices by seven participants 

(Table 8). Having to fill in DeCANT as a self-reported instrument in digital form did not cause any problems. 

Some participants pointed out that it was helpful that a warning was given when a response was missed. 

This was especially useful when using a device with a small screen, because they had to scroll through the 

page. The digital layout did not cause any problems when using DeCANT on different devices. 

Table 8 Characteristics of participants in pilot test of electronic distribution 

Type of electronic device Sex Age Education Carer (Yes/No) 

   Computer Male 52 Higher education No 

   Computer Female 69 Secondary education No 

   Computer Male 56 Higher education Yes 

   Tablet Male 72 Secondary education No 

   Tablet and computer Male 39 Higher education Yes 

   Computer and smart phone Male 64 Higher education Yes 

   Computer and smart phone Female 40 Higher education Yes 
 

16.2.5 Field-test 

16.2.5.1 Descriptive statistics 

In total, 434 carers were contacted by email or telephone and invited to participate. Three hundred and 

one carers filled in the survey, giving a response rate of 69%. Data were collected from February 1st 2018 to 

October 31st 2018. Most respondents were female (78.41%), not co-habitating with the person with 

dementia (55.81%) and had a family relationship with the person cared for (95%) (Table 9). Regarding non-

respondents, only contact information was available to describe this population (Table 10). Thus, 28.57 % 

of non-respondents were male, which resembles the frequency distribution of sex in the population of 

respondents (Table 9). However, when conducting random checks by calling or emailing non-respondents 
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asking why they did not participate, the following reasons were mentioned: I have forgotten it, I have been 

busy at work, I do not have the energy, or the person with dementia had deceased.  

Table 9 Demographic characteristics of participants in the field-testing phase (n=301) 

Variable 
  

Sex (female), n (%)  236 (78.41) 

Age (years), mean (min-max) 61,7 (23-95) 

Relation to person with dementia, N (%) 
  

     Spouse/partner 161 (53.67) 

     Child 123 (41.00) 

     Sibling 2 (0.67) 

     Other 14 (4.67) 

Education, n (%)  
  

     Elementary education 21 (7.22) 

     Secondary education 112 (38.49) 

     Higher education 139 (47.77) 

     Other 19 (6.53) 

Employment, n (%)  
  

     Paid employment 121 (40.88) 

     Unemployed/retired 161 (54.39) 

     Other (e.g. sick leave) 14 (4.73) 

Residential care status, n (%)  
  

     Co-resident with person with dementia 128 (42.52) 

     Resides away from person with dementia 168 (55.81) 

Living in the same municipality, n (%) 
  

     Same municipality 212 (70.90) 

     Different municipalities 87 (29.10) 

SF-12 carer, mean (SD) 
  

     Physical health component 49.49 (11.29) 

     Mental health component 44.43 (12.59) 

Diagnosis of person with dementia, n (%)  
  

     Alzheimer's 198 (67.35) 

     Frontotemporal dementia 17 (5.78) 

     Lewy Body dementia 14 (4.76) 

     Vascular dementia 13 (4.42) 

     Mixed dementia diagnosis 14 (4.76) 

     Other 23 (7.82) 

     Don't know 15 (5.10) 

Barthel-20 person with dementia, median (IQR*) 18 (6) 

NPI-Q, median (IQR) 
  

     Severity 6 (7) 

     Distress 7 (10) 

Impact of dementia rated by carer, n (%) 
  

     None 3 (1.01) 

     Low 34 (11.45) 

     Moderate 153 (51.52) 

     Severe 100 (33.67) 

     Don't know 7 (2.36) 

* IQR, interquartile range 
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Table 10 Characteristics of non-respondents in the field-test (n=133) 

Variable   

Place of recruitment, n (%)   

     Aarhus 3 (2,26) 

     Danish Alzheimer Association 1 (0,75) 

     Hedensted 1 (0,75) 

     Langeland 0 (0,00) 

     Middelfart 11 (8,27) 

     Næstved 2 (1,50) 

     Odense 24 (18,05) 

     Social media 45 (33,83) 

     Svendborg 13 (9,77) 

     Sønderborg 16 (12,03) 

     Varde 0 (0,75) 

Sex, n (%) 
 

 

     Male 38 (28,57) 

     Female 95 (71,43) 

 

16.2.5.2 Item score distribution 

In general, all response categories were used and only up to three responses were missing per item (see 

Table 2 in Paper III). A right-skewed distribution of responses was seen in most items indicating that the 

support need was small, not relevant or it had already been met. However, three items (i24, i29, i39) had 

items of participants choosing the same response two out of three times resulting in a very large right-

skewed distribution. 

16.2.5.3 Partial Inter-Item Correlation 

Forty-one item pairs had high partial inter-item correlation (>0.3). In combination with findings from 

cognitive interviews and examination of item score distribution, this information was used to evaluate 

items and ensure each item provided important information on carers’ support needs. Consequently, 17 

items were removed (i2, i5, i7, i8, i10, i11, i14, i15, i17, i29, i25, i29, i34, i35, i36, i39 and i40) resulting in a 

25-item version of DeCANT. 

16.2.5.4 Confirmatory Factor Analysis  

CFA was used to investigate factor structure of DeCANT. Fit indices of Models 1 and 2 both suggest a 

moderate fit to each hypothesised four-factor model (see Table 11). Post hoc analysis of Model 2 using test 

for possible local dependence revealed that this was present for four item pairs (i1 and i22, i16 and 18, i16 

and i19, i41 and i42). Therefore, these items were allowed to correlate in Model 3. Compared to Models 1 

and 2, Model 3 demonstrated some improvement in all fit indices (see Table 11). Factor loadings ranged 

between 0.502 and 0.870 (Model 1), 0.467 and 0.922 (Model 2) and 0.467 and 0.909 (Model 3) (see Table 

12). Inspection of modification indices and standardised residuals did not give rise to any adjustments of 

the analysed models. For further elaboration of results of CFA, see Paper III. 
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Table 11 CFA fit indices for the analysed models, (n=298) 

 Chi-squared 
(χ2) 

Degrees of 
Freedom 

P-Value                   RMSEA  
(90% C.I.) 

Probability 
RMSEA <= .05 

CFI TLI WRMR 

Model 1: Four factor model 
based on inductive categories 

833.447 269 <0.001 0.083  
(0.077-0.090) 

0.000 0.934 0.927 1.342 

Model 2: Four factor model 
based on ICF framework 

851.985 270 <0.001 0.084  
(0.078-0.091) 

0.000 0.932 0.925 1.393 

Model 3: Post hoc analysis of 
Model 2 

775.170 266 <0.001 0.073  
(0.068- 0.079) 

0.000 0.946 0.938 1.265 

 

Table 12 Factor loadings of items in the three hypothesised models 

Model 1: Four-factor model based on 
inductive categories 

Model 2: Four-factor model based on 
ICF framework 

 Model 3: Post hoc analysis of Model 2 

 
 

Item Factor 
loading 

  Item Factor 
loading 

  Item Factor 
loading 

Factor 1 i1 0.792  Factor 1 i1 0.774  Factor 1 i1 0.751 

i3 0.502  i21 0.774  i21 0.770 

i4 0.711  i22 0.767  i22 0.743 

i6 0.724  i26 0.670  i26 0.667 

i9 0.675  i33 0.710  i33 0.705 

Factor 2 i12 0.755  i37 0.664  i37 0.660 

i13 0.870  i38 0.639  i38 0.636 

i16 0.833  i41 0.696  i41 0.662 

i18 0.834  i42 0.598  i42 0.542 

i19 0.824  Factor 2 i3 0.467  Factor 2 i3 0.467 

i21 0.748  i4 0.664  i4 0.664 

Factor 3 i22 0.733  i6 0.673  i6 0.673 

i23 0.809  i23 0.807  i23 0.807 

i24 0.697  i28 0.759  i28 0.759 

i26 0.637  i30 0.690  i30 0.690 

i27 0.817  i31 0.808  i31 0.808 

i28 0.761  i32 0.715  i32 0.715 

i30 0.693  Factor 3 i9 0.634  Factor 3 i9 0.635 

i31 0.810  i12 0.743  i12 0.743 

i32 0.718  i13 0.859  i13 0.859 

Factor 4 i33 0.799  i27 0.818  i27 0.818 

i37 0.745  Factor 4 i16 0.922  Factor 4 i16 0.909 

i38 0.719  i18 0.865  i18 0.859 

i41 0.791  i19 0.854  i19 0.845 

i42 0.673  i24 0.746  i24 0.743 
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17 Discussion  

A questionnaire - the Dementia Carer Assessment of support Needs Tool (DeCANT) - to assess the support 

needed by carers of people with dementia was developed with specific focus on content and structural 

validity. The DeCANT was developed based on three studies in this thesis. For this discussion, firstly, a brief 

summary of the results of Studies 1-3 is presented. Secondly, the results are discussed with a focus on how 

to acquire a better understanding of carers’ support needs and how to enable assessment of these. Lastly, 

overall methodological considerations are presented and the strengths and limitations of each study are 

discussed.  

In Study 1, a scoping review revealed much knowledge about carers’ support needs, which was produced 

using various methodologies and levels of interpretation of data. This indicates that a comprehensive 

overview of carers’ support needs is possible to achieve. A synthesis of knowledge demonstrated four 

overarching categories of support needs important to carers, originating from either the perspective of the 

carer or the person cared for. The results of Study 1 were used to plan data collection in Study 2 and 

develop and test the questionnaire in Study 3. 

In Study 2, interviews with carers and professionals showed that carers’ support needs emerge in the 

context of caring and were independent of the relationship between the carer and the person with 

dementia, and the carer’s cohabitation status and sex. Four main categories of carers’ support needs were 

clarified, and it was possible to link these categories to the ICF framework, which explains the interaction 

between physical, psychological and social components of caring and contextual factors. The results of this 

study were therefore used in Study 3 to generate items and to hypothesise models for structuring items in 

a questionnaire to assess carers’ support needs. 

In Study 3, an initial pool of 63 items was generated in discussion between the PhD student and her 

supervisors, based on the results of Studies 1 and 2 and existing carer instruments. Iterative pilot and field-

testing among carers and professionals resulted in a 25-item version of DeCANT. Testing for structural 

validity showed a moderate fit of a hypothesised four-factor model based on the ICF framework. 

17.1 Carers’ support needs  
A clear definition of the construct of carers’ support needs does not exist. However, several studies have 

investigated and explained carers’ support needs, and a comprehensive overview of carers’ support needs 

may be within reach, because identified support needs are similar across settings, carer types and 

dementia diagnosis (Paper I). To understand the construct of support needs, Bradshaw’s theoretical 

framework has been used in this thesis to clarify different ways of expressing need for support (7). Within 
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this framework, it is recognised that carers’ and professionals’ understanding of support needs may differ. 

To develop a definition of carers’ support needs usable in dementia care, integrating different perspectives 

of needs is therefore preferable. Three positions of support needs were suggested: the carer, the person 

with dementia and the interaction between them (Paper I). Professionals may be more prepared to identify 

these needs in relation to the person with dementia due to their normative thinking of needs and context 

of dementia care (7). A mismatch between the supportive services offered by professionals, and the 

support needed by carers thus exists. Furthermore, even when supportive services are offered, carers often 

do not utilise these, because they fail to meet carers’ individual demands for support (139). A demand can 

be seen as carers’ expressing their felt needs (7). In contrast, supplied services are more likely to be based 

on a comparison of what carers in a similar situation have needed in combination with professionals’ 

normative judgement of what is needed (75). If professionals are not mindful of this mismatch, effective 

supportive services may not be achievable (139,140). However, a needs assessment is not easily 

undertaken, because a universal definition of carers’ support needs does not exist. To assess carers’ 

support needs though, it may be useful to identify support needs based on what might actually help the 

carer in the specific context of caring. Therefore, to enable targeted supportive services, a needs 

assessment has to reflect a joint understanding of carers’ support needs that incorporates carers’ 

subjective felt and expressed needs, the context of caring, as well as professionals’ objective normative and 

comparative assumptions of needs. 

17.1.1 Identifying carers’ support needs 
Carers express having support needs of their own, but they have difficulty realising it. Carers neglect their 

own health and well-being, because they are so caught up in caring for the person with dementia (Paper I, 

Paper II). Similar to this finding, another study explained that carers’ lack of self-care can be linked to their 

inability to articulate their felt needs, and, thus, state their demands for support (75). Also, a study of 

carers’ needs suggests that carers experience a needs paradox especially in the early stages of dementia 

(74). Carers with a low acceptance of the impact of the disease may experience more negative emotions in 

the day-to-day interaction with the person with dementia. Low acceptance manifests in carers not 

acknowledging their need for support, which may cause those most in need of support not asking for help. 

Interestingly, the results of the field-test supports this. Fifty-two percent of carers answered ‘yes’ to having 

a need for support to ask for help for themselves (i13), and 53.4 % of carers answered ‘yes’ to needing 

support to accept supportive services for themselves (i15) (Paper III). Combining the findings of Studies 1-3 

demonstrated the necessity of systematic needs assessment among carers to redeem the full potential of 

carers’ contribution to ensuring the health and well-being of the person with dementia without doing so at 

the expense of carers’ health and well-being. 
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Carers having support needs of their own yet, at the same time, finding it hard to express these needs, 

reflects the complexity of assessing support needs. It indicates that the full extent of carers’ need for 

support may only be identified when acknowledging that support needs arise from several perspectives: 

the needs of carers themselves, the needs of the person with dementia and needs that emerge in the 

interaction between them (Paper I). The reciprocity of needs between the person with dementia and the 

carer has been identified before (141). It may be explained by carers’ need for feeling connected with the 

person with dementia and those around them, as well as a protection of their social roles (142). Also, 

carers’ support needs arising from the perspective of the person cared for may be elucidated by carers’ 

need to keep the person with dementia both physically and psychologically safe (141). Findings in Study 2 

echo this need of keeping the person with dementia safe and making sure that he/she is offered 

appropriate activities. In addition, emphasising support needs arising from the position of carers 

themselves is necessary, because carers often have to balance a hectic daily life managing both the caring 

role and coping with their own issues associated with family and work (143,144). Some carers are more 

resourceful, and carers’ capacity for being optimistic, accepting and communicating positively have proven 

important for carers’ ability to adapt to changes and cope with the burden of caring (145). When assessing 

carers’ support needs, it is therefore important that a person-centred approach, incorporating carers’ 

personal needs and the context of caring, is used in order to appreciate the full extent of support needs. 

17.1.2 The complexity of carers’ support needs 
Assuming a holistic understanding of health and well-being, as founded in the biopsychosocial model, is a 

way of incorporating a person-centred approach to identifying carers’ support needs (5,86,146). Individual 

carers have their own strengths and resources based on their unique experiences, values and motivations 

(147). Therefore, carers’ need for support depends on their individual situation and specific physical and 

social context of caring. The complexity of carers’ support needs indicates that carers’ support needs 

consist of physical, psychological and social components to maintain daily functioning in addition to 

environmental and personal factors influencing the health and well-being of the carer (Paper II). 

Assessment of carers’ unique problems and needs should therefore precede any supportive interventions 

(84) in combination with identifying barriers to, and facilitators of, carers’ ability to ask for help and the 

mismatch between supportive services offered and carers’ need for support (139).  

In general, support needs identified in Studies 1 and 2 and the content of existing instruments measuring 

carers’ needs were found to be overlapping. When generating items in DeCANT, items had to be exhaustive 

of all support needs to make sure that the questionnaire was measuring the full extent of carers’ support 

needs (2). Initially, 63 items were generated, representing all support needs identified with respect to 

including the positions of needs originating from carers themselves, the person with dementia and the 
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interaction between them. To investigate if the needs identified actually contained the complexity of 

assessing carers’ support needs, the ICF was used as a comprehensive framework to which all items were 

linked (111). Linking of items demonstrated that all components to maintain functioning in daily life and 

contextual factors were included (3). Although, the ICF has been developed as a classification system on 

which assessment tools with a person-centred approach may be based, it has limitations. Personal 

contextual factors have not yet been classified, because social and cultural differences make it difficult to 

reach scientific consensus on coding of content (148).This means that linking of items to personal factors is 

dependent on interpretation of the team coding the content of the items. In this thesis, the linking of items 

to personal factors has been straightforward, because the description in the ICF regarding what is 

contained in the personal factors was sufficient to conclude linking of items (147). Apart from this 

limitation, the ICF is considered a strong theoretical framework, and it is used worldwide as a common 

language to organise complex information on physical, psychological and social aspects of individuals’ 

problems and needs (86). 

17.2 Development of a PROM for carers  
Since 2006, several international initiatives have been taken to promote the prioritisation of dementia as a 

public health priority (149,150). An increasing number of countries are developing national dementia 

strategies to organise treatment, care and support of people with dementia and their carers (9). 

Furthermore, more research has been initiated, and global coordination of research activities is an 

important part of advancing knowledge to help solve the global and local impact of dementia (151). In 

2015, the JPND Research Strategy (152) conducted a comprehensive review of the literature on dementia 

outcome measures, but no instruments to assess carers’ support needs have been recommended (83). This 

PhD project emerges from this context with the aim of developing a PROM to assess carers’ support needs. 

Since then, other research projects have dealt with developing high quality PROMs regarding carers’ need 

for support. However, these instruments have either a specific focus on dementia carers’ quality of life 

(153,154) or on how to identify carers’ needs for dementia-related services with respect to the unmet 

needs of the person with dementia (155). However, the content of items developed for these PROMs 

resembles the content of items in DeCANT (Paper III), underpinning the specific purpose of identifying 

dementia carers’ support needs. For example, DeCANT i12 (see Appendix 6) about feeling appreciated 

resembles Oyebode et al.’s ‘Most people around me recognise what I do as a carer’ (154), and DeCANT i21 

(see Appendix 6) about preparing for deterioration of the person cared for resembles Brown et al.’s 

question ‘I worry about how I will be able to cope emotionally as the dementia gets worse in the future’ 

(153). Unique to DeCANT when assessing carers’ support needs is the dire consequences of the 

neurodegenerative progression of symptoms in the person cared for that carers have to deal with (27).
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Besides witnessing cognitive, social and physical deterioration of the person cared for, carers often have to 

cope with the gradual loss of a loved one at the same time as they experience other losses such as loss of 

personal freedom, role identity, health and well-being (156,157). Compared to carers of people with other 

terminal illnesses, carers of a person with dementia experience more anticipatory grief (158), emphasising 

the importance of a dementia-specific PROM to assess carers’ support needs. Developing a dementia-

specific PROM to assess carers’ support needs could be a way of empowering carers by giving their voice 

priority (68,78) and to avoid the mismatch seen between carers’ unique demands and the supportive 

interventions on offer (139). 

When developing a PROM to assess carers’ support needs, the target group should be carefully considered. 

At the beginning of this PhD project, a decision was made that the questionnaire should be developed for 

use across a heterogeneous group of carers including those with varying types of relationships with the 

person needing care and for all stages of the dementia. The definition of carers presented at the beginning 

of this thesis reflects this broad definition of carers, and the inclusion criteria when recruiting carers in 

Studies 1-3 also contain this heterogeneity. That choice of definition was important, because a simplified 

assumption that one carer can provide the majority of informal care required is often made (30,159). 

However, due to changes in family structures and values over the past decades, taking on the carer role has 

increasingly become an active choice and priority (160). Today, it is common that several carers of a person 

with dementia share the responsibility of providing informal care (30). Dividing carers into groups according 

to relationship they have with the person in care e.g. spouses or adult children, may not be appropriate. 

This would assume that in all cases of people with dementia, one or the other type of carer has the primary 

caring role, without acknowledging that more than one carer in the family/network takes on the role (30). 

The roles of all carers are equally important, and they experience their own unique problems and needs 

throughout the progression of the dementia (29). Nonetheless, the results of Studies 1 and 2 affirmed that 

the majority of carers expressed support needs in common, regardless of their relationship with the person 

with dementia and the progression of the disease (Paper I, Paper II). However, being a spousal carer often 

means having had an intimate relationship for many years (38), and spouses may have a greater need for 

emotional support to preserve a feeling of mutuality with the person with dementia (Paper I). In addition to 

this, spousal carers may have more need for practical support due to older age and the likelihood of 

compromised health (39). Developing a questionnaire for a heterogeneous group of carers does not 

exclude assessment of spousal carers’ special needs. The DeCANT has been developed so that all identified 

needs are included, and the iterative process of testing and validating items has been a structured way of 

ensuring this. Also, response categories have been developed specifically to accommodate when a carer 

might find an item irrelevant, and non-spousal carers therefore have the opportunity to skip that item e.g. 

i32 ‘Do you have a need for support to talk to someone about intimacy?’ or i30 ‘Do you have a need for 

support to create nice experiences together with the person with dementia?’
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Importantly, when developing a PROM to assess carers’ support needs is the finding that carers’ needs 

change over time in relation to the context of caring, which is influenced by the cognitive, physical and 

social decline of the person with dementia. Carers have to adapt continuously to the changing 

circumstances of their own life and their caring responsibilities (Paper II), and a needs assessment has to 

incorporate this. Carers expressed difficulties with knowing whom to contact when needs emerge (Paper I), 

and this was supported by carers often expressing that the provision of information would have been of 

use much earlier (Paper II). Carers’ changing needs are also highlighted in a review that demonstrates the 

importance of carers adapting to new management strategies throughout the progression of dementia to 

facilitate successful coping in the caring role (161). Needs assessment therefore has to be undertaken 

regularly to meet carers’ demands. 

17.2.1 How DeCANT assesses support needs  
The final version of DeCANT consists of 25 items (Paper III). Results of Studies 1 and 2 showed that the 

construct of carers’ support needs is multi-dimensional, as was to be expected due to its complexity 

(Papers I and II). A structure with four dimensions was hypothesised and confirmatory procedures 

determined that DeCANT had a moderate fit to this model (Paper III). This holistic and multi-dimensional 

structure makes DeCANT practical for use in health and social care to facilitate dialogue between carers and 

professionals. It provides a systematic way of assessing carers’ support needs and enables professionals to 

develop targeted supportive interventions and assist in developing care strategies that meet the needs of 

both the carers and the people cared for (94,144). 

The four subscales of DeCANT represent four dimensions incorporating different origins of support needs 

and their interaction (Papers I and II). Therefore, each subscale contains this complexity (see Appendix 8 

with the final version of DeCANT). For example, the subscale called ‘Focus on you’ in the final version of 

DeCANT, which is coded under personal factors within the ICF framework has one item, which originates 

from the person with dementia: ‘Do you have a need for support to manage the person with dementia's 

lack of disease awareness’. Another item originates from carers themselves: ‘Do you have a need for 

support to ask for help for yourself’, and two items arise in the interaction between the carer and the 

person cared for: ‘Do you have a need for support to feel appreciated in what you are doing for the person 

with dementia’ and ‘Do you have a need for support to feel confident in the caring role’. Developing 

DeCANT iteratively has made it possible to develop a conceptual framework that specifically incorporates 

both the complexity of origin and the multi-dimensionality of carers’ support needs. Existing carers’ needs 

assessment instruments have failed to include this process (66), and DeCANT is therefore the first of its 

kind to adapt to a truly person-centred and comprehensive approach when assessing carers’ need for 

support. 
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17.2.2 Using DeCANT in health and social care 
When developing DeCANT, the starting point was ‘why even bother developing a new PROM’ and what 

would that mean for its future prospects. Carers and professionals have searched for a more systematic 

way of identifying carers’ support needs (17,45), and a person-centred way of assessing support needs may 

help implementation and effectiveness of targeted supportive carer interventions (5). The findings of 

Studies 1, 2 and 3 indicate that DeCANT is a feasible instrument for the assessment of carers’ support needs 

using a self-administered questionnaire that includes the multi-dimensionality and the different origins of 

support needs as well as their dynamic interaction. The suggested areas for use are: to focus on carers’ 

support needs to improve their health and well-being and, by extension, those of the person being cared 

for; to identify carers’ support needs to enable timely supportive interventions; and as an outcome 

measure, to evaluate and describe carers’ support needs in general to create or improve supportive 

interventions (Paper III). When using DeCANT, the included instructions should enable carers to fill out the 

questionnaire without assistance from a professional. However, to clarify the areas for use and explain how 

to administer and score DeCANT, a user manual has been produced (See Appendix 9). In this manual, the 

target population, background and settings for application have been described along with a scoring 

manual. Due to its sensitive content, an important aspect of using DeCANT is that carers may develop 

expectations about the provision of supportive interventions, which service providers cannot meet. 

Professionals are therefore advised to be cautious when using DeCANT if supportive interventions cannot 

be initiated, and carers should be made aware of this. 

DeCANT has been designed to enable the development of an individual profile of carers’ support needs and 

can be used to prioritise carers’ resources when offering supportive interventions (Paper III). A sum score 

for each of the four subscales is calculated by summing all items within a subscale (for further elaboration 

of scoring issues, see Using and scoring manual in Appendix 9). Sum scores range between: factor 1) 0-24 

(eight items), factor 2) 0-12 (four items), factor 3) 0-12 (four items) and factor 4) 0-27 (nine items). A higher 

score represents more need for support. Even so, a dialogue between the carer and the professional, who 

will use the assessment to identify needed supportive services, is necessary to elaborate the true 

expression of carers’ felt needs. Calculating a sum score means losing the information of the underlying 

content in items (2), and it is therefore recommended that these scores are only used to evaluate changes 

in support needs using the rehabilitation process as a model for implementation of supportive 

interventions. In everyday health and social care, the brief nature of DeCANT therefore makes it easy to 

facilitate a dialogue based on the response of the specific item without calculating sum scores. 

As a way of implementing DeCANT in everyday health and social care, it could be argued that the 

rehabilitation process is a suitable model for the collaborative work between carers and professionals (84). 
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In this process, carers’ physical, psychological and social problems and needs can be assessed using 

DeCANT to inform person-centred and relevant goal-setting before deciding supportive interventions. As 

part of the rehabilitation process, DeCANT can also be used to evaluate interventions against set goals to 

determine if continued support is necessary. Using this model to facilitate a dialogue, regular assessment of 

carers’ support needs comes naturally. In Study 2, carers’ constantly changing needs due to the context of 

caring was identified as important in needs assessment. Responding to the temporal context of needs, 

using the rehabilitation process when implementing DeCANT, may be a way of supporting this. Aside from 

monitoring carers’ individual need for support, using DeCANT regularly could also be a way to make sure 

that relevant services are available and to monitor the effectiveness of supportive interventions initiated on 

the basis of a person-centred approach. 

Further, DeCANT is developed in a Danish context, which may resemble dementia care settings in other 

HIC. The caring role in HIC is different from the caring role in LIC, because a higher proportion of formal 

care is provided in HIC (31). However, cross-cultural validity in different nationalities, ethnic groups or 

minorities has not been investigated. Looking critically at items in DeCANT, it is possible that the content 

reflects the societal context and living standards in Denmark where a high proportion of formal care is 

provided (162). For example, the item, ‘Do you have a need for support to involve family/network in tasks 

or decision-making in relation to the person with dementia’ (i38) may be the result of carers living in a 

Danish culture with high living standards. In Denmark, people live comfortable, supported lives in small 

families, and people are accustomed to the welfare state looking after the weak and the elderly. When 

caring for a person with dementia, carers are confronted with the unusual situation of involving the larger 

family/network in tasks that normally lie within the private sphere of an individual (29). However, this way 

of living to some extent resembles other HIC, and in particular, the Scandinavian countries with cultural 

values and health care systems very similar to those in the Danish context (163). Furthermore, familial 

attitudes towards the caring role may also have importance as to whether carers find it hard to involve 

family/network in tasks that assist the person with dementia (164,165). Familial attitudes of how the caring 

role is perceived may especially differ among ethnic minority carers in Denmark and other HIC. Involving 

family/close network in caring is more common among carers from ethnic minorities (166) and caring is 

commonly perceived as a virtue or religious duty (164,167). Nevertheless, a shift in perception of the caring 

role can be seen among ethnic minority carers as traditional family roles change due to the influence of 

women entering the job market (165). This shift in traditional family roles may impact whether DeCANT is 

appropriate for use among ethnic minorities in a Danish context. However, DeCANT has not been validated 

among ethnic minorities, so it is unknown if it would be of use in that context.  
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17.3 Overall methodological considerations 
When developing a PROM to assess carers’ support needs, the most important measurement property is 

that the content of the questionnaire reflects the construct of interest (122). When using a PROM, the 

subjective view of the person of interest is emphasised as opposed to the objective view of professionals 

(168). However, the usefulness of a PROM depends on its measurement properties, and a PROM of 

unknown or poor quality is likely to provide useless or wrong information (169). Following the six steps for 

developing high quality PROMs (2), the strong conceptual model of the biopsychosocial model has guided 

investigation of the multi-dimensional aspects of carers’ support needs to enable development of an 

assessment instrument that is understood by carers as intended. However, it could be argued that linking 

together assessment of carers’ support needs to a model of health and disability is inappropriate, because 

caring is neither a disease nor a certain status of health. In response to this, the biopsychosocial model is 

relevant in relation to carers’ support needs, because it allows for explaining disability as a state of not 

feeling well rather than a definite diagnosis. Within the traditional biomedical understanding, diagnostic 

criteria define a disease, which makes it difficult to explain why some people with a diagnosis feel well and 

have no need for intervention, whereas others without a diagnosis may feel sick and in need of help (85). 

Using the biopsychosocial model as a conceptual model is a way of acknowledging the complexity of both 

caring for people with dementia and the biopsychosocial support needs of carers (86).  

An issue for existing carer needs assessment instruments is the lack of psychometric testing of robustness 

(66,73,78). As a strength, face and content validity of DeCANT were tested by experts and representatives 

from the target population and were shown to be satisfactory (Paper III) (2,170). Throughout pilot testing, 

carers and experts agreed that items were relevant and comprehensive, and comments were primarily 

addressed to the rephrasing and redundancy of items (Paper III). Further, structural validity of DeCANT was 

investigated using CFA (Paper III). Though only a moderate fit to a four-factor model based on the ICF 

framework was found, when judging the fit of items to a model, the likelihood of its applicability in actual 

practice is important. The strength of choosing the ICF is that it is a well-known framework to structure 

complex information on an individual’s health and well-being in everyday health and social care including 

physical, psychological and social aspects of functioning (147). Also, throughout the six steps of developing 

DeCANT, feasibility has been an important aspect. The design and sampling of participants were carried out 

in settings similar to the settings where DeCANT could be used (2). Furthermore, feasibility was considered 

when defining the construct to be measured, because both the target population and the professionals, 

who are likely to implement DeCANT in their clinical practice, were involved. Though initial testing of the 

measurement properties of DeCANT have been proven to be sound, further testing of measurement 

properties, such as reliability and hypotheses-testing for construct validity, are needed. 
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As a limitation to the design of the three studies, very different methodologies have been used in order to 

answer the research questions, which may pose a risk of reduced methodological rigour, because it is a lot 

for one researcher to become specialised in within the scope of this project. Therefore, the research team, 

consisting of the PhD student and supervisors, have carefully been put together to ensure expertise in all of 

the methodologies used. However, due to the many steps in developing a questionnaire, choices made 

regarding sampling of participants in particular may have been influenced by prioritising the use of 

resources. Nevertheless, recommendations for developing a questionnaire have been adhered to (2,171). 

17.4 Strengths and limitations of Study 1 
A strength of the scoping review design in Study 1 was the inclusive search strategy used, integrating 

studies involving qualitative, quantitative and mixed methods data collection approaches, which provide a 

comprehensive overview of carers’ support needs (89). Further strengths of the study were that selection 

of studies and data analysis were carried out in joint discussion with researchers in the research team, and 

that inductive content analysis was conducted in addition to mapping the literature (89,172). 

A limitation of the selection of studies is that no quality appraisal was carried out, which may compromise 

the trustworthiness of the findings in Study 1. However, quality appraisal is not required in a scoping 

review, and the lack of an appraisal tool covering the range of studies included questions if comparable 

quality assessment across diverse study designs is possible (89). Another limitation was that the charting of 

data and subsequent synthesis contained a great amount of data (122 studies). A risk of overlooking some 

details may have been present. However, to safeguard credibility in the reinterpretation of the data, the 

team approach in the research process was designed to consider this by researchers discussing how to use 

the inclusion criteria and create the categories. Including the large amount of data may have made the 

comprehensive description of carers’ support needs possible, which was helpful when refining the research 

question and planning data collection for Study 2 to further clarify the concept of carers’ support needs.  

17.5 Strengths and limitations of Study 2 
A strength in Study 2 is that a heterogeneous group of participants was recruited, which emphasised the 

objective of a comprehensive clarification of support needs of various types of carers. Nevertheless, two 

out of three carers were female and half of the carers had a spousal relationship with the person with 

dementia (Paper II). A plausible reason for this high proportion of female carers is that women more often 

take on the caring role (26,27). Also, one reason for the high participation of spousal carers may be that 

some types of carers are more difficult to recruit. Adult child carers are more likely to have other 

responsibilities (27), making it difficult to find time to participate in research. 
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Another strength of the study is that careful consideration was given to the order of conducting focus 

groups with professionals before carers, and scheduling focus groups before individual interviews. 

Organising data collection in this way allowed exploration of the phenomenon of interest more deeply, 

which may enable saturation (173). Though criteria for saturation were not clearly defined from the 

beginning (104), the recruitment strategy attempted maximum variation among carers regarding sex, 

cohabitation, progression of dementia and relationship with the person with dementia, which to some 

degree may indicate that a nuanced and full understanding of the phenomenon of interest was possible. 

Also, support for saturation having been achieved is that the same codes emerged over and over again 

across the sources in the data analysis (174). 

A limitation of Study 2 involved focus groups combining carers and professionals and individual interviews 

with carers as a means of data source triangulation (173). Combining data sources raises the question of 

how to weight data from the different sources, as trustworthiness of the results may have been affected, 

because separate analyses and synthesis of data sources were not carried out (173). To remedy this, we 

considered all statements from participants equally, and great efforts were made to ensure that 

participants from all focus groups and individual interviews were represented. 

Another limitation of the data analysis in Study 2 was that a very descriptive type of manifest interpretation 

of data was carried out (91,107), which may appear superficial. The reason for choosing this approach was 

that the descriptive clarification of carers’ support needs would lead to a comprehensive conceptual 

framework for generating items in DeCANT in Study 3. However, this type of manifest interpretation is 

vulnerable to excessive interpretation, and congruence between the degree of interpretation and level of 

abstraction was carefully considered to ensure credibility of findings (90). Therefore, the abstraction 

process was carried out focusing on creating exhaustive and mutually exclusive categories. Also, as a way of 

displaying credibility, examples of the abstraction process and quotations from the participants have been 

presented for the reader to judge the authenticity of findings on their own (see Table 2 Paper II) (90). 

Further, a limitation of the data analysis is that only similarities were looked for, because the aim of the 

study focused on clarification of carers’ support needs in a comprehensive way, thus not focusing on 

differences between carers’ and professionals’ views. Exploring discrepancies in carers’ and professionals’ 

views could have revealed relevant information about what should be given special attention when 

facilitating a dialogue to improve their collaborative work. However, looking into how to improve 

communication was not the objective of this study, although this would be a relevant area of research 

when implementing an assessment instrument of carers’ support needs in health and social care. Also, if 
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analysis of the data had shown conflicting views on carers’ support needs, it would most likely have 

appeared in the analysis process as the inductive approach allowed for this to emerge (91,107). 

Transferability of the results may be limited to dementia carers in a Danish context. However, to enhance 

trustworthiness of the findings, the group of participants have been carefully selected to represent multiple 

types of carers and they have been described for the reader to be able to decide if the categories of carers’ 

support needs apply in other contexts (107,175). 

17.6 Strengths and limitations of Study 3 
A strength when developing DeCANT was that items were generated through creative and iterative 

discussions between the PhD student and supervisors to further clarify the construct to be measured (2). 

Items were therefore formulated based on a thorough investigation of carers’ support needs, emphasising 

wordings used by carers. However, an even more involving way of doing this could have been engaging 

carers to participate in these discussions as an expert monitoring group to increase the presence of the 

carers’ voice when formulating items. In present-day research, methods to increase patient and public 

involvement in dementia research are iteratively developed (176), which corresponds to the person-

centred approach used in this PhD project. 

The methodology of using multiple pilot tests with different sampling criteria for the participants is 

considered a strength (2,113,171). Also considered a strength is that feasibility has been taken into 

consideration when evaluating and adjusting DeCANT in settings similar to those where it is likely to be 

used (2). Another strength regarding participants is that the composition of carers in the field-test to some 

extent shows heterogeneity. Although more female (78.41 %) than male carers participated, a large 

proportion of non-spousal carers were represented (46.33 %) including both co-residing (42.52 %) and non-

residing carers who were caring for people with varying dementia diagnoses and severity. When testing 

structural validity of DeCANT, the sample may therefore be representative of many types of carers in 

different caring contexts, which implies usefulness of DeCANT in both home care and residential care 

contexts. Further, a sample size of 301 carers complying with the a priori sample size and the high response 

rate (69%) in the field-test is considered a strength (2,177). However, for CFA, a larger participant/ item 

ratio of at least 10 participants per item is preferred (113). Therefore, the sample may be too small to 

obtain stable factor loadings and low measurement errors and future research to replicate DeCANT’s factor 

structure in similar populations should be carried out (113).  

A limitation of Pilot Test 1 is that only one round of CVI testing was carried out (115). Adjustment of items 

after the first round would have allowed for a second round of panel testing. As a result of this, calculating 

a scale-CVI (S-CVI) containing the total information about each item’s performance would have made it 
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possible to evaluate the overall content validity of the instrument (118). Nevertheless, calculating a S-CVI in 

addition to the I-CVIs may had been an inappropriate way of demonstrating content validity of DeCANT, 

because DeCANT is not a unidimensional scale. 

In Pilot Test 2, a limitation is that only 12 interviews were conducted compared to the 15-30 interviews 

recommended for evaluating content validity (2,114). The results may therefore not provide a sufficient 

evaluation of content validity. Nevertheless, in the interviews conducted, a comprehensive approach to 

evaluating items was chosen to gain a deeper understanding of carers’ perspectives on content validity 

(2,114). Fewer interviews were therefore carried out, because more data do not necessarily provide better 

information (173).  

Creating a profile of carers’ support needs by summing the scores of items within each subscale was chosen 

as a way to summarise responses in DeCANT. Although, this is recommended when dealing with a multi-

dimensional scale (2), a total score for statistical purposes could provide an easy way of summarising 

responses, especially if DeCANT is to be used in research to evaluate supportive interventions for carers 

with a person-centred approach. This however, would not be appropriate, because too much information 

would be lost summing the scores of different dimensions of the construct to be measured, and 

assessment of support needs using DeCANT would not be valid. Also, DeCANT is developed for use in 

everyday health and social care, and a total score would not help express individual carers’ need for 

support. 

A limitation to examining the factor structure of DeCANT is that the models hypothesised are solely based 

on the conceptual frameworks suggested in Study 2. Using Exploratory Factor Analysis (EFA) could have 

pointed towards an alternative factorial structure of DeCANT (2,113), which could have provided a better 

fitting EFA-based model. However, to perform EFA in this study, a larger sample size would have been 

necessary (178). Also, an EFA-based model would most likely not be as strong a model to describe the 

multi-dimensionality of carers’ support needs, because dimensionality would be determined by statistical 

analysis without including a deeper understanding of the construct to be measured (2). Further, an EFA-

model would be very sensitive to the data quality of the sample, depending on strong primary factor 

loadings and few cross-loadings in factors, which is hard to obtain in empirical research (178). Therefore, in 

this study, it was prioritised to perform CFA to investigate structural validity of DeCANT using a theory-

based conceptual framework for in-depth investigation of the construct to be measured. This choice of 

approach enhances the possibility of truly incorporating the multi-dimensionality of carers’ complex 

support needs in temporal, physical, social and personal contexts of caring.  
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17.7 Ethical considerations 
An ethical point requiring special attention is that assessment of carers’ support needs may be a way of 

directing focus away from the person with dementia. Caring is not a condition in itself, however, the 

consequences of performing the caring role may affect one’s health and well-being. Preventive and health 

promoting initiatives can be equally important to treatment of a condition (6). Development of the DeCANT 

is therefore thought of as a supplement to dementia care supporting carers in their caring role while 

acknowledging the interdependent relationship between carers and the person cared for (179,180). 

To avoid carers having unmet expectations of supportive interventions following participation in this 

research project, personal contact with all participants was prioritised. Participants were given written and 

verbal information about the purpose of the project, and they were informed as to whom to contact if 

questions arose before or after participation. In a few instances, carers contacted the dementia coordinator 

or the PhD student to ask for help in where to find supportive services. 

Assessing carers’ support needs may mean that some positive aspects of caring are neglected. In recent 

years, it has been suggested that giving attention to positive experiences of caring may increase carers’ 

health and well-being (181). In addition to the biopsychosocial and person-centred approach, a human 

rights approach could help shift the focus from the burden of caring to empowering carers and people with 

dementia to live their lives with a similar quality to other people (182). When generating items in DeCANT, 

the positive aspects of caring have not deliberately been delved into, and further research should 

investigate if DeCANT neglects the positive aspects of caring when assessing carers’ needs for support. 

18 Conclusion 

In conclusion, the Dementia Carer Assessment of support Needs Tool (DeCANT) has been developed in a 

six-step process using a mixed-method design. It has been shown that carers have support needs of their 

own regardless of the relationship they have with the person with dementia, their severity of dementia or 

caring context (i.e. home or nursing home). Also, the results suggest that carers’ support needs are multi-

dimensional comprising physical, psychological, social components of functioning and personal and 

environmental factors. 

The synthesis of knowledge on carers’ support needs revealed four overarching key concepts of carers’ 

support needs originating from either the perspective of the carer, the person cared for, or the interaction 

between them. These different positions of support needs underline the complexity of carers’ support 

needs.  
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The comprehensive overview of the multi-dimensional construct of carers’ support needs constituted an 

important basis for in-depth clarification of carers’ specific support needs. The result was four main 

categories of carers’ support needs as seen from the perspectives of both carers and professionals, thereby 

combining felt, expressed, normative and comparative needs for support. The categories were linked to the 

ICF framework, which incorporates the multi-dimensionality of support needs in relation to the interaction 

between carers and the person cared for and the temporal, physical, social and personal context of caring. 

Based on this clarification of support needs, the DeCANT was developed and tested through an iterative 

process of pilot and field-testing. DeCANT demonstrated satisfying content validity, and testing of its 

structural validity showed a satisfactory fit to a four-factor model based on a well-known conceptual 

framework that incorporates the complexity of carers’ support needs, which makes DeCANT practical for 

use in everyday health and social care. The DeCANT has been developed in a Danish dementia care context 

and is considered ready for implementation by relevant professionals in Danish municipalities.  

19 Future implications and areas of development 

The development of an instrument to assess carers’ support needs may provide a systematic way of 

facilitating dialogue between carers and professionals to enable targeted supportive interventions for the 

benefit of both carers and the person cared for. As implementing systematic assessment of carers’ support 

needs is a complex process, future research should investigate how implementation of DeCANT in health 

and social care is possible. Using methods of involving and engaging both carers and professionals would be 

necessary to ensure successful implementation (176,183). Also, using the rehabilitation process as a model 

for the collaboration could be fruitful to achieve high quality in dementia care while protecting the health 

and well-being of both carers and people with dementia (84), and presumably also reduce the growing 

costs of dementia care (86). 

Along with implementing DeCANT in day-to-day health and social care, further investigations are necessary 

to document the measurement properties not investigated in the current study. However, investigation of 

an instrument is time-consuming and resource-consuming. A fourth study with a focus on further validation 

was originally planned to investigate test-retest reliability and construct validity of DeCANT (2). Baseline 

and 2-4-week follow-up data have already been collected in a population of carers using inclusion criteria 

and methods similar to data collection in the field-test study. However, these data are yet to be analysed.  

Hypothesis-testing based on formulation of how the association is between item and sum scores of 

DeCANT and scores of instruments of similar constructs is planned. This will provide information to discuss 

and conclude on the construct validity of DeCANT (2). As part of the hypothesis-testing, selecting 
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instruments reflecting a similar construct is important. Using the recommendations from JPND (83), the 

NPI-Q (131) and the Short Sense of Competence Questionnaire (SSCQ) (184) were selected as instruments 

to reflect similar constructs with regard to carers’ distress and carers’ feelings of capability to care for the 

person with dementia. However, the SSCQ has not been translated into Danish, and as a part of preparing 

for the fourth study, a structured process of cross-cultural adaptation of the SSCQ was carried out following 

the process described by Beaton et al. (185).  

Also, based on the collection of data, test-retesting of DeCANT to demonstrate reliability of repeated 

measurements over time is planned using the intraclass correlation coefficient (ICC) (2,1) (186). Internal 

consistency to clarify the relationship between items in the multi-dimensional instrument will also be 

calculated (2). Further research into the robustness of DeCANT is important, because only an assessment 

instrument of high quality should be implemented in everyday health and social care.  

Differential Item Functioning (DIF) is a feature that might be relevant to investigate further. Looking at DIF 

makes it possible to evaluate if sub-groups, e.g. males, females, children or spouses, respond differently to 

the level of support needs when comparing carers in the heterogeneous target population. DIF may lead to 

a systematic error in the DeCANT where sub-groups of carers perceive an item differently, which may cause 

uncertainty if the item performs differently in the different sub-groups (2). 

Finally, a future area for research is to evaluate DeCANT’s generalisability and measurement properties in 

other countries with different languages and health care systems (187). Translation into Scandinavian 

languages and Dutch could be natural first steps (170,185), because the dementia care contexts in these 

countries resemble the Danish context (99,188).  
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Appendix 1 Interview guide used in focus groups in Study 2 

Briefing: 

 Formål med studiet, hvem der indgår i samarbejdet, hvordan resultater vil blive anvendt. 

 Definere vigtige begreber: fx hvem er pårørende, hvilke former for demens. 

 Præsentation af forskere. 

 Tak fordi de vil være med. Hvorfor er de blevet inviteret og sammensætning af gruppen. 

 Forventninger til deltagerne ift. at have en åben dialog, egne holdninger, gerne forskellige 
synsvinkler, ingen forkerte svar.  

 Hvordan interviewet vil forløbe (underskrive samtykke, udfylde personlig information, 
præsentation af alle, anvendelse af kort, generelle spørgsmål til gruppen, opsummering til sidst). 
Forklare ”regler” (fx kun tale en ad gangen, gerne markere, hvis samtalen tager en drejning vil jeg 
stoppe jer) og roller (moderator faciliterer samtale, hjælper kan stille opklarende spørgsmål/sikre 
at alt kommer med, men det er dem der skal snakke). 

 Etik: frivilligt, informeret samtykke, lydoptagelse da det ikke er muligt at tage dækkende noter, 
fortroligt, opbevaring af data, hvor lang tid interviewet varer. 

Discussion guide: 

Personal information (is to be filled out at the same time as the informed consent), lave navneskilt 

Introduction 

(Optager 
tændes) 

Professionelle: Lad os starte med at I hver især fortæller hvad I hedder, hvilken 
funktion du har i relation til pårørende til personer med demens og motivation for at 
være med i dag. 

Pårørende: Lad os starte med at I hver især fortæller hvad I hedder, hvilken relation 
du har til personen med demens og motivation for at være med i dag. 

Group activity 

Ligge ud med 
kortene 

 

Hver deltager får en bunke med kort med forskellige behov skrevet på + nogle blanke.  

1. (lille forklaring om at pårørende kan opleve, at det er svært at få dækket egne 
behov: hvem spørger til mig?/ passe på mig selv – hvordan gør jeg det/ det ville jeg 
ønske jeg havde vidst) 

2. Deltagerne skal udvælge de behov de synes er gældende for dem selv eller de 
pårørende de har mødt i deres arbejdsfunktion.  

Instruktion: ”I skal vælge de kort der omhandler behov I synes er vigtige for 
pårørendes hverdag. Kortene er skrevet i en jeg form, hvor det er set ud fra en 
pårørendes perspektiv. I får 5-7 min til dette. Efterfølgende starter vi med at jeg 
udvælger 2-3 af jer der begrunder hvilken/hvilke behov I synes er de vigtigste, hvor I 
andre kan byde ind undervejs ”. 

3. Evt. en opsamling hvor de deltagere, der ikke har sagt så meget bliver inviteret til at 
supplere om de behov, de synes er vigtige. 

Pause 10 min 

Key questions 

 

 

Hvad er svært 

 

 

 
 

Opsamlende spørgsmål ud fra de behov der er nævnt i kort, hvor jeg skal sikre mig at 
vi er kommet rundt om de behov, der er nævnt i litteraturen eller i foregående 
interviews.  
 

Hvad gør det svært at være pårørende?  

Hvordan oplever bliver du/pårørende bliver mødt med forståelse fra omgivelser? 

Hvad har betydning i hverdagen i rollen som pårørende?  

Særlige emner: Tab/kunne give slip? At være mand versus kvinde? Geografi? 
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Hvad hjælper 

 

 
 

 

Timing 

 
 

 

 

Tilgængelighed 
 

 

Fremtid  

 

Hvad hjælper dig/pårørende i hverdagen? 

Kan du give et eksempel på noget du har oplevet eller gjort, som har hjulpet? 

Er der noget du ville ønske du havde hjulpet en pårørende med eller vil gøre 
fremadrettet? 
 

Er der nogen særlige tidspunkter hvor du oplever at pårørende kan have brug for 
hjælp? 

Hvordan oplever du at timing af hjælp og støtte gør det muligt at dække 
dine/pårørendes behov? 
 

Er der forskel på hvordan du/pårørende oplever at få hjælp  – opsøgende versus bliver 
tilbudt hjælp (tilgængelighed)?  Giv et eksempel hvor du har oplevet det, hvor ofte 
sker det? 
 

Hvad vil du/pårørende gerne vil spørges ind til/have hjælp til (både bagudrettet og i 
fremtiden)? 

Ending 
questions  

Vi er ved at nå til vejs ende. Inden vi runder af vil jeg gerne høre jer om en sidste ting 
ift. hvis I kunne påvirke vores statsminister til at gøre noget, der kunne hjælpe til at 
støtte pårørende i at blive mødt i deres behov.  Hvad skulle han gøre for dem? 
 

Er der andet I ønsker at tilføje inden vi slutter samtalen? 

(Optager slukkes først når de begynder at rejse sig) 
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Appendix 2 Interview guide used in individual interviews Study 2 

Briefing: 

 Formål med studiet, hvem der indgår i samarbejdet, hvordan resultater vil blive anvendt. 

 Definere vigtige begreber: fx hvem er pårørende, hvilke former for demens. 

 Præsentation af forsker. 

 Tak fordi du vil være med.  

 Forventninger til deltagen ift. at have en åben dialog, egne holdninger, ingen forkerte svar.  

 Hvordan interviewet vil forløbe (underskrive samtykke, udfylde personlig information, anvendelse 
af kort, generelle spørgsmål, opsummering til sidst). Forklare ”regler” (fx hvis samtalen tager en 
drejning vil jeg stoppe dig) og roller (jeg har guide til at facilitere samtale, men det er dig der skal 
snakke). 

 Etik: frivilligt, informeret samtykke, lydoptagelse da det ikke er muligt at tage dækkende noter, 
fortroligt, opbevaring af data, hvor lang tid interviewet varer. 

 Debriefing: Tak og du velkommen til at kontakte mig, hvis der er spørgsmål. 

Discussion guide: 

Personal information (is to be filled out at the same time as the informed consent) 

Introduction 

(Optager 
tændes) 

Lad os starte med at du fortæller lidt om dig selv: hvilken relation du har til personen 
med demens og motivation for at være med i dag. 

 

Individual 
activity 

Ligge ud med 
kortene 

 

Deltageren får en bunke med kort med forskellige behov skrevet på + nogle blanke.  

1. (lille forklaring om at pårørende kan opleve, at det er svært at få dækket egne 
behov: hvem spørger til mig?/ passe på mig selv – hvordan gør jeg det/ det ville jeg 
ønske jeg havde vidst) 

2. Deltageren skal udvælge de behov, som er gældende for dem.  

Instruktion: ”Du skal vælge de kort der omhandler behov du synes er vigtige for dig i 
din hverdag. Du får 5-6 min til dette. Efterfølgende kan du begrunde hvilke behov du 
synes er de vigtigste”. 

Key questions 

 
 

Hvad er svært 

 

 

 
 

Hvad hjælper 

 
 

 

Timing 

 
 

Tilgængelighed 

 
 

Opsamlende spørgsmål om der er behov som ikke er nævnt i kort, hvor jeg skal sikre 
mig at vi er kommet rundt om de behov, personen måtte have.  
 

Hvad gør det svært for dig som pårørende?  

Hvad har betydning for dig i rollen som pårørende i hverdagen?  

Hvordan oplever du at blive mødt med forståelse fra omgivelser? 

Særlige emner: At kunne give slip? At være mand versus kvinde? Geografi?  
 

Hvad hjælper dig i hverdagen? 

Kan du give et eksempel på noget du har deltaget i eller nogen har gjort for dig som 
har hjulpet dig i din rolle som pårørende? 
 

Er der nogen særlige tidspunkter hvor du oplever at have brug for hjælp? 

Hvordan oplever du at timing af hjælp og støtte har betydning? 
 

Er der forskel på hvordan du oplever at få hjælp – at du selv er opsøgende versus 
bliver tilbudt hjælp?  Giv et eksempel på hvor du har oplevet det. 
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Fremtid   Hvad vil du gerne spørges om? 

 Er der noget du ville ønske du havde fået hjælp til eller få hjælp til fremadrettet? 

Ending 
questions  

Vi er ved at nå til vejs ende. Er der andet du ønsker at tilføje inden vi slutter samtalen? 

(Optager slukkes først når deltager rejser sig) 
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Appendix 3 Examples of text cards used in interviews Study 2 
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Appendix 4 Information letter to participants Study 2 
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Appendix 5 The ICF model (3) 
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Appendix 6 Presentation of items in the DeCANT field-testing version (42 items) 

Item# 
DeCANT 
version 5 

42 item version of DeCANT used in the field-testing 

Consider your present situation caring for the person with dementia. Do you have a need for support...  

Daily life when caring for a person with dementia 

i1 ...to make sure that services targeted the person with dementia conform to your daily life? 

i2 ...for activities to the person with dementia 

i3 ...to manage everyday chores (e.g. dressing, cleaning, transportation)? 

i4 ...to maintain your social network? 

i5 …to transportation of the person with dementia (e.g. to the GP, hairdresser etc.)? 

i6 ...to manage changed behaviour in the person with dementia (e.g. aggressive, restless or passive 
behaviour)? 

i7 …to improve your communication skills in relation to the person with dementia? 

i8 …to manage the person with dementia's loss of memory?  

i9 …to manage person with dementia's lack of disease awareness? 

i10 …to solve problems in everyday life with the person with dementia? 

i11 …to get information on assistive aids (e.g. assistive technologies)? 

Focusing on themselves    

i12 …to feel appreciated in what you are doing for the person with dementia?  

i13 …to ask for help for yourself? 

i14 …to get information on help and counselling for yourself? 

i15 …to accept supportive services for yourself? 

i16 …to cope with your own emotions (e.g. loss or grief)? 

i17 …to cope with everyday worries? 

i18 …to manage stress? 

i19 ...to deal with bad conscience or guilt? 

i20 …to get information on challenges that may occur in the progression of dementia? 

i21 …to prepare for deterioration of the situation (e.g. moving into nursing home)? 

Maintaining own well-being 

i22 …to get respite from everyday caring? 

i23 …to prioritise your own health? 

i24 …to sleep better? 

i25 …to get more time for yourself? 

i26 …to get in contact with others in the same situation as you? 

i27 …to feel confident in the caring role? 

i28 …to make decisions regarding the person with dementia? 

i29 ...to maintain a good relationship with the person with dementia? 

i30 …to create nice experiences together with the person with dementia? 

i31 ...to share the responsibility of caring with someone else? 

i32 …to talk to someone about intimacy? 

 To be continued on next page… 
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Communicating and interacting with surroundings 

i33 …to get information about who to contact for support? 

i34 …to get information on what services professionals (e.g. nurse) may offer? 

i35 ...of professionals offering support to you? 

i36 …to get information on the collaborative caring work in relation to the person with dementia? 

i37 …to be involved in this collaborative caring work? 

i38 …to involve family/network in tasks or decision making in relation to the person with dementia? 

i39 …to deal with disagreements within the family/network in relation to the person with dementia? 

i40 ...to communicate with family/network and surroundings about how dementia affects the person 
with dementia? 

i41 …to navigate rules and legislation? 

i42 …to manage financial issues on behalf of the person with dementia? 
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Appendix 7 Item generation flow table 

This table presents an overview of the item generation flow when developing DeCANT. First, a description 

of how to read the table is presented. Next, a small version of the item flow table is presented on the 

following 2 pages. Also, the table can be seen in full electronically, if you follow this link: 

http://filer.dcnaq.dk/Flow_DeCANT.xlsx 

  
 

To demonstrate the item flow in the table, an example is shown below: 

1. We look at item 5 in DeCANT 1:  

2. Go to item 38 in DeCANT 2:   

3. Then go to item 29 in DeCANT 3:           

4. In DeCANT 4 & 5, the item number is 30:                                     

5. Finally, go to item 4 in DeCANT final:                                                             

 

Note The table contain: Item numbers; formulation of items; summary of 

comments based on the investigations in Study 3; and item numbers of 

each item in the subsequent version of DeCANT. Each colour of columns 

in the table represents a version of DeCANT: 

 

http://filer.dcnaq.dk/Flow_DeCANT.xlsx
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Appendix 8 DeCANT final version consisting of 25 items in Danish and English 
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Appendix 9 Using and scoring manual for The Dementia Carer Assessment of Support Needs 

Tool (DeCANT) in Danish and English 
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Abstract 
Background: Informal carers of people with dementia report having unmet needs for support and few 

supportive interventions have been shown to be effective. There is a need to develop needs assessment 

instruments and supportive interventions with a holistic and person-centered approach to meet the various 

and complex needs of carers. The aim of this study was to provide an overview of carers’ support needs when 

caring for people with dementia with the objectives to map and synthesise knowledge on key concepts of 

carers’ support needs. 

Methods: A scoping review methodology was used. A literature search was conducted in PsycINFO, CINAHL, 

PubMed and EMBASE between January 2007 and October 2019. Three authors independently selected articles 

meeting the inclusion criteria and data were extracted using a matrix developed for that purpose. Inductive 

content analysis was used to synthesise key concepts of carers’ support needs. 

Results: The search identified 2748 articles after removing duplicates and 122 articles were included in the 

mapping of carers’ support needs. Synthesising carers’ support needs indicated that the full extent of support 

needs emerges in the interaction between the carer and the person cared for, and that it is possible to 

categorise support needs into four key concepts related to: 1) the carer as a person, 2) managing being a carer, 

3) providing care, and 4) knowledge of dementia.  

Conclusion: The findings of this study help to map a framework describing carers’ support needs that may 

guide the development of future needs assessment instruments and supportive interventions. 

mailto:thcl@ucl.dk
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Keywords 

Alzheimer’s, caregiving, carer, dementia, mapping, scoping literature review, support needs 

Background 

Informal carers’ (hereafter carers) involvement in dementia care is crucial for the requisite care and well-being 

of people with dementia (1). However, caring for a person with dementia is associated with increased physical 

and mental illness (2) and financial costs (3). Recognising carers’ support needs is therefore important from 

both an individual and a societal perspective if the need for care among the growing population of people with 

dementia is to be met (4). Consequently, providing appropriate support to carers is essential, because they 

provide most of the care (5).  

Carers’ well-being is affected by physical and mental stressors when caring for people with dementia, and their 

health is reported to be more affected than those caring for people with any other type of chronic illness (6). 

Moreover, the role of caring may be burdensome and lonely. Notably, a lack of knowledge of dementia in 

society and the disruptive behaviour that may follow a dementia diagnosis can often lead to stigmatisation (1)  

and social exclusion (7). This social exclusion adds to the burden many carers experience (8). Furthermore, 

carers describe neglecting their own needs, jeopardising their own well-being (9) and finding it difficult to 

express their own needs (10), because they are so committed to caring for the person with dementia. To 

understand the concept of needs, Maslow’s Theory of Human Motivation suggests that satisfying different 

types of needs is what makes human beings thrive (11). The concept of need is defined as physical, mental or 

social shortcomings interacting with each other (11). Carers report having unmet support needs (12), which 

may be due to the individual nature of their needs, but also that interventions are not targeted to those 

individual needs. Given the importance of the carers’ role in the care of people with dementia, research on 

carers’ support needs is important to develop needs assessment instruments and supportive interventions. A 

few interventions for carers, such as psychoeducation and support groups, have been shown to be effective 

(13). Person-centered care is a recognised holistic approach to dementia care (14,15), and professionals and 

stakeholders worldwide are committed to this (1). However, in health and social care, a person-centered 

approach for carers is not self-evident, even though empowerment and shared responsibility are as equally 

important to carers as they are to people with dementia. There is no clear definition of collaborative person-

centered care by carers of people with dementia, but general characteristics of person-centered care, such as 

“getting to know the person”, “sufficient communication” and “trust and respect”, have been applied to the 
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collaboration between carers and professionals throughout the progression of dementia (16). The potential of 

this approach lies in creating individual and targeted efforts that meet carers’ support needs when continually 

providing important care. 

To enable identification of carers’ individual support needs, a mapping of existing research has contributed to 

an overview (17) and basis for future person-centered interventions. Further to that, other reviews have 

provided knowledge about carers’ needs, but with a limited focus on specific types of needs (18), dementia 

diagnosis (19), temporal progression of dementia (20) or study design (21). Conducting a review with a broad 

scope that explores existing knowledge of carers’ support needs with a person-centered approach renders the 

possibility of getting a complete overview of the current extensive but considerably fragmented body of 

knowledge. 

The aim of this scoping review was to provide an overview of carers’ support needs when caring for a person 

with dementia. The objectives were to map existing knowledge of carers’ support needs and to synthesise the 

knowledge on key concepts of carers’ support needs. The principal question of this scoping review was: What is 

known in the existing literature about carers’ support needs when caring for a person with dementia? 

Methods 

A scoping review methodology designed by Levac et al. (17) was adopted to give an overview of carers’ support 

needs when caring for a person with dementia. A scoping review is appropriate when conducting a knowledge 

synthesis of key concepts within an area of diverse evidence (22). A recommended framework of six stages was 

used in the conduct of this study (17): Stage 1) Identifying the research question, Stage 2) Identifying relevant 

studies, Stage 3) Selecting the studies, Stage 4) Charting the data, Stage 5) Collating, summarising, and 

reporting the results, and Stage 6) Consultation, the last stage being optional and not applied in this study. 

Search strategy 

A literature search with a broad scope and a narrow search strategy was conducted in four databases: 

PsycINFO via EBSCO, CINAHL Complete, PubMed via MEDLINE and EMBASE via Ovid. The search was limited to 

identifying articles published between January 2007 and October 2019 to ensure that support needs reflected 

current representations of society and demographic development in dementia diseases. The start date was 

chosen because several international initiatives were taken around this time, promoting the prioritization of 

dementia as a public health priority and the development of national dementia strategies, including those 
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about people with dementia and their informal carers (23,24). The search was limited to English, Danish, 

Norwegian and Swedish languages. Search terms were identified based on the current literature and by 

consulting a librarian. See an example of the search in the database below (Table 1). 

Table 1 Example of electronic search in Cinahl COMPLETE 

Date of search: November 8th 2019 

Search: (Carer OR Relative OR Family OR Spouse OR Child OR Caregiver) AND (Dementia OR Alzheimer’s OR Neurodegenerative 

disease ) AND ( Support AND Needs ) 

Filters: Publication date from 2007/01/01 to 2019/10/31; Danish; English; Norwegian; Swedish 

 

Study selection 

The process for selecting articles followed the guideline of Levac et al. (17). Articles retrieved from each 

database were imported into RefWorks reference management software and duplicates were removed. Three 

authors independently screened articles for eligibility using inclusion and exclusion criteria, firstly by reading 

the title and abstract, and secondly by reading the full text articles. The first author (THC) screened all articles, 

a second author screened one-third (HHL) and a third author, two-thirds (HKK) of the articles. Inclusion criteria 

for articles were: 

 They contained information about adult carers’ support needs when caring for a person with dementia, 

those needs having been stated by carers themselves and not professionals,  

 The stated support needs focused on carers’ own needs and not the needs of the person with dementia, 

and 

 These support needs reflected those of carers living in conditions representative of the culture, health and 

social care provided in high-income countries. 

Broad inclusion criteria regarding publication type and data collection methods were chosen. However, articles 

were excluded if they only described the experience of caring or evaluated the effect of carer interventions. If 

there was any disagreement between authors, consensus was reached by the first author (THC) conferring with 

either of the two above-mentioned co-authors (HHL, HKK). According to the methodology used and the 

exploratory nature of a scoping review, no quality assessment was conducted (17). 

Data charting and synthesis 

A matrix of data variables to describe the articles identified for this study was developed (Appendix 1). The 

data included author, publication type, year of publication, place of origin, sample, design/data collection 
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method, setting, diagnosis of the person cared for and extent of progression of dementia.  In addition, a model 

of how to interpret content was used before data extraction (see Figure 1). The model enabled identification of 

support needs regardless of whether or not the support needs had their origin in manifest or latent 

interpretation of content (25). Manifest content comprised description of support needs with a low degree of 

interpretation such as survey and interview data of carers directly expressing their needs for support. In 

contrast, latent content included description of support needs with a high degree of interpretation of data, 

such as interviews with carers revealing that they experience various problems in relation to caring, which 

indicated the need for support. The matrix was tested before data extraction and discussed by two of the 

authors (THC and HKK). 

Figure 1 Two-dimensional model of approaches when analysing data in relation to abstraction level and interpretation degree (25) 

 

To extract data, the first author (THC) and one of the two co-authors (HKK or HHL) independently extracted 

findings of carers’ support needs from reading the full text articles (Appendix 1).  Inductive content analysis 

was used to synthesise the extracted data (26) and involved three stages: open coding, creating categories, and 

abstracting. Discussion between the authors (THC, HKK, and HHL) occurred at all stages to achieve consensus 

on creating categories and abstracting. 

Results  

Summary of identified articles 

The search identified 4651 articles, with 2748 left after removing duplicates. Using eligibility criteria for 

screening titles and abstracts, 303 articles were selected for full text review. One hundred and twenty-two 
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articles were included for data extraction after full-text review (Figure 2). Full text articles were primarily 

excluded if they only described the experience of caring. Overall, each of the included articles identified more 

than one support need and a summary of all articles is provided in Appendix 1. 

Figure 2 Flowchart of information through the phases of the scoping review (PRISMA flowchart) 

 

Further, characteristics of the included articles are reported in Table 2. Only studies clearly stating caring for a 

person with a diagnosis of a dementia disease were included; however the severity of dementia for the person 

cared for was not reported in most of the studies (n=84). Also, the care setting was not clearly described in 48 

of the included articles. Those that were described were home care, institutional care, hospitalisation or a 

combination (see Table 2).  

A great variety of publication types were represented in the included articles, with 90 journal articles, 26 

conference abstracts, 5 dissertations and 1 book chapter. Data were mostly collected through interviews 

(n=61), either individual qualitative interviews or focus groups, or questionnaires (n=35). Other data collection 
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methods were reviews (n=18) and mixed methods (n=8). Methods for interpretation of data varied in the 

included articles. Approximately half of the articles (n=63) identified the latent content of support needs by 

interpreting the underlying meaning of data in the study. The other half (n=59) identified the manifest content 

of support needs based on an evident interpretation and clear alignment of the data with a specific research 

aim being to describe carers’ support needs when caring (see Table 2). Therefore, the results of this scoping 

review are based on high degrees of interpretation as well as more descriptive presentations of the data.  

Table 2 Characteristics of the included articles (n=122) 

  Number of articles 

Publication type Article 90 

Conference abstract 26 

Dissertation 5 

Chapter in book 1 

Place of origin Asian countries 10 

Australia 13 

Canada 11 

Scandinavia 9 

South America 1 

Southern Europe 8 

UK 17 

USA 35 

Western Europe 18 

Sample  Informal carers 94 

Informal/formal carers 4 

Informal carers/person with dementia 21 

Informal/formal carers/person with dementia 3 

Design/data collection method Interview 61 

Questionnaire 35 

Review 18 

Mixed methods 8 

Setting Home care 45 

Institutional care 7 

Hospitalisation 3 

Home care/institutional care 19 

Unknown 48 

Diagnosis of the person cared for Dementia, unspecified 91 

Alzheimer’s 7 

Frontotemporal dementia 8 

Lewy Body dementia 2 

Early onset dementia 7 

Dementia and other diseases 7 

Progression of dementia Early stage 3 

Moderate stage 4 

Advanced stage 13 

Several stages 18 

Unknown 84 

Manifest or latent interpretation of support needs
  

Manifest 59 

Latent 63 
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Synthesis of knowledge on key concepts of carers’ support needs 

During the open coding of data, 54 subcategories of carers’ support needs were identified. Through an 

abstraction process, the identified subcategories of support needs were categorised into 12 generic categories 

and subsequently into four main categories of key concepts. The process revealed that support needs were 

dependent on the context of origin, some originating from the carers themselves and others from the people 

with dementia (Figure 3). The different contexts of identified support needs are equally important, but analysis 

suggests that the full extent of needs arises in the interaction between the context of the carer and the person 

being cared for. For a complete overview of categorisation of articles into main and generic categories 

identified in the inductive analysis, see Table 3. The four main categories: 1) Support needs related to the carer 

as a person, 2) Support needs related to managing being a carer, 3) Support needs related to providing care 

and 4) Support needs related to knowledge of dementia, will be presented below.  

Figure 3 Illustration of the interaction between the four main categories of key concepts of carers’ support needs derived from the 
inductive analysis due to the context of the origin of needs 
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Table 3. Data extraction matrix of identified carer support needs in the included articles (n=122) 

Main category Generic category Sub category Articles  # of articles 

1. Support needs 
related to the carer as 
a person  

Emotional support  1. Social support (20,35,71,83,86,88,90,91,100,103-108) 15 

2. Need for sharing experiences (29,30,32-34,44,59,60,82,87,109-112) 15 

3. Mental (health) support (21,27,28,31,32,39,46-49,55,57,58,66,67,69,76,82,83,88,89,91,100,104,108,113-122) 38 

4. Isolation (29,41,123) 3 

5. Feelings of loss (47,52,124) 3 

6. Preparedness for death (36,43,51,74,121,125-127) 7 

7. Interconnectedness and 
mutuality 

(38-40,54,56,68,70,109,128,129)  10 

Physical health support 8. Health issues (32,41-43,56,58,108,128) 8 

9. Self-care (21,28,32,35,39,44,47,55,69,78,102,129-131) 15 

10. Sleep (69,70,83)  3 

Special considerations 11. Cultural issues (38,118) 2 

12. Young carers (29,85,111,118,132) 5 

13. Female and male carers react 
differently to the carer role  

(27,117) 2 

14. Children and spouses react 
differently to the carer role 

(31,38,124) 3 

2. Support needs 
related to managing 
being a carer 

Conflicts 15. Decision-making (36,38,51,107,121,133,134) 7 

16. Worrying about the future  (32,85,134,135) 4 

17. Problem-solving  (20,45-48,57) 6 

18. Family involvement (20,35,43,46,52,53,64,113,115,118,126,127,131,136,137) 14 

19. Societal understanding (49,69,86,107,138) 5 

20. Keeping up appearances (38,138,139)   3 

Management of carer role 21. Role adjustment (47,54-56,70,124,128) 7 

22. Appraisal of caring role  (35,110,122,140) 4 

23. Carer self-efficacy  (45,90,100,123,141,142) 6 

24. Management of changed 
behaviour 

(27,31,34,37,38,43,46,58-60,65,77,81,84,110,112,122,127,137,138,143) 21 

  25. Some dementia diagnoses are 
more demanding  

(30,36,37,41,50) 5 

3. Support needs 
related to providing 
care 

Legal and financial issues 26. Legal support (31,44,69,71,80,81,127) 7 

27. Financial issues (28,44,49,53,61,66,69,71,80,86,118,142,144) 13 

28. Financial support for costs  (35,60,64,69,80-82,119,138) 9 
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Note: The terms Main category, Generic category and Sub category refer to the content analysis, where the content in each category is a result of the process of open 
coding, creating categories and abstracting. 

29. How to navigate the system (51,60,61) 3 

Professional care 30. Practical care support (21,64,65,81,86,91,114,116,117,119,126,129,131,144) 14 

31. Respite (21,41,48,55,60,62,66-68,71,83,90,111,116,122,123,127,129,131) 19 

32. Safety and high-quality care (38,51,52,62,77,116,123,145)   8 

33. Specific caring tasks (e.g. skin 
care, nutrition) 

(42,55,89,100,112,115,119,139,141,143,146,147) 13 

34. Community care services (41,46,55,65,67,69,70,82,86,144) 10 

35. Assistive technologies and 
Information and 
Communication Technology 
(ICT) tools 

(38,49,59,78,79,103,119,122,145) 9 

36. Flexible services (55,66,70-73,77,111,148) 9 

Services offered to carers 37. Difficulties asking for help 
 

(63,118,146) 3 

38. How to access help (28,31,36,43,60-62,71,85,102,105,117,118,127,132,142) 16 

39. Early post diagnostic support (66,85,140,142) 4 

40. Lack of services to carers (29,54,148,149) 4 

Specific needs of the 
person with dementia 

41. Person with dementia’s unmet 
needs 

(31,67,74,105,109,123,148,150,151) 9 

42. Transportation (65,77,113,149) 4 

43. Neuropsychiatric symptoms (21,31,38,44,57,60,62,70,88,114,115,146) 12 

Collaboration with health 
professionals 

44. Involvement in care  (20,34,48,52,66,73,74,76,77,90,91,104,121,137,140,143,152,153) 18 

45. Collaboration with the general 
practitioner  

(117,152) 2 

46. Coordination of professional 
support 

(31,47,73,106,116) 4 

4. Support needs  
related to knowledge 
of  dementia 

Knowledge on dementia  47. Information on the disease and 
understanding of symptoms 

(20,21,27,30,33,34,37,41,43-47,49,50,57,58,60,69,70,76,77,81,83,84,86,89-
91,99,100,105,106,110,112,127,132,135,138,141,142,144,153) 

40 

48. Knowledge of prognosis (28,31,51,73,77,78,84,85,120) 9 

49. Information and communication 
technologies to distribute 
knowledge 

(50,59,137,154) 4 

50. Acceptance of diagnosis (54,124) 2 

Demands on daily life 
coming from outside the 
carer themselves 

51. Distribution of tasks in daily life (47) 1 

52. Timing of support (28,33,47,73,87,99,104,130,150) 9 

53. Work-related issues (20)    

54. Carers’ needs associated with 
person with dementia’s needs 

(47,88-90) 4 
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Main category 1: Support needs related to the carer as a person 

In general, the studies identified in the search describe a lack of focus on carers’ personal needs regardless of 

the needs of the person cared for (see Table 3). Carers express a need for emotional support based on their 

mental, physical or social concerns. Although the need for mental (health) support was prominent, most 

studies were unclear on the definition of mental support. Two studies described mental support as helping to 

cope with feelings such as guilt and stigma (27) or to reduce the stress from caregiving (28). Another example 

of emotional support was the need for sharing experiences with others in the same situation. Carers described 

feeling neglected by their surroundings and meeting with like-minded people made them feel they were not 

alone (29-31). The context of sharing experiences could be professionally initiated or coincidental (32-34). 

Another example is carers describing a social support need from families and friends to take interest in care-

giving (20). Feeling that people close by know and understand the situation was seen to be especially helpful. A 

carer stated: “I work and have my family to talk to so that’s good and (my) family helps me by talking to them 

and by better understanding my worries. (Interviewee 3)” (35). Also, carers of a person with early-onset 

dementia (EOD) expressed additional need for support from their surroundings because holding a full-time job 

made it difficult for them to manage their caring role satisfactorily (29,36,37). 

In relation to social support needs, the analyses identified an emotional support need to preserve carers’ 

feelings of interconnectedness and mutuality with the person with dementia. This was especially the case for 

spouses (38,39). Carers needed support to maintain continuity in their relationship by enabling the sharing of 

mutual moments and structuring visits within residential care facilities (40). 

Throughout several studies, carers expressed a need for support to address their own physical health, and 

carers were reluctant to seek assistance (41,42). A carer described the lack of self-care: ‘‘You don’t look at 

yourself anymore . . . that is why it is very important to [take] care of yourself, because there comes a point 

where you live only for the [person] and then he is no longer here.’’ (43). Subsequently, carers realised that they 

had to take care of themselves, but no one had helped them in doing so (44). 

Main category 2: Support needs related to managing being a carer 

In the included articles, carers described a need for support to manage the carer role (see Table 3). Carers 

expressed a support need to learn how to solve problems in a constructive manner when conflicts arose in the 

day-to-day relationship with the person with dementia (45,46). A carer stated: “Every day brings something 

new and the things that you think you have figured out . . . aren’t what you think they are . . . how do you deal 
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with those things?”(43). Carers experienced a need for support when dealing, for example, with changed 

behaviour in the person with dementia (47) and needed help developing problem-solving strategies to avoid 

stressful conflicts with the person with dementia (43,48). Carers of a person with fronto-temporal dementia 

(FTD) in particular, reported having a need for support to manage behavioural changes (30,49,50).  

Another pertinent issue was the need for support to involve family or friends in shared decision-making 

(20,51). Carers experienced damaged relationships because of disagreements, and in some instances, they 

needed help from outside to enable family involvement or to mediate conflicting opinions (20,52,53). 

Furthermore, carers described a support need to adjust to their new role (47,54,55). Some carers had to learn 

new household skills and others had to adapt to a relationship that was never going to be the same (54,56). A 

mediating factor of carers’ degree of support needs was if they were able to find positive meaning in taking on 

the caring role (55) and they received positive feedback from family, professionals or the person cared for (35). 

A carer said: “The good thing is that my mum is contented when she has a good day. She is very appreciative of 

what I do. . . . She can’t help me at all. The fact that she’s appreciative is great. (Interviewee 13)” (35). 

Several studies described carers having a need for support to learn communication skills or new coping 

strategies (20,57,58). Carers needed support to communicate with the person with dementia regardless of 

cognitive decline (20), and carers found both structured training and less structured support groups helpful 

(47,59).  

Main category 3: Support needs related to providing care 

In general, carers had a need for support to provide care (see Table 3). Carers needed help to find out how to 

access services targeted at themselves or the person cared for (60-62). Carers also described having support 

needs additional to the services provided (31). As an extension of this, carers described a fear to burden other 

people (63), making their support need for where to seek help even more important. 

Receiving professional care (21,64,65) and respite care (66-68) were perceived as vital support needs. Carers 

asked for respite through access to both day and night care programs to manage the many tasks of caring (69-

71). Flexible respite services were especially essential for carers (72,73). A carer stated: “I would have liked 

some days at the day care centres to be a little longer because if I, for instance, go out to have lunch with my 

nieces, they like to eat at 13.30, not at 12. As my husband comes home at half past two, I am in a bit of a hurry, 

you see (spouse, 11).”  (55). Carers expressed that services were not appropriate to their situation (36), 

suggesting a need for an individual assessment of support. To enable correct assessment of carers’ support 
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needs, the identified studies pointed towards enhancing collaboration with professionals (20,74). Good 

collaboration is described as frequent communication and outreaching professionals who inform carers of care 

and treatment plans, which enable carers’ involvement in care (21,75-77). One particular identified topic was 

carers’ need for assistive technologies or information and communication technology (ICT) tools to enable easy 

access to professional or peer support, education and training when providing care (59,78,79).  

Furthermore, carers struggled with legal and financial issues and expressed a need for professional support. 

Some studies described carers’ need for legal support regarding completing a will, appointing a power of 

attorney or drawing up a living will (80,81). Other studies described carers’ need for financial support to make 

financial decisions, secure financial stability or to cover costs of e.g. medication (53,69,82). Worrying over 

financial issues was described by carers as something taking up a lot of their strength and causing a sense of 

burden (69,70,83). 

Main category 4: Support needs related to knowledge of dementia 

Knowledge of dementia was identified as an important area of need for additional support (see Table 3). Carers 

described a support need as help to understand and learn about dementia throughout the progression of the 

disease (84,85) and also to explain challenging behaviour (20,86). Some carers found educational courses and 

communication technologies helpful while others had a need for personally targeted information (43,86,87). 

Some studies also emphasised that carers’ knowledge of support available and timing of support provision 

were determinative for carers utilising services (60,77,80,87). Unfortunately, carers experienced that support 

may not be available when needed. A carer stated: “The community centre has 51 families waiting for services 

in our area. I feel fortunate for the help I get [30 min/week] when I think about that (CG #28).” (28). 

Lastly, four studies described that carers’ support needs seems to be associated with the level of unmet needs 

of the person with dementia (47,88-90).  

Discussion 

This scoping review provides an overview of existing knowledge including the characteristics and results of a 

heterogeneous sample of studies and study designs that describe carers’ support needs. Our results show that 

they emerge from two overall positions: that of the carer and that of the person cared for. The most common 

support needs identified were carers’ need for emotional support and knowledge about dementia. Further, the 

synthesis of carers’ support needs indicated categorisation of support needs into four key concepts: 1) Support 
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needs related to the carer as a person, 2) Support needs related to managing being a carer, 3) Support needs 

related to providing care, and 4) Support needs related to knowledge about dementia. 

Unique to our study was the combining of medical, emotional, physical, social and financial perspectives when 

mapping carers’ extensive support needs across a wide range of carer types, care settings, care trajectories and 

study designs. Other reviews (21,91) mapping carers’ support needs identified many of the same issues, but did 

not have the same holistic approach. Though the studies included in our review investigate carers’ support 

needs via various approaches, they actually describe many of the same needs. This indicates that a 

comprehensive and holistic overview of carers’ support needs is within reach, because carers express the same 

needs despite different situations and care trajectories. This is a noteworthy finding considering dementia 

carers’ difficulty in expressing their own needs (9,10). The similarities in support needs are an important 

finding, because this may serve as groundwork for a conceptual framework to develop needs assessment 

instruments and supportive interventions (92). In addition, none of the included studies have applied a specific 

holistic and person-centered approach (14) when describing and interpreting carers’ support needs. Existing 

knowledge relies on one-sided biomedical or psychological professional models to identify carers’ support 

needs. Consequently, there is a remarkable lack of including the carer perspective genuinely when 

understanding carers’ support needs, implying that research exploring carers’ support needs is needed in the 

future using a person-centered approach. 

An important step towards developing a conceptual framework of carers’ support needs is to have a well-

defined understanding of support needs as a construct, because characteristics of support needs in themselves 

are not observable (92). Using content analysis to synthesise the identified support needs of carers, we 

proposed four categories of key concepts. In line with findings of previous reviews (21,91), the categories 

contained support needs regarding knowledge of dementia, professional and social support, and support to 

maintain self-care. However, unique to our results is the identification of two overall positions of support 

needs originating from carers themselves and the person cared for (Figure 3). Support needs originating from 

carers comprise the identity, coping strategies and personal beliefs of the carer, whereas support needs 

originating from the person with dementia concern necessary actions and considerations when consenting to 

the requirements of care. Recognising both positions is important, but even more important is recognising 

their interaction to grasp the full extent of carers’ support needs. As an example, the identified key concepts 

related to the carer as a person contain the need for emotional support. In other studies, emotional support is 

described as being connected to a feeling of burden (93,94). Our results suggest that carers’ need for 
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emotional support is also connected to the carer as a person and how affected the personal relationship is to 

the person with dementia, and not just to the feeling of burden due to carrying out caring tasks. Using a 

person-centered approach, the significance of carers’ interaction with the person with dementia may be 

explained by support needs arising in the temporal physical and social context of caring (95). Carers dependent 

on identity and personal experience continuously have to adjust behaviour accordingly.  Evaluating carers’ 

burden on the basis of the physical caring context defined by the need for care of the person with dementia is 

therefore a simplified way to understand carers’ need for emotional support, because social context and the 

carer as a person are as important as the physical context. Also, the challenge of constantly adjusting to the 

physical and social context may require a high level of personal motivation to continue caring (96).  Focusing on 

personal motivation for adjusting to context is essential (16), and carers’ support needs may actually be more 

dependent on their own motivation in the caring situation than on the strain of managing actual caring tasks 

(11,97,98). This new understanding of needs arising in a constant interaction between the carer and the person 

being cared for may be essential to address individual needs for support.  

When using a person-centered approach, the temporal nature of the physical and social context imply that 

needs change over time (95). Carers, due to context, may have all of their needs met, but over time, new needs 

may arise due to the progression of dementia and high demands on carers’ own perseverance and motivation.  

Analysis of the included studies identified that carers do not know who to contact when needs emerge and 

how to ‘navigate the system’ (43,60,61). This indicates a need for regularly adjusted and timely support, which 

may be difficult to comply with, because carers may only realise their needs in retrospect (99). One solution 

could be systematic and regular assessment of carers’ support needs (100,101). At present, no 

psychometrically robust instrument to assess carers’ support needs exists, and future research should focus on 

the development and validation of such a tool (12,91,100).  

Strength and limitations 

The main strength of this review is its inclusivity of studies. It integrates different data collection strategies to 

embrace a comprehensive understanding of carers’ support needs. A quality assessment of the included 

studies has not been conducted, which may reduce the quality and credibility of our conclusions. However, 

using a scoping review method does not include quality assessment (17), which therefore includes knowledge 

outside the traditional academic publishing channels, which supports the broad scope of our study.  
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A limitation of the search strategy is the inclusion of studies that only reflect carers’ needs when living in a 

culture comparable to the health and social care context of high-income countries. Consequently, the results of 

our study do not offer insight into carers’ support needs when living in low-income countries. It is also possible 

that value-based support needs related to cultural minorities living in high-income countries have been 

overlooked (102). 

Finally, the time limit of the search poses a risk of missing relevant information because articles published 

before January 2007 were excluded. However, including more than just primary articles in our review most 

likely ensured that earlier important knowledge was included. 

Conclusion 

The results of this scoping review provide a broad and promising framework comprising four key concepts of 

carers’ support needs related to: 1) The carer as a person, 2) Managing being a carer, 3) Providing care, and 4) 

Knowledge of dementia. Understanding carers’ support needs with a person-centered approach is important 

when developing and planning interventions to support carers who care for a person with dementia. Especially 

combining the large body of knowledge of carers’ support needs makes way for a new understanding of 

support needs dependent on context and interaction between the carer and the person with dementia, which 

may be essential when assessing carers’ current and individual support needs in the future. 
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Carduff, E. et al. 
(130) 

Piloting a new approach in 
primary care to identify, assess 
and support carers of people 
with terminal illnesses: a 
feasibility study 

Article 2016 UK Informal 
carers 

83 Feasibility 
study with 
questionnaire 
and interview 

Unknown Dementia Unknown Latent Need for timely information. Need for support to 
maintain self-care. 

Cations, M. et al. 
(72) 

Why aren't people with young 
onset dementia and their carers 
using formal services? 

Conference 
abstract 

2016 Australia Informal 
carers/pe
rson with 
dementia 

93 Questionnaire Home care EOD Unknown Latent Need for flexible tailored services. 

Cations, M. et al. 
(132) 

Why aren't people with young 
onset dementia and their 
supporters using formal services? 
Results from the INSPIRED study 

Article 2017 Australia Informal 
carers/pe
rson with 
dementia 

85 Questionnaire 
and focus 
group 

Home 
care/nursin
g home 

EOD Unknown  Manifest  Need for group support to be appropriate to their 
age. Need for support to access services. Need for 
timely information 

Chan, W. C. et al. 
(27) 

Lived experience of caregivers of 
persons with dementia in Hong 
Kong: a qualitative study 

Article 2010 Hong Kong Informal 
carers 

27 Focus group Unknown Dementia Unknown Latent Need for information on dementia. Need for support 
to cope with changed behaviour. Need for emotional 
support. Female carers experience more stress than 
male carers. 

Chandler, B. R. (60) Ethnocultural variation in need 
for support among adult children 
caregivers 

Dissertatio
n 

2010 USA Informal 
carers 
(adult 
children)   

35 Focus group Home care Dementia Unknown Manifest  Need for emotional support and support groups to 
share feelings and avoid isolation. Need for 
information about the disease and how to manage 
behavioural changes. Need for easy access to 
information of services available. Timing of the service 
provided is important. 

Chow, T. W. et al. 
(50) 

An international needs 
assessment of caregivers for 
frontotemporal dementia 

Article 2011 Canada Informal 
carers 

79 Questionnaire Unknown FTD Unknown Manifest Special needs for education about FTD with 
awareness of neuropsychiatric disturbances. Need for 
additional information via the Internet. 

Clesse, A. et al. (45) Counseling program for 
caregivers of people with 
Alzheimer's disease: A case 
study. 

Conference 
abstract 

2015 Belgium Informal 
carers 

1 Case study Unknown Dementia Unknown Latent Need for information and to learn coping strategies 
focused on problem solving. 
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Cox, C. (38) Factors Associated with the 
Health and Well-being of 
Dementia Caregivers. 

Article 2013 USA Informal 
carers 

Unkno
wn 

Review All Dementia Unknown Latent Need for social support and to learn coping strategies. 
Decision aid in relation to institutionalisation. Need 
for assistive technology regarding safety. Differences 
in carers' needs: spouses need help to preserve 
marital relationship, and ethnic groups may be more 
reluctant in seeking help.  

Cramer, B. et al. 
(41) 

Caregivers of patients with 
frontotemporal lobar 
degeneration: A review on 
burden, problems, needs and 
interventions. 

Conference 
abstract 

2012 Germany Informal 
carers 

19 
articles 

Review Unknown FTD Unknown Latent Need for information and suitable care facilities. 
Carers experience social isolation and neglect 
personal needs. 

Crowther, J. L. et 
al. (140) 

Dementia: What care do patients 
and carers need in the last year 
of life and time surrounding 
death? 

Conference 
abstract 

2012 UK Informal 
carers 

40 Interview All Dementia The last year Latent Informal carers wish to collaborate and to be included 
in all aspects of end of life care. 

Dam, A. et al. (63) Development of an online social 
support intervention for people 
with dementia and their 
caregivers. 

Conference 
abstract 

2015 Netherlands Informal 
carers 

27 Interview Home care Dementia Unknown Latent Partners experience high threshold to ask for support, 
even though people in the social environment are 
willing to offer assistance. 

Dawson, R. Et al. 
(152) 

Strategies to assist care partners 
become effective members of 
their DLB (dementia with lewy 
bodies) spouse's health care 
team. 

Conference 
abstract 

2015 USA Informal 
carers 
(spouses) 

Unkno
wn 

Review Unknown LBD All stages Latent Need to know how to communicate effectively with 
doctors before, during, and after their spouse's visits. 
Need to be prepared for emergency room visits and 
hospitalisations. 

De Bellis, A. et al. 
(143) 

Antipsychotic use for behaviours 
by persons with dementia in 
residential aged care: the 
relatives' perspectives 

Article 2017 Australia Informal 
carers 

6 Interview Home 
care/nursin
g home 

Dementia  Unknown  Manifest  Need for information on medication and behavioural 
change. Need to be involved in care decisions 

De Cola, M. C. et al. 
(120) 

Unmet Needs for Family 
Caregivers of Elderly People With 
Dementia Living in Italy: What Do 
We Know So Far and What 
Should We Do Next? 

Article 2017 Italy Informal 
carers 

59 Questionnaire Unknown Dementia Unknown Manifest Need for information on disease management. Need 
for support to cope with stress of caring. 

De Jong, J. D. et al. 
(77) 

Dutch psychogeriatric day-care 
centers: a qualitative study of the 
needs and wishes of carers 

Article 2009 Netherlands Informal 
carers 

9 Focus group Home 
care/nursin
g home 

Dementia Unknown Manifest Need for information about dementia, the prognosis 
and care facilities available. Need to manage changed 
behaviour and to maintain safety. Need for 
transportation and flexible services. Need to be 
involved in care. 

DePalma, J. A. (42) Update on evidence: Family 
caregivers in the home 

Article 2007 USA Informal 
carers 

7 
articles 

Review Home care General 
illness 
(including 
dementia) 

Unknown Latent Need for professional care after hospitalisation. Need 
to take care of own health issues. 

DiLauro, M. et al. 
(109) 

Spousal caregivers and persons 
with dementia: Increasing 
participation in shared leisure 
activities among hospital-based 
dementia support program 
participants 

Article 2017 Canada Informal 
carers 
(spouses) 

9 Interview Home care Dementia Unknown Latent Need for activities together with the PWD. Need for 
support groups. Need for activities for the PWD. Need 
to share experiences. 
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Diehl-Schmid, J. et 
al. (49) 

Problems, burden and needs of 
90 German caregivers of patients 
with frontotemporal lobar 
degeneration. 

Conference 
abstract 

2012 Germany Informal 
carers 

90 Structured 
interview 
with 
questionnaire 

Unknown FTD Unknown Manifest Need for information, psychosocial and financial 
support. Need for help with patients' care and FTLD 
awareness campaigns. 

Diehl-Schmid, J. et 
al. (86) 

Caregiver burden and needs in 
frontotemporal dementia 

Article 2013 Germany Informal 
carers 

94 Cross-
sectional 
study with 
questionnaire 

Home 
care/nursin
g home 

FTD Unknown Manifest Need for information, psychosocial support through 
trained personnel, and financial support. Need for 
community care and practical care. Need to raise 
public awareness. 

Dimakopoulou, E. 
et al. (81) 

Evaluating the Needs of 
Dementia Patients' Caregivers in 
Greece: A Questionnaire Survey 

Article 2015 Greece Informal 
carers 

248 Cross-
sectional 
study with 
questionnaire 

Home care Dementia Unknown Manifest Need for financial support, legal assistance and 
practical support. Need for psycho-education and how 
to manage changed behaviour. 

Ducharme, F. et al. 
(28) 

Unmet support needs of early-
onset dementia family 
caregivers: a mixed-design study 

Article 2014 Canada Informal 
carers 

32 Questionnaire Unknown EOD Unknown Manifest Need for information on disease, offered services, 
treatment and financial assistance. Need for timely 
support. Need for help to reduce stress. 

Ducharme, F. et al. 
(37) 

A Comparative Descriptive Study 
of Characteristics of Early- and 
Late-Onset Dementia Family 
Caregivers 

Article 2016 Canada Informal 
carers 

96 Structured 
interview 
with 
questionnaire 

Home 
care/nursin
g home 

Dementia 
and EOD 

Moderate-
severe 

Latent Different resources among carers of EOD and LOD. 
Need for psychoeducation. EOD carers need help to 
develop coping strategies. 

Ebert, P. (126) Sons providing care at end-of-
life: Common threads and 
nuances 

Dissertatio
n 

2008 USA Informal 
carers 
(sons) 

30 Interview Unknown Terminal 
illness 
(including 
dementia) 

End of life Latent Need for professional care. Need to be prepared for 
death. Need to involve family. 

Evers, C. (66) Carer support and 
empowerment. 

Article 2008 UK Informal 
carers/ 
person 
with 
dementia 

Unkno
wn 

Review All Dementia All stages Manifest A structural change to the health and social care 
system is necessary to support carers' needs. Need for 
practical support and flexible respite services. Need 
for psychoeducation and support groups. Need to be 
involved in decisions about services. 

Freyne, A. et al. 
(67) 

Carer-rated needs assessment of 
a cohort of people with dementia 

Article 2010 Ireland Informal 
carers 

40 Questionnaire Homecare/
hospital 

Dementia Unknown Manifest  Need for information and mental support. Existing 
services are not appropriate. Need for day care 
services. 

Førsund, L. H. et al. 
(40) 

Constructing togetherness 
throughout the phases of 
dementia: a qualitative study 
exploring how spouses maintain 
relationships with partners with 
dementia who live in institutional 
care 

Article 2016 Norway Informal 
carers 
(spouses) 

15 Interview Institutiona
l care 

Dementia Moderate-
severe 

Latent Need to feel togetherness. 

Fowler, C. et al. 
(149) 

Home visits by care providers -- 
Influences on health outcomes 
for caregivers of homebound 
older adults with dementia 

Article 2015 USA Informal 
carers 

55 Questionnaire Home care Dementia Unknown Latent Need for help in transportation. Need for help to 
maintain self-care. 

Furlong, K. E. et al. 
(54) 

Self-care behaviors of spouses 
caring for significant others with 
Alzheimer's disease: the 
emergence of self-care 
worthiness as a salient condition 

Article 2008 Canada Informal 
carers 
(spouses) 

9 Interview Home care Dementia Mild-
moderate-
severe 

Manifest Need for support to self-care. Need to accept the 
disease and to adjust to the new roles. Need to cope 
with the loss of mutuality in their marriage. 
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Gibson, A. et al. 
(105) 

Providing Care for Persons with 
Dementia in Rural Communities: 
Informal Caregivers' Perceptions 
of Supports and Services 

Article 2019 USA Informal 
carers 

11 Interview  Home care Dementia Unknown  Manifest  Need for accessible services and information 
especially living in rural areas. Need support to enable 
activities for the person with dementia and a network 
for themselves. 

Gove, D. et al. 
(119) 

Continence care for people with 
dementia living at home in 
Europe: a review of literature 
with a focus on problems and 
challenges 

Article 2017 Luxembourg Informal 
carers/ 
person 
with 
dementia 

6 
articles 

Review Home care Dementia Unknown Latent Need for help to manage continence issues. Need for 
helping aids to manage practical issues in daily life. 
Need financial support. Need for emotional support. 

Green, T. et al. (85) Early-onset dementia: Needs of 
patients and carers in the early 
diagnostic stage. 

Conference 
abstract 

2012 Canada Informal 
carers/ 
person 
with 
dementia 

7 Interview Home care EOD Mild Latent Need for early guidance following the diagnosis. Need 
for knowledge of community services and dementia 
progression. 

Gridley, K. et al. 
(73) 

Good practice in social care: the 
views of people with severe and 
complex needs and those who 
support them 

Article 2014 UK Informal 
carers/ 
person 
with 
dementia 

67 Interview Unknown Dementia, 
stroke and 
other 
people 
with 
complex 
needs 

Unknown Manifest Need for continuity in support. Need for timely and 
flexible supportive services. Need to be involved in 
care. Need for information of disease. 

Griffiths, J. et al. 
(64) 

Problems and needs in helping 
older people with dementia with 
daily activities: Perspectives of 
Thai caregivers 

Article 2016 Thailand Informal 
carers/ 
professio
nals 

30 Interview Home care Dementia Unknown Manifest Need for practical support to care. Need for support 
from family. Need for financial support. 

Hemingway, D. et 
al. (39) 

Together but apart: Caring for a 
spouse with dementia resident in 
a care facility. 

Article 2016 Canada Informal 
carers 
(spouses) 

28 Interview Nursing 
home 

Dementia Advanced Latent Need for support to maintain own health and well-
being. 

Hennings, J. et al. 
(32) 

Spouse's experiences and needs 
as supporters of people with 
dementia at the end of life in 
nursing homes in the united 
kingdom: An in-depth 
longitudinal pilot study. 

Conference 
abstract 

2012 UK Informal 
carers 
(spouses) 

10 Interview Nursing 
home 

Dementia Advanced Latent Need to support own health. In need of help to deal 
with feelings of guilt. Need for support groups. Need 
to deal with uncertainty. 

Hirakawa, Y. et al. 
(146) 

Information needs and sources 
of family caregivers of home 
elderly patients 

Article 2011 Japan Informal 
carers 

475 Questionnaire Home care Dementia 
versus no 
dementia 

Mild-
moderate-
severe 

Manifest Need for information on: first aid, how to access 
services, specific knowledge on nutrition and 
cognitive changes due to the illness.  

Hoffman, A. et al. 
(134) 

Patient and caregiver needs and 
preferences for decision support 
interventions in Alzheimer's 
disease. 

Conference 
abstract 

2013 USA Informal 
carers/ 
person 
with 
dementia
/professi
onals  

146 Questionnaire Unknown Alzheimer’s Mild-
moderate-
severe 

Latent Need for help when making decisions about the 
future e.g. "when/whether to move your loved one 
into residential care". 

Hovland-Scafe, C. 
(125) 

Preparedness for death: The 
experience of family caregivers 
of elders with dementia 

Dissertatio
n 

2014 USA Informal 
carers 

30 Interview Unknown Dementia End of life Latent Need to feel prepared for the death of the person 
with dementia.. 
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Huang, H. L. et al. 
(65) 

Family caregivers' role 
implementation at different 
stages of dementia 

Article 2015 Taiwan Informal 
carers / 
person 
with 
dementia 

176 Cross-
sectional 
study with 
questionnaire 

Home care Dementia All stages Latent Need for help to manage changed behaviour. Need 
for community services and help with transportation 
and practical care. 

In Het Veld, J. H. et 
al. (34) 

Online focus groups to explore 
family caregivers' self-
management of challenging 
behavior in their relatives with 
dementia. 

Conference 
abstract 

2015 Netherlands Informal 
carers 

36 Focus group Unknown Dementia Unknown Manifest Need to be heard. Need to share experiences. Need 
for information and learning skills. 

In Het Veld, J. H. et 
al. (110) 

Self-Management Support and 
eHealth When Managing 
Changes in Behavior and Mood 
of a Relative With Dementia: An 
Asynchronous Online Focus 
Group Study of Family 
Caregivers' Needs 

Article 2018 Netherlands Informal 
carers 

36 Online focus 
group 

Home care Dementia  Unknown  Manifest Need for information on dementia and how to 
manage behavioural changes. Need to feel 
appreciated. Need for contact with others in the same 
situation. 

Iribarren, S. et al. 
(137) 

Information, communication, 
and online tool needs of Hispanic 
family caregivers of individuals 
with Alzheimer's disease and 
related dementias 

Article 2019 USA Informal 
carers 

24 Participatory 
design/intervi
ew 

Unknown  Alzheimer’s Unknown  Latent Need for support to communicate with professionals, 
the person with dementia and other relatives. Need 
for online tools to access information quickly. Need 
for support to manage changed behaviour. 

Jennings, L. A. et al. 
(75) 

Unmet needs of caregivers of 
individuals referred to a 
dementia care program 

Article 2015 USA Informal 
carers 

307 Cross-
sectional 

Unknown Dementia Unknown Latent Need to know where to access practical and 
emotional support. Need for GPs to offer support. 

Johannessen, A. et 
al. (111) 

Experiences and needs of 
spouses of persons with young-
onset frontotemporal lobe 
dementia during the progression 
of the disease 

Article 2017 Norway Informal 
carers 
(spouses) 

16 Interview  Home 
care/nursin
g home 

Young FTD All stages Latent Need for flexible respite. Need for age-appropriate 
support groups. 

Killen, A. et al. (33) Support and information needs 
following a diagnosis of dementia 
with Lewy bodies 

Article 2016 UK Informal 
carers/ 
person 
with 
dementia 

107 Questionnaire Unknown LBD Unknown Manifest Need for information and emotional support. Timing 
of support is important. 

Lawrence, V. et al 
(102) 

Attitudes and support needs of 
Black Caribbean, south Asian and 
White British carers of people 
with dementia in the UK 

Article 2008 UK Informal 
carers 

32 Interview Unknown Dementia Unknown Latent Need to know how to get help. Need for help to take 
care of own health.  

Lee, J. et al. (83) The perceived experiences and 
unmet needs of Asian American 
dementia family caregivers 

Conference 
abstract 

2018 USA Informal 
carers 

35 Interview  Home care Dementia  Unknown  Manifest  Need for respite in the home. Need for dementia care 
education programs that included caregiving skills, 
social and emotional support, including support 
groups, and stress management. 

Lee, K. et al. (106) Transitioning into the caregiver 
role following a diagnosis of 
Alzheimer's disease or related 
dementia: A scoping review 

Article 2019 USA Informal 
carers 

29 
articles 

Review  Unknown  Dementia  Early stage Latent  Need for emotional support and peer support. Need 
for information on dementia. Need for support to 
plan care. 
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Lee, M. et al. (156) Exploring the challenges of 
medical/nursing tasks in home 
care experienced by caregivers of 
older adults with dementia: An 
integrative review. 

Article 2019 USA Informal 
carers 

13 
articles 

Review  Home care Dementia  Unknown Latent Need for information and skills-training in medical 
tasks. 
 

Lenihan, E. et al. 
(68) 

The meaning of caring for a 
person with dementia: An 
occupational justice perspective. 

Conference 
abstract 

2013 Ireland Informal 
carers 

Unkno
wn 

Interview Unknown FTD Unknown Manifest Need for help to sustain interconnectedness between 
carer and care recipient. Need for respite in their 
home. 

Liddle, J. et al. 
(136) 

The biggest problem we've ever 
had to face: How families 
manage driving cessation with 
people with dementia. 

Article 2016 Australia Informal 
carers/ 
person 
with 
dementia
/ 
professio
nals  

32 Interview Unknown Dementia Unknown Latent Need to take into consideration unique family 
dynamics and support to manage different levels of 
conflicts. 

Lord, K. et al. (51) How people with dementia and 
their families decide about 
moving to a care home and 
support their needs: 
development of a decision aid, a 
qualitative study 

Article 2016 UK Informal 
carers/ 
person 
with 
dementia 

20 Interview Home 
care/reside
ntial care 

Dementia Unknown Manifest Need to secure the safety of the person with 
dementia. Need for family support to make decisions. 
Need for knowledge on progression of the disease. 
Need for help to navigate the system. Need to 
prepare for the future. 

Low, L. et al. (116) Desired characteristics and 
outcomes of community care 
services for persons with 
dementia: what is important 
according to clients, service 
providers and policy? 

Article 2013 UK Informal 
carers/ 
person 
with 
dementia
/ 
professio
nals 

64 Interview Home care Dementia Unknown Latent Need for respite and personal care of the person with 
dementia. Need for high-quality care. Need for 
emotional support. 

Macleod, A. et al. 
(71) 

There isn't an easy way of finding 
the help that's available. Barriers 
and facilitators of service use 
among dementia family 
caregivers: a qualitative study 

Article 2017 Australia Informal 
carers 

24 Interview  Home care Dementia  Mild- severe Latent  Need for information on how to access services. Need 
for financial and legal guidance. Need for flexible 
respite care. Need for a supportive network. 

McCabe, M. et al. 
(21) 

Hearing Their Voice: A 
Systematic Review of Dementia 
Family Caregivers' Needs 

Article 2016 Australia Informal 
carers 

12 
articles 

Review Unknown Dementia Unknown Manifest Need for information and knowledge. Need for 
support in managing care recipients’ activities of daily 
living and changed behaviour. Need for formal care 
support. Need to address physical and psychological 
health and to manage own life. Need for respite. 

McCann, T. V. et al. 
(35) 

Family carers' experience of 
caring for an older parent with 
severe and persistent mental 
illness 

Article 2015 Australia Informal 
carers 

30 Interview Home care Dementia 
and 
organic, 
functional, 
psychiatric 
disorders  

Unknown Latent Need to cope with disagreement in family. Need to 
feel appreciated. Need for social support. Need to 
maintain own well-being. Financial support need. 
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McKechnie, V. et 
al. (59) 

The effectiveness of an Internet 
support forum for carers of 
people with dementia: a pre-post 
cohort study 

Article 2014 UK Informal 
carers 

61 Mixed 
methods 
study with 
questionnaire 
and 
telephone 
interview 

Unknown Dementia Unknown Latent Need to share experiences with others in the same 
situation. Need for online forums to get support and 
information. Need to cope with changed behaviour 
and to learn problem-solving. 

Meyer, J. et al. (70) A phenomenological study of 
living with a partner affected 
with dementia 

Article 2016 Sweden Informal 
carers 
(spouses) 

7 Interview Home 
care/reside
ntial care 

Dementia Unknown Latent Need for knowledge on dementia. Need for help to 
adapt to the new roles and relation. Need to manage 
changed behaviour. Need to adjust to loss of 
togetherness. Need of community support. Need for 
flexibility in services offered. 

Millenaar, J. K. et 
al. (99) 

The experiences and needs of 
children living with a parent with 
young onset dementia: results 
from the NeedYD study 

Article 2014 Netherlands Informal 
carers 
(children)  

14 Interview Unknown EOD Unknown Latent Need for support at their own pace. Need for 
information of diagnosis. 

Millenaar, J. K. et 
al. (36) 

The care needs and experiences 
with the use of services of people 
with young-onset dementia and 
their caregivers: a systematic 
review 

Article 2016 Netherlands Informal 
carers/ 
person 
with 
dementia 

27 
articles 

Review Unknown EOD Unknown Latent Need for information of available services. Specific 
need for practical information to deal with their 
parent with EOD. Need for help to make decisions and 
to prepare for the future. 

Moreno-Camara, S. 
et al. (122) 

Perceived Needs of The Family 
Caregivers of People with 
Dementia in a Mediterranean 
Setting: A Qualitative Study 

Article 2019 Spain Informal 
carers 

82 Focus group Home care Dementia  Mild to severe Manifest Need for support to manage instrumental care and to 
manage behavioural changes in person with 
dementia. Need for time for themselves. Need for 
emotional support and to feel appreciated and to 
maintain own health 

Moyle, W. et al. 
(76) 

'They rush you and push you too 
much ... and you can't really get 
any good response off them': A 
qualitative examination of family 
involvement in care of people 
with dementia in acute care 

Article 2016 Australia Informal 
carers 

30 Interview Hospital 
care 

Dementia Unknown Manifest Need for information and to be involved in 
professional care. Need for emotional support. 

Murphy, K. et al. 
(44) 

Switching on the light: Carers' 
perceptions of what they need to 
know when caring for a relative 
with dementia. 

Conference 
abstract 

2014 Ireland Informal 
carers/ 
professio
nals 

43 Interview Home care Dementia Unknown Manifest Need for carers to stay well. Need for help with legal 
and financial issues. Need for knowledge on dementia 
and how to manage challenging behaviour. Need for 
support to learn from others in the same situation. 

Muders, P. et al. 
(74) 

Support for families of patients 
dying with dementia: a 
qualitative analysis of bereaved 
family members' experiences 
and suggestions 

Article 2015 Germany Informal 
carers 

310 Cross-
sectional 
study with 
questionnaire 
containing 
open-ended 
questions 

Unknown Dementia End-of-life Manifest Need for information and communication with 
professionals. Need for more care for the person with 
dementia. Need to be prepared for death. 

Nichols, L. O. et al. 
(115) 

Dementia caregivers' most 
pressing concerns 

Article 2009 USA Informal 
carers/ 
person 
with 
dementia 

330 RCT Unknown Dementia Mild-
moderate-
severe 

Manifest Need to manage incontinence and diet of person with 
dementia. Need to cope with behavioural changes. 
Need for emotional support. Need to manage family 
issues. 
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Nilsson, E. et al. 
(135) 

What is yet to come? Couples 
living with dementia orienting 
themselves towards an uncertain 
future 

Article 2019 Sweden Informal 
carers 
(spouses) 

15 Interview 
(dyade) 

Home care Dementia  Mild- 
moderate 

Latent  Need for information on dementia and what to 
expect. 

Novais, T. et al. 
(100) 

How to explore the needs of 
informal caregivers of individuals 
with cognitive impairment in 
Alzheimer's disease or related 
diseases? A systematic review of 
quantitative and qualitative 
studies 

Article 2017 France Informal 
carers 

70 
articles 

Review  Unknown  Dementia  Unknown  Latent  Need for information on dementia and knowledge 
about medication. Need for emotional support and 
coping skills training. 

O'Brien, C. et al. 
(142) 

An evaluation of met and unmet 
needs, carer burden and barriers 
to accessing services amongst 
family carers of people with 
dementia: A qualitative study. 

Conference 
abstract 

2013 Ireland Informal 
carers 

Unkno
wn 

Interview Unknown Dementia Moderate-
advanced  

Manifest Need for information and more service availability. 
Need for financial support and for transportation. 
Feelings of isolation and uncertainty about what is 
available to support them.  

Olsson, A. et al. 
(145) 

My, your and our needs for 
safety and security: relatives' 
reflections on using information 
and communication technology 
in dementia care 

Article 2012 Sweden Informal 
carers 
(spouses) 

14 Interview Home 
care/nursin
g home 

Dementia Unknown Latent Need for information technology to keep the person 
with dementia safe. 

Oyebode, J. et al. 
(124) 

Family experiences of living with 
behavioural variant 
Frontotemporal Dementia 
(bvFTD): Implications of a 
qualitative longitudinal research 
study for coping and 
interventions. 

Conference 
abstract 

2016 UK Informal 
carers/ 
person 
with 
dementia 

19 Interview Unknown FTD Multiple times 
in the 
progression 

Latent Need to develop strategies for managing the impact 
on the relationship. Partners in particular experience 
grief and loss of the past relationship.  

Pagán-Ortiz, M. E. 
et al. (78) 

Use of an Online Community to 
Provide Support to Caregivers of 
People With Dementia 

Article 2014 USA Informal 
carers 

95 Mixed 
methods 
study with 
interview and 
quasiexperim
ental two 
group design 

Unknown Dementia Unknown Latent Need for information about the disease and how to 
maintain self-care. 

Papachristou, I. et 
al. (147) 

Dementia informal caregiver 
obtaining and engaging in food-
related information and support 
services. 

Article 2017 UK Informal 
carers 

20 Interview  Home care Dementia  Mild-severe Manifest  Need for information on food services. 

Peeters, J. M. et al. 
(31) 

Informal caregivers of persons 
with dementia, their use of and 
needs for specific professional 
support: a survey of the National 
Dementia Programme 

Article 2010 Netherlands Informal 
carers 

984 Questionnaire Home 
care/nursin
g home 

Dementia Unknown Manifest Need for additional professional support and legal 
advice. Need to cope with changed behaviour. Need 
for information on services available. Different needs 
of children and spouses: Children need more support 
to cope with behaviour and information about 
progression of the disease and coordination of 
professional support. Spouses need emotional 
support and support from family. 
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Pini, S. et al. (129) A Needs-led Framework for 
Understanding the Impact of 
Caring for a Family Member With 
Dementia 

Article 2018 UK Informal 
carers 

42 Interview  Home care Dementia  Unknown  Latent  Need to preserve the relationship with the person 
with dementia. Need to share feelings and to take 
care of self. Need for practical support and time for 
themselves. 

Porock, D. et al. 
(138) 

National Priorities for Dementia 
Care: Perspectives of Individuals 
Living with Dementia and Their 
Care Partners 

Article 2015 USA Informal 
carers/ 
person 
with 
dementia 

388 Questionnaire Unknown Dementia Unknown Latent Need for financial support and education. Need to 
increase public awareness. 

Queluz, F.N. et al. 
(91) 

Understanding the needs of 
caregivers of persons with 
dementia: A scoping review. 

Article 2019 Brazil Informal 
carers 

31 
articles 

Review  Unknown  Dementia  Unknown  Latent  Need for emotional support. Need for formal or 
informal help. Need for information about dementia 
and dementia care. 

Raivio, M. et al. 
(150) 

How do officially organized 
services meet the needs of 
elderly caregivers and their 
spouses with Alzheimer's 
disease? 

Article 2007 Finland Informal 
carers 
(spouses) 

1214 Questionnaire Home care Alzheimer’s Unknown Manifest Need for timely offered services. Lack of offered 
services to person with dementia. 

Rayment, G. et al. 
(90) 

Using photo-elicitation to 
explore the lived experience of 
informal caregivers of individuals 
living with dementia 

Article 2019 UK Informal 
carers 

6 Photo and 
interview 

Home 
care/nursin
g home 

Dementia  All stages Latent  Need for information on dementia and care. Need for 
support groups. Need for time on their own and 
support to take care of self. Carers needs dependent 
on person with dementia. 

Robinson, A. et al. 
(62) 

Seeking respite: issues around 
the use of day respite care for 
the carers of people with 
dementia 

Article 2012 Australia Informal 
carers 

27 Interview Home care Dementia Unknown Latent Need of easy access to information of services 
available. Need to know the person with dementia is 
safe. Need to manage refusal from that. Need for 
respite. 

Rosa, E. et al. (57) Needs of caregivers' patients 
with dementia. 

Conference 
abstract 

2009 Italy Informal 
carers 

112 Questionnaire Unknown Dementia Moderate- 
severe 

Manifest Need to learn communication skills and how to 
manage cognitive and behavioural disorders. Need for 
emotional stress management. Need for better 
knowledge of the disease and the exact diagnosis. 

Rosa, E. et al. (89) Needs of caregivers of the 
patients with dementia 

Article 2010 Italy Informal 
carers 

112 Questionnaire Home 
care/nursin
g home 

Dementia Moderate-
severe 

Manifest Need for additional information about the illness and 
suitable pharmacological approaches. Carers 
experiencing high burden have more emotional 
needs. 

Ryan, K. A. et al. 
(113) 

Specific support services needed 
by caregivers of patients with 
mild cognitive impairment. 

Conference 
abstract 

2009 USA Informal 
carers/ 
person 
with de-
mentia/ 
matched 
healthy 
persons 

160 Questionnaire Unknown Alzheimer’s
/Mild 
cognitive 
impairment 

Unknown Manifest Need for transportation and financial counseling.  
Need for mental health support and help from family 
or support groups. 

Ryan, K. A. et al. 
(114) 

Caregiver support service needs 
for patients with mild cognitive 
impairment and Alzheimer 
disease 

Article 2010 USA Informal 
carers 

124 Questionnaire Unknown Alzheimer’s
/Mild 
cognitive 
impairment 

Unknown Manifest Need for mental support and formal care. Increased 
need for support when the person with dementia has 
high functional impairment. 
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Samia, L. W. et al. 
(43) 

‘Flying by the seat of our pants': 
What dementia family caregivers 
want in an advanced caregiver 
training program 

Article 2012 USA Informal 
carers 

168 (of 
which 
26 
partici
pated 
in 
focus 
group) 

Mixed 
methods 
study with 
questionnaire 
and focus 
group 

Unknown Dementia Unknown Manifest Need to feel prepared for the future and death of the 
person with dementia. Need to manage changed 
behaviour. Need for support from family. Need for 
information on how to access services. Need to take 
care of oneself. 

Samus, Q. M. et al. 
(127) 

Unmet Needs of Dementia 
Caregivers at Home 

Conference 
abstract 

2018 USA Informal 
carers 

647 Cross 
sectional 

Home care Dementia Unknown  Manifest  Need for knowledge on dementia and skills training. 
Need for legal support and how to access services. 
Need for respite and support from other relatives and 
to take care of own mental health. 

Sarabia-Cobo, C. et 
al. (157) 

Decisions at the end of life made 
by relatives of institutionalized 
patients with dementia 

Article 2016 Spain Informal 
carers 

84 Focus group Nursing 
home 

Dementia Moderate-
severe 

Latent Need to be prepared for death. 

Seike, A. et al. (84) Developing an interdisciplinary 
program of educational support 
for early-stage dementia patients 
and their family members: an 
investigation based on learning 
needs and attitude changes 

Article 2014 Japan Informal 
carers/ 
person 
with 
dementia 

170 Questionnaire Unknown Dementia Moderate Manifest Need of information about the disease and 
progression of the disease and management of 
changed behaviour. 

Shanley, C. et al. 
(107) 

Providing support to surrogate 
decision-makers for people living 
with dementia: Healthcare 
professional, organisational and 
community responsibilities 

Article 2017 Australia Informal 
carers 

34 Telephone 
interview 

Home care Dementia  Unknown  Manifest  Need for awareness in community about dementia. 
Need for support to make decisions about the future 
early on. Need for support groups. 

Sherman, C. W. et 
al. (53) 

Financial conflicts facing late-life 
remarried Alzheimer's disease 
caregivers 

Article 2008 USA Informal 
carers 
(spouses) 

9 Interview Home care Alzheimer’s Unknown Latent Need for help to handle financial issues and conflicts 
in the family regarding money decisions. 

Shivakumar, P. et 
al. (151) 

Carer's needs assessment in 
dementia: Indian perspective. 

Conference 
abstract 

2015 India Informal 
carers/ 
person 
with 
dementia 

45 Structured 
interview 
with 
questionnaire 

Unknown Dementia Unknown Manifest Need for information. Need to manage psychological 
distress. Need for information on how to receive 
benefits. Need for activities for the person with 
dementia. 

Shrestha, S. et al. 
(80) 

Utilization of legal and financial 
services of partners in dementia 
care study 

Article 2011 USA Informal 
carers/ 
person 
with 
dementia 

186 Questionnaire Unknown Dementia Unknown Manifest Need for legal and financial services. 

Shyu, Y. I. et al. 
(128) 

Influences of mutuality, 
preparedness, and balance on 
caregivers of patients with 
dementia 

Article 2010 Taiwan Informal 
carers/ 
person 
with 
dementia 

176 Questionnaire Unknown Dementia Unknown Latent Need for support to feel mutuality. Need to feel 
prepared and to balance own needs against the needs 
of the person with dementia. 

Silva, P. Et al. (141) Challenges in managing the diet 
of older adults with early-stage 
Alzheimer dementia: a caregiver 
perspective 

Article 2013 Canada Informal 
carers/ 
person 
with 
dementia 

33 Interview Home care Alzheimer’s Early stage Latent Need for guidance to manage diet. Need for 
information. Need for confidence in caring tasks. 
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Slaboda, J. et al. 
(112) 

Focus group findings: Needs of 
family caregivers of dementia 
patients 

Conference 
abstract 

2018 USA Informal 
carers 

56 Focus group 
and online 
discussion 

Unknown  Dementia/s
troke/Parki
nson’s 

Unknown Latent Need for knowledge on dementia, medication and 
how to manage behavioural changes. Need for 
support to connect with other carers. 

Steiner, V. et al. 
(58) 

Information Needs of Family 
Caregivers of People With 
Dementia 

Article 2016 USA Informal 
carers/ 
professio
nals 

92 Questionnaire Home care Dementia Unknown Manifest Need to manage changed behaviour. Need to cope 
with emotional stress. Need for information. 

Tatangelo, G. et al. 
(108) 

I just don't focus on my needs. 
The unmet health needs of 
partner and offspring caregivers 
of people with dementia: A 
qualitative study 

Article 2018 Australia Informal 
carers 

24 Interview  Home care Dementia  Mild-severe Manifest  Need to maintain own health including mental health, 
exercise and diet. Need for emotional support and 
social relationships. 

Titzel, M.R. (46) Moderating resources in the 
stress and coping process of 
Alzheimer's family caregivers 

Dissertatio
n 

2014 USA Informal 
carers 

34 Mixed 
methods 
study with 
interview and 
questionnaire 

All Alzheimer’s All stages Latent  Need for education, social support, daycare services, 
coping strategies, practical help and family support. 

Tretteteig, S. Et al. 
(55) 

The influence of day care centres 
designed for people with 
dementia on family caregivers - a 
qualitative study 

Article 2017 Norway Informal 
carers 

17 Interview Home care Dementia Mild-
moderate 

Latent Need for emotional support and how to manage the 
new role. Need for respite and flexible services. Need 
to take care of themselves. Need for information to 
manage nutrition. 

Tyrrell, M. et al. 
(148) 

Voices of Spouses Living with 
Partners with Neuropsychiatric 
Symptoms Related to Dementia 

Article 2019 Sweden Informal 
carers 
(spouses)  

14 Interview  Home care Dementia  Unknown  Latent  Need for individualised support. Need for support for 
themselves. Need for support to activate the person 
with dementia. 

Vaingankar, J. A. et 
al. (118) 

Needs of informal caregivers of 
people with dementia: A 
triangulation approach. 

Conference 
abstract 

2012 Singapore Informal 
carers 

63 Focus group 
and interview 

Unknown Dementia Unknown Manifest Need for information on services, early recognition 
and treatment. Need for financial support and 
support from employers. Need for emotional and 
social support arising from poor assistance from 
family and society, resulting in stigma, anxiety, anger 
and frustration. Need for aesthetically and ethnically 
appropriate facilities. 

Vaingankar, J. A. et 
al. (144) 

Informal caregivers' unmet needs 
for dementia care resources and 
services. 

Conference 
abstract 

2013 Singapore Informal 
carers 

53 Questionnaire Unknown Dementia Unknown Manifest The highest unmet need was for financially affordable 
professional services. 

Vaingankar, J. A. et 
al. (82) 

Perceived unmet needs of 
informal caregivers of people 
with dementia in Singapore 

Article 2013 Singapore Informal 
carers 

63 Focus group 
and interview 

Unknown Dementia Unknown Manifest Need for information, emotional and social support. 
Need for financial support to cover costs and 
accessible and appropriate facilities.  

Wadham, O. et al. 
(56) 

Couples' shared experiences of 
dementia: a meta-synthesis of 
the impact upon relationships 
and couplehood 

Article 2016 UK Informal 
carers 
(spouses) 

10 
articles 

Review Unknown Dementia Unknown Latent Need to feel togetherness. Need to manage stress. 

Wang, X. R. et al. 
(131) 

The impact of dementia 
caregiving on self-care 
management of caregivers and 
facilitators: a qualitative study 

Article 2019 USA Informal 
carers 

45 Interview  Home care Dementia  All stages Manifest  Need for support to maintain own health and time for 
oneself. Need for formal support and support from 
informal network. 
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Warrick, N. et al. 
(61) 

Caring for caregivers of high-
needs older persons 

Article 2014 Canada Informal 
carers/ 
person 
with 
dementia 

406 Questionnaire Home care Dementia Unknown Latent Need for knowledge on where to access help. Need 
for support for budget management and coordination 
of services. 

Wawrziczny, E. et 
al. (123) 

Do spouse caregivers of young 
and older persons with dementia 
have different needs? A 
comparative study 

Article 2017 Canada Informal 
carers 
(spouses 
) 

78 Interview  Home care Dementia  Mild- severe Manifest  Need to unwind, need to stimulate and pay attention 
to the person with dementia, need to break the 
isolation, and to be more prepared and confident. 

Webb, R et al. 
(133) 

In whose best interests? A case 
study of a family affected by 
dementia 

Article 2016 UK Informal 
carers 
(sons) 

1 Case study Home care Alzheimer’s Moderate Latent Need for support to make decisions along the journey 
of dementia. 

Werner, N. E. et al. 
(87) 

Getting what they need when 
they need it. Identifying barriers 
to information needs of family 
caregivers to manage dementia-
related behavioral symptoms 

Article 2017 USA Informal 
carers 

26 Focus group Unknown Dementia Unknown Manifest Need for information through information 
technology. Need for support groups to avoid feeling 
alone. 

Wesson, V. et al. 
(47) 

Dementia and caregiving Chapter in 
book 

2017 Canada Informal 
carers 

Unkno
wn  

Unknown All Dementia Unknown Manifest  Carers' needs are related to the needs of the person 
with dementia. Need for clinical systematic 
assessment. Timing is important. Need for carers to 
attend to their own self-care. Need for 
psychoeducation, problem-solving and stress 
management. 

Note:  Abbreviations used in the appendix: Frontotemporal Dementia (FTD), Lewy Body Dementia (LBD), Early Onset Dementia (EOD), United Kingdom (UK)
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“I know his needs better than my own” – carers’

support needs when caring for a person with

dementia

Background: Caring for a person with dementia predis-

poses informal carers (carers) to mental and physical dis-

ability. Carers tend to focus on the needs of the person

with dementia and have difficulties expressing their own

needs for support. No instrument has yet been developed

to directly assess carers’ support needs. The aim of this

study is to clarify the main categories of carers’ support

needs to inform future development of an instrument to

assess carers’ support needs.

Methods: A qualitative approach combining focus group

interviews with carers and professionals and individual

interviews were used.

Results: Carers’ support needs were categorised into four

areas: (i) daily life when caring for a person with dementia,

(ii) focus on themselves, (iii) maintain own well-being,

and (iv) communicate and interact with surroundings.

Discussion: Carers have support needs in common regard-

less of the relation to the person with dementia. Carers

tend to focus on the needs of the person with dementia,

thus not knowing their own needs. The four main cate-

gories clarified in this study may inform the foundation

of developing an instrument to facilitate dialogue

between carers and professionals with the purpose of

assessing carers’ support needs.

Keywords: dementia, Alzheimer’s, carer, caregiver,

needs assessment, support needs, service needs and

interview.

Submitted 16 August 2019, Accepted 21 April 2020

Introduction

An informal carer (carer) is any person who helps a part-

ner, family member, or friend and in need of personal

and/or practical assistance motivated by the personal

relation rather than financial compensation (1). A conse-

quence to the ageing populations in many countries (2)

is an increasing number of persons with dementia. In

Denmark, approximately 85.000 people have dementia,

while approximately 400.000 carers are influenced by

the consequences of caring (3,4). Dementia carers experi-

ence more physical, emotional and economic stressors,

are more likely to experience mental and physical disabil-

ity themselves and have higher risk of mortality com-

pared to carers of patients with other types of chronic

illness (5,6). Carers tend to neglect their own well-being

and often report that supervising the person with demen-

tia and managing the cognitive impairment and beha-

vioural problems are challenging stressors (7). These

stressors may amplify because the person with dementia

is less likely to express gratitude for the help they receive

(5). In addition, stress often intensifies over time, as car-

ers often provide care for many years (2). Meaney et al.

showed that carers of a person with dementia exhibit

high levels of unmet needs and low levels of service use

(8). Therefore, action is needed, and using a validated

instrument to assess carers’ support needs may constitute

a standardised way of assessing carers’ needs for support

(9) to improve their well-being and reduce their risk of

disability, thereby also facilitating the well-being of the

person with dementia (10).

To our knowledge, no robust instrument has been

published that directly assesses carers’ support needs for

use in a healthcare and social care setting (11). Most

existing instruments focus on measuring the impact of
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carer burden with no indication of what carers consider

important to meet their own support needs (10,12). Also,

existing needs assessment instruments are not developed

as self-reported measures for use in health and social care

with the primary purpose of uncovering carers’ support

needs (13,14). Consequently, there is a need for a feasi-

ble self-reported instrument to guide assessment of car-

ers’ support needs (11,15). Such an instrument may

assist professionals in offering purposeful and relevant

supportive interventions to carers (2,16).

A self-reported standardised instrument also offers

assessment of support needs without professional preju-

dice (17). Carers and professionals have different perspec-

tives of carers’ support needs (11), with professionals

focusing on needs in relation to the care of the person

with dementia and thus not always acknowledging the

carers other needs (18). Further, carers tend to focus on

the person with dementia’s needs for care and have diffi-

culties expressing their own needs (19,20); thus, other

ways to recognise carers support needs are needed. Some

studies have already investigated carers’ needs (20-22).

However, these studies have a narrow focus on support

needs in relation to disease severity of the person cared

for. When identifying carers’ individual support needs, a

more appropriate approach may instead depend on the

relationship to the person with dementia (23), and carers

own experience of phases due to the challenges of adapt-

ing to changes throughout the progression of dementia

(24). Allowing a broader focus, a framework to under-

stand different expressions of support needs is defined by

four types of needs: felt, normative, comparative and

expressed needs (19). A ‘felt’ need is the carer’s actual

need for support. ‘Normative’ and ‘comparative’ needs

are based on professional knowledge and the public opin-

ion. ‘Expressed’ needs are what carers are able to articu-

late, and in practice, a lack of translation is seen between

the different expressions of carers’ needs for support

(19). When assessing carers’ support needs, it is therefore

important to incorporate both carers’ and professionals’

perspectives to get a complete understanding of this

abstract phenomenon (25). Furthermore, needs should

be assessed regularly because needs in general change

over time and carers’ needs may change because of the

progression of the condition (10,18).

Several studies describe the experience of caring for a

person with dementia (20,26-28). In common, carers

experience substantial changes in the relationship to the

person with dementia (20,28) which calls for carers to

manage new roles (27,29) and sets high expectations on

how to adapt and adjust in daily life when caring for a

person with dementia (24). Although few studies have

directly investigated carers’ support needs as the primary

study objective, a systematic review of carers needs

shows that carers in general need information on how to

provide the best care and how to manage their own

physical and emotional health (20). Though a variety of

supporting interventions exists such as home care, respite

care, group-based psychological education and communi-

cation skills training (30), carers experience that these do

not entirely meet their support needs (11). This points to

the lack of concurrence between carers support needs

and supportive services, which may be explained by a

complex interaction between carers’ needs and the car-

ers’ whole life situation, including the needs of the per-

son with dementia (20).

To embrace this complex interaction, the biopsychoso-

cial model offers a dynamic and holistic theoretical

approach to perceive carers’ support needs (31). The

model defines health as the ‘state of total biological,

social and emotional well-being’ (32). It allows for pro-

fessionals within social and health care to acknowledge

the multidimensional support needs of carers (11) not

related to a diagnoses but to the subjective experience of

well-being (33). In this model, the carer’s well-being is a

result of an interaction between physical, emotional and

social components including contextual factors such as

the person with dementia’s health and well-being (31),

and needs for supportive services arise in this dynamic

interaction. Adapting this theoretical approach thus

allows for identification of both biomedical and psychoso-

cial support needs due to changes in relation to the per-

son with dementia, and contains both positive and

negative aspects of caring (34).

The aim of this study is to clarify main categories of

carers’ support needs when caring for a person with

dementia in order to inform a foundation for the devel-

opment of a multidimensional instrument to assess car-

ers’ support needs that may facilitate the dialogue

between carers and professionals in every day social and

health care.

Methods

Design

This qualitative study used focus group interviews with

first professionals and then carers to explore main

characteristics and personal perspectives on carers’ sup-

port needs (35,36). We then conducted individual

interviews with carers, to pursue the meaning of the

personal and sensitive experiences of support needs

(37). A combination of qualitative data collection is

suitable when developing a nuanced understanding of

carers’ support needs, because it allows for contribution

of overlapping and complementary findings and there-

fore a wider exploration of the phenomenon (38,39).

However, qualitative investigation alone is not enough

to inform development of an assessment instrument,

and this study were therefore part of a greater develop-

ment process (40).

2 T. H. Clemmensen et al.
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Participants

To comply with the inclusive definition of carers in this

study, a strategy of purposive sampling was conducted in

two municipalities in Denmark to achieve maximum

variation among participants regarding gender, cohabita-

tion, progression of dementia and relation to the person

with dementia (see Table 1 for inclusion criteria) (41).

Evaluation of progression of dementia was based on car-

ers subjective assessment of the person cared for follow-

ing the criteria from the Danish Health Authority (mild,

moderate and severe) (42). Heterogeneity in participants

were strived for to get as nuanced description of the

abstract concept of carers’ support needs considering that

support needs may be hard to express and emerge in dif-

ferent ways (19). Key professionals in each municipality

led recruitment to promote a heterogeneous group of

participants. Due to their familiarity with carers in the

municipality, the key professionals were in a unique

position to approach carers who might not have other-

wise volunteered because of lack of initiative to commit

in research.

Data collection

Focus groups. Firstly, we held two focus group interviews

with professionals to explore carers’ support needs as

observed by professionals. Secondly, we held three focus

group interviews with carers to explore their various sup-

port needs in the past and present. Data collection was

an iterative process, and carers were allowed to reflect

upon the professional perspective on carers’ support

needs to validate their relevance. Using focus groups

allowed dialogue between people in the same situation

and facilitated the rethinking and discovery of unex-

pected perspectives of carers’ support needs (35). Each

focus group had four to eight participants to enable a

group dynamic where everyone was able to express their

views (43). The professionals in each focus group came

from the same municipality but had different professional

backgrounds and experience with dementia care. Partici-

pants in the carer groups were assembled based on

cohabitation and relation to the person with dementia in

each municipality (35).

Individual interviews. Five individual semi-structured

interviews with carers were conducted. Striving for

including different types of carers, participants were sam-

pled to complement participants in the focus groups (43).

Interview guide. We developed an interview guide to

enable consistency in interviews and to comply with the

different contexts of interviews (35). The guide was

organised in terms of participants presented their situa-

tions as well as described and discussed their support

needs. To facilitate discussion, we introduced text cards

that described areas of carers’ support needs. Using such

an activity should elicit participants less comfortable in

the situation or those who needed extra time to express

their thoughts (44). Examples of topics in the text card

were’Financial issues – I need help to manage financial

tasks’ and ‘Worrying – I need help to manage changes in

daily life’. Participants were asked to discuss the cards

expressing their most important support needs. Partici-

pants were also encouraged to add topics not represented

in the cards. A systematic search of the literature includ-

ing keywords such as ‘dementia’, ‘caregiver’ and ‘support

needs’ guided the development of text cards. Topics for

discussion were derived through an extensive work of

inductive content analysis (38) of support needs identi-

fied in the literature (10,20,45) resulting in 16 sub-cate-

gories written on the cards.

Settings

Two-hour focus group interviews were hosted at a local

meeting facility. Individual interviews lasted one hour

and were hosted in the participants’ homes. All inter-

views were conducted by the first author with the assis-

tance of an experienced co-moderator in the focus group

interviews (35). All interviews were audio-recorded and

transcribed verbatim.

Data analyses

Data were analysed with an inductive qualitative content

analysis approach (38,46) where data were grouped into

categories to describe the manifest content (47). Coding

was done in NVIVO 11 (http://www.qsrinternational.c

om/nvivo/nvivo-products/nvivo-11-for-windows). Con-

tent analysis of data involved three stages: open coding,

creating categories and abstracting, as described in Fig. 1.

The first stage started with a thorough reading of the

material where after meaningful units in the text were

Table 1 Inclusion criteria for participants in interviews

Interview type

Number of

participants Inclusion criteria

Focus group

interviews,

professionals

13 Working in dementia social care

or health care

Focus group

interviews, carers

18 ≥18 years, provides help on a

regular basis because of a

personal relationship rather than

financial compensation to a

closely related person who has

received a dementia diagnosis,

able to communicate in Danish

Individual

interview, carers

5
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coded. In the second stage, codes referring to the same

content were grouped into sub-categories; thus, the dif-

ferent perspectives of carers and professionals were inte-

grated by looking for understandings in common. Lastly,

abstraction of sub- and generic categories was conducted

in discussion between all authors and meaningful pat-

terns were pursued across the material, resulting in four

main categories that provide an overall description of car-

ers’ support needs including both perspectives. The seven

generic and four main categories are presented in Fig. 2.

Also, Table 2 shows examples of the abstraction process

directly linking the meaningful units to sub-, generic,

and main categories.

Ethics

Ethical considerations were given to the fact that partici-

pants may share sensitive information on the person

cared for without this person having the means to defend

themselves. To ensure unnecessary sharing of informa-

tion, participants were encouraged to talk solely concern-

ing their own views and the caring situation. The study

followed the principles of the Helsinki Declaration (48)

and was registered with the Danish Data Protection

Agency (2015-57-0016-020a). According to Danish law,

no ethics committee approval was required (49). All par-

ticipants gave informed written consent to participate

and were anonymised by giving all participants a unique

number in the transcribed material. Secure storage of all

personal data followed the General Data Protection Regu-

lation (GDPR). Hence, documents and audio and text

files were stored in a safe or on a secure server with a

code and a log of access.

Results

Content analysis of carers views complemented by pro-

fessionals views on carers’ support needs resulted in four

main categories: (i) carers’ support needs in daily life

when caring for a person with dementia, (ii) carers’ sup-

port needs to focus on themselves, (iii) carers’ support

needs to maintain own well-being and (iv) carers’ sup-

port needs to communicate and interact with surround-

ings (see Fig. 2).

The demographics of participants illustrate the hetero-

geneity of both carers and professionals regarding age,

progression of dementia, relationship (carer) and experi-

ence (professional) (see Table 3).

Carers’ support needs in daily life when caring for a person

with dementia

Carers’ support needs in daily life involves adjusting

offered formal care to the overall situation of both the

carer and the person cared for. Additionally, carers need

continuous access to knowledge in how to deal with

symptoms of dementia.

Need for support to care for a person with dementia. Carers

express worries and struggles when dealing with demen-

tia in daily life but not for managing practical care issues,

for example cleaning or helping the person with demen-

tia get dressed. A carer describes how she finds the prac-

tical day-to-day tasks easy to manage:

Anyway, regarding the practical issues of caring, I

am quite good at dealing with what has to be done.

(Friend P2)

Figure 1 Description of the three stages in the content analysis process
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In contrast, professionals describe how they focus on

carers needs for practical support in day-to-day tasks:

It is obvious that we support managing household

chores in accordance to our service level. . .but for

. . .gardening we can’t provide any help. We only

offer personal care’. (Professional P27)

Though well-intentioned offered supportive services

may not be the kind of support, carers need the most.

Regarding needed support, carers describe that caring

consumes their thoughts around the clock. They need

to know the person with dementia is safe and is

offered appropriate activities. Carers call for someone to

share the responsibility of ensuring the well-being of

the person with dementia living at home, because it is

not possible to be present all the time. A daughter

describes how she comes to the person with dementia’s

rescue:

Now she only lives one and a half kilometres from

me, which is easy. . .but. . .before she lived seventeen

kilometres away and. . .sometimes. . .well, things hap-

pened and then the next. And she was so sad. And

then I had to go all this. . .way just to find out it was

nothing special. . . (Daughter P4)

Carers express how consuming it is to be constantly on

guard. To avoid having to put their own plans on

standby, they need support to secure the well-being and

safety of the person with dementia.

When providing formal support to comply with carers’

needs, both professionals and carers agree upon the need

for flexible solutions that correspond to both the support

1. Carers’ support needs in daily 
life when caring for a person 

with demen�a

Need for support to care for 
a person with demen�a

Helpful and unhelpful services

Feelings of safety

Need for support to get 
knowledge on caring

Educa�on

Con�nuous informa�on

2. Carers’ support needs to 
focus on themselves 

Need for support to get 
help for myself 

How to accept help

Caring for carers 

Need for support to talk 
about difficult issues

How to handle tabooised issues

Preparing for the future

3. Carers’ support needs to 
maintain own well-being

Need for support to handle 
emo�onal burden

Not doing enough

Need to talk

Need for support to achieve 
physical well-being

Taking care of yourself

Physical ac�vity

4. Carers’ support needs to 
communicate and interact 

with surroundings

Need for support to 
communicate and interact  
with family, network and 

professionals

Involving family and network

Communica�on with professionals

Being involved in care

Rules and regula�ons

Main categoryGeneric categorySub-category

Figure 2 Coding tree presenting main, generic and sub-categories derived through the inductive content analysis process
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needs of the person with dementia and those of the

carer. A professional says:

You have to be careful not to take something away

from them that they would have liked to do them-

selves. (Professional P26)

Supportive interventions may be more helpful when

the carers’ situation is taken into account.

Need for support to get knowledge on caring. A common

need among carers is easy access to knowledge of how to

deal with symptoms. Many carers describe uncertainty

about what is the best thing to do when caring for a per-

son with dementia. Carers express wanting to care for

the person with dementia, but they need support in how

to care. A daughter says how she needs support to feel

confident in the carer role:

I just feel. . .that I am going around in the dark

and. . . am I doing it right?...Well, I did not know

that there was a Dementia Clinic I could turn to.

(Daughter P4)

The type of knowledge carers need is how to act in

everyday life and to understand what common behaviour

is, when living with dementia. A professional explains

how she experiences carers calming down when they

know what to expect:

When they hear it is not uncommon that you may

act like this or that, and that it is normal to be dis-

trustful. A lot of things are common thing when you

have a dementia disease. . ..Then they calm down

and say well, okay, then it’s just the way it is. (Pro-

fessional P32)

The need for knowledge continues throughout the pro-

gression of the condition. Although information on

dementia is important at the time of diagnosis, the need

for knowledge continues as the disease and the chal-

lenges in daily life progress. Carers experience that the

information provided often would have been of use

much earlier and not only at the time of diagnosis.

Carers’ support needs to focus on themselves

In general, carers describe needs for support that focuses

on their own situation. Carers feel that they suppress

talking about difficult issues, thereby preventing them-

selves from finding solutions.

Need for support to get help for myself. Carers seem to

experience difficulties acknowledging a need for help for

themselves as opposed to getting help for the person with

dementia. A professional carer explains:

Often, I actually experience that informal carers find

it hard to express their own needs because they are

so deeply into caring. Then we have to go in and

help them. . .figure it out. (Professional P26)

Caring is new to most carers, and even though it is to

be expected that carers take responsibility for their own

Table 2 Examples of the inductive content analysis showing the process from codes to categorisation

Meaningful unit Code

Sub-

category Generic category Main category

’Anyway, regarding the practical issues of caring, I am

quite good at dealing with what has to be done’

(Friend P2)

Practical help Helpful and

unhelpful

services

Need for support to

care for a person

with dementia

1. Carers’ support needs in

daily life when caring for a

person with dementia

’You have to be careful not to take something away

from them that they would have liked to do

themselves’. (Professional P26)

’Then I know she has been interacting with someone

and has been stimulated. . .and really has had her need

for company met’. (Daughter P4)

Activities for the

person with

dementia

’Now she only lives one and a half kilometres from me,

which is easy. . .but. . .before she lived seventeen

kilometres away and . . .sometimes. . .well, things

happened and then the next. And she was so sad. And

then I had to go all this. . .way just to find out it was

nothing special. . .’. (Daughter P4)

Being vigilant Feelings of

safety

’Many carers express that they focus on all of those

nice experiences together and they often find it hard

to organise themselves’. (Professional P30)

Initiating nice

experiences

Not doing

enough

Need for support to

handle emotional

burden

3. Carers’ support needs to

maintain own well-being

’I told him as it was, even though it was harsh. A

friend’s wife got the Alzheimer’s disease two years

after my wife. It was my damn luck. Now we have

each other to talk to’. (Husband P20)

Contact with

others in the

same situation

Need to

talk
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well-being, they are overwhelmed by the complexity of

caring. Carers do not ask for help if they are unaware of

their own needs or they do not have the strength to act

on them. A daughter expresses:

Just the thought of me getting help for myself. . .I

haven’t thought of it. . .though it would have been

fantastic. (Daughter P5)

Carers may not recognise their own needs because

they do not know that this is a possibility. They suppress

their own needs because they are constantly aware of

the person with dementia’s needs. A carer says:

I think I know his needs better than my own. (Ex-

wife P18)

Carers’ lack of ability to acknowledge own needs con-

stitutes a need for support to help differentiate the carer’s

needs from the person with dementia’s needs, and carers

need to be acknowledged by professionals. Often carers

describe that they feel as if they are not seen or heard by

anyone, and the person with dementia gets all attention.

A carer describes:

I feel very alone. . .Sometimes I would have liked to

talk about how I am doing? (Wife P13)

Carers portray a reality with little focus on carers’

needs. A change of attitude is called for among carers

and professionals if carers’ support needs are to be

identified.

Need for support to talk about difficult issues. Carers explain

that some issues are difficult to talk about, and they need

help to confront sensitive issues such as intimacy, vio-

lence and death. Notably, talking about death is tabooed.

When asked, carers describe a heartfelt need for someone

to help them confront this issue and to prepare for the

future. A carer explains:

I missed some knowledge, right? I can see my

mother getting worse and worse. And how am I to

tackle this? (Son P6)

When no one confronts tabooed issues, carers are left

alone dealing with the dire consequences of the disease –

emotionally and practically. Also, these issues are difficult

for professionals to uncover. A professional says:

He [the person with dementia] had started having

hallucinations. . .my colleague was there and she

sensed. . .something. . .but she couldn’t quite tell. So

Table 3 Demographic characteristics of participants in the interviews (focus group and individual)

Carers (n = 23) Professionals (n = 13)

Gender (female) 15 Gender (female) 13

Mean age (range) 64.7 (34–83) Mean age (range) 47.8 (31–62)

Relationship Wife 6 Education Nurse 4

Husband 6 Therapist 2

Daughter 5 Social care or

healthcare assistant

5

Son 2 Social care or

health service helper

2

Daughter-in-law 1 Mean experience

in years (range)

14.4 (3–30)

Sister 2

Friend 1

Cohabiting Yes 13

No 10

Employment Retired 15

Employed 4

Unemployed 3

Sick leave 1

Diagnosis of cared-for person Alzheimer’s 16

Vascular 1

Other 5

Don’t know 1

Stage of disease Mild 3

Moderate 9

Severe 9

Deceased 2

Care service for the person with dementia No use of care 2

Home care 11

Nursing home 8
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she left. Suddenly she heard a sound. . .she went

back and saw that he had pushed her, causing her

arm to fracture. (Professional P35)

As this example express, carers need emotional and

practical support to handle difficult issues when caring

because of the carers’ unlimited compassion and patience

towards the person with dementia.

Carers’ support needs to maintain own well-being

Carers say their emotional well-being depends on a

strong relationship with the person with dementia or

someone else. They also call for opportunities to maintain

physical well-being by being physically active.

Need for support to handle emotional burden. Most carers

feel guilty for not doing enough. Carers describe a need

for forgiveness from the person with dementia, their sur-

roundings and themselves. A carer describes:

I feel a bit. . .stuck. I may say I have a thing today,

so I’m not coming over and that’s fine. . .but this

feeling of bad conscience; it. . .goes on in the back of

my head. (Daughter P4)

Carers express that they feel inadequate, which makes

it difficult to achieve success in the caring role. The rela-

tionship with the person may suffer from this, and carers

need help to preserve positive interactions with the per-

son with dementia. A professional explains:

Many carers express that they focus on all of those

nice experiences together and they often find it hard

to organise themselves. (Professional P30)

When carers impose themselves with thoughts of not

doing enough, caring may become an emotional burden.

Carers describe that they need help to feel connected to

the person with dementia and to preserve the relation-

ship without feeling inadequate. A carer describes how

keeping up singing together with the person with

dementia is a positive experience to him:

We have that joy of singing in a choir. . .and I am so

fortunate that three friends have offered to be there

when my wife can’t go anymore. . .if you leave a

choir you lose a great community. Music really helps

me. (Husband P17)

However, this carer prepares for a time when they will

not be able to sing together, which he cannot do in good

conscience unless someone helps him to this.

Furthermore, carers describe feeling alone because the

illness prevents sharing their feelings with the person

with dementia. A carer describes how he by chance has

found comfort:

I told him as it was, even though it was harsh. A

friend’s wife got the Alzheimer’s disease two years

after my wife. It was my damn luck. Now we have

each other to talk to. (Husband P20)

Carers have a need for support to find someone to

share their feelings with because they feel too vulnerable

to pursue emotional support on their own.

Need for support to achieve physical well-being. Carers

describe that they find it hard taking care of their own

physical well-being. Carers suppress signals of stress and

strain. A wife says:

I just passed out driving in my car. . .I thought I was

fine. But I wasn’t. (Wife P13)

This carer points to the issue that carers may not be

able to identify whether their body is exhausted, thus

leaving carers with a need for help to recognise their

own physical limitations. Carers describe how they

receive well-intentioned concern from the surroundings

but with no backup of action. A carer says:

I hate it when someone tells me to take care of

myself. I could just hit them. . .You don’t know how

to do that? (Ex-wife P18)

When carers explain what makes it hard taking care of

themselves, they emphasise that they do not have the

extra energy after having cared for the person with

dementia. A carer says:

Something’s gotta give. It has taken a toll. . .in the

end it has taken so much, that your own needs is

the only thing you have to give away. (Son P3)

Carers do not feel as if they have a choice of prioritis-

ing own well-being over the person with dementia. Con-

sequently, carers have a need for someone to help look

after themselves. Carers feel responsible for the person

with dementia and neglect their own physical well-being.

Several carers describe that no one takes their health

seriously, not even themselves, because everything

revolves around the person with dementia. A way of pri-

oritising carers’ health is for example by enabling physi-

cal activity to offload and reconnect with themselves. A

carer explains:

Now I go for long runs. And I found out that trees

don’t talk back. So I let my anger go just by yelling

and screaming. Getting rid of my frustrations. (Son

P3)

Carers find that physical activity is a way to take care

of oneself and to focus on something other than caring.

Carers experience that respite care is often too rigid to

comply with the varying needs of carers to maintain their

own physical well-being.

Carers’ support needs to communicate and interact with

surroundings

Communication and interaction with one’s surround-

ings are very challenging, and carers need help to

mobilise close network, as well as representatives of

the system.
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Need for support to communicate and interact with family, net-

work and professionals. Carers describe a need to involve

family, friends or other closely related persons in care.

They feel obligated to make decisions on behalf of the

person with dementia though feeling insecure. A daugh-

ter describes how she feels forced to make decisions:

When a decision had to be made. . .on behalf of my

father, they came to me and not my brother.

(Daughter P1)

Carers indicate a need for support to involve the per-

son with dementia or this person’s closest network in

decision-making, which represents a risk of starting a

conflict due to different expectations about responsibility

and degree of involvement. A professional describes how

she witnesses disagreements:

Well, a lot of them experience that they do not get

the necessary support from the family. (Professional

P31)

Carers have a need for support to involve the close

network in daily care. When carers feel supported in car-

ing, they find daily living easier.

Further, carers describe that communication with pro-

fessionals is important, and carers need to get day-to-day

information about the well-being of the person cared for.

A carer says:

And that’s what I think is missing, that they contact

you and tell how it is going; that there has been

someone to check up on her. . .But I ’always have to

ask. (Sister P9)

Caring is less problematic when professionals share

knowledge and plans for formal care. This provides car-

ers with reassurance that the person with dementia is

well and the best course of action is taken – otherwise

carers have to take action. Carers express that they

need to be acknowledged and involved when profes-

sionals decide on treatment or care for the person with

dementia.

Another area of need for support is how carers com-

municate and get information and support from different

public institutions, for example citizen service centres,

hospitals and banks. Attaining relevant knowledge is vital

to manage the uncertain future of the person with

dementia and themselves. A daughter describes having

many questions about the future:

Regarding financial situation, well what is the future

gonna look like for her? What about the house she

lives in? What is going to happen when she can no

longer live there? (Daughter P5)

Carers point to a support need of where to find

answers to their questions. Carers deal with problems not

only related to the person with dementia’s health but

also their citizen rights, insurance and financial issues.

Both carers and professionals express that carers have a

strong need for support and guidance to manage these

problems – problems that go beyond legislative areas and

institutions.

Discussion

When developing a new instrument, multiple steps of

investigations are needed, including qualitative investiga-

tion of the target population and experts’ perspectives on

the phenomenon in focus (40). Based on the mutual per-

spectives among a heterogeneous group of professionals

and carers to persons with dementia, this qualitative

study has identified four main categories of carers’ sup-

port needs that may inform future development of an

assessment instrument: (i) carers’ support needs in daily

life when caring for a person with dementia, (ii) carers’

support needs to focus on themselves, (iii) carers’ support

needs to maintain own well-being and (iv) carers’ sup-

port needs to communicate and interact with surround-

ings. Our findings also reveal that carers have support

needs in common regardless of the relation to the person

with dementia and that support needs emerge in the

context of caring, which is influenced by carers experi-

ence of caring and different expectations to the caring

role. Studies have shown that success in the caring role

may depend on carers finding meaning in this (50,51)

assisted by positive experiences and high-quality relation-

ship with the person cared for (23,51,52). Also, for some

carers the caring role comes more natural. For example,

close kinship and co-residence indicate higher motivation

(53) and greater chance succeeding in the caring role

(54). However, inconsistency regarding the influence of

factors such as gender and spousal or child relationship

on caregiver burden confuse this picture (41,55,56),

which may support our finding that carers have support

needs in common regardless of relation, suggesting the

importance of individual assessment.

Our most distinctive finding is that carers tend to focus

on the needs of the person with dementia, thus not

knowing their own needs. Caring for a person with

dementia has been described as more burdensome than

caring for other chronic illness (5), which may be

enhanced by not recognising their own need for support.

One explanation could be that articulation of needs is

difficult. A mixed-method study found that carers may

express a support need, but they are not able to articu-

late their actual felt needs (19). Carers neglecting their

own needs may also be explained by the paradox that

even though carers are in need of support, they may

only be able to recognise their own needs for support in

retrospect (57). Being able to recognise your own needs

can be argued as being part of a transition process (58).

Carers may not have the ability to acknowledge how

demanding the situation is to themselves, and they may

not be able to recognise their own support needs until

they have come to terms with how the dementia disease
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affect themselves even in the early stages of caring

(24,57). In addition, it is paramount that professionals

identify carers’ support needs in a timely manner, as

minor problems may accumulate and spin out of control

without carers realising it (57).

Another significant finding of carers’ support needs is

related to the degree of effort needed to sustain the well-

being of the person with dementia. Carers, irrespective of

relation, cohabitation status and gender, experience that

constantly being attentive of the well-being of the person

cared for takes up most of their time. Especially when

the person cared for is living in his or her own home,

carers describe an extraordinary feeling of responsibility

towards the person with dementia, and they are willing

to jeopardise their own well-being for the benefit of this

person. Closely aligned to this, a review has shown that

time spent caring and carers’ feeling of preparedness for

caring have an important influence on carers’ support

needs (41). If carers spend most of their time caring but

do not feel prepared, they find it hard to manage the

responsibilities of caring (59).

Findings in our study indicate that multiple dimensions

of the caring situation influence carers’ need for support

including carers own beliefs and experience of caring and

also different expectations to the caring role. The biopsy-

chosocial model introduced earlier embrace this complex

interaction when identifying needs for support to achieve

physical, psychological or social well-being without defin-

ing illness or disability as solely defined by a diagnose

(33). Reflecting upon the multidimensionality of the four

categories of support needs identified, we introduce the

International Classification of Functioning, Disability and

Health (ICF) founded in the biopsychosocial model (60).

The ICF is conceptualised into three main components of

functioning (body functions/structure, activity and partic-

ipation) and two contextual factors (environmental and

personal). The ICF provides a dynamic framework to

understand what is important to carers’ daily functioning.

Within this framework, it is possible to categorise physi-

cal, psychological and social aspects of carers’ support

needs to maintain daily functioning (18,61). The

transferability of the support needs identified in our

study may be illuminated when considering that carers’

support needs are represented across all areas of this

framework (18,62). In Fig. 3, we have linked the four

main categories to the ICF by the generic categories in

the content analysis (61). The linking shows that all cate-

gories are relatable to the ICF framework and that each

generic category can be explained by a component or fac-

tor within the ICF framework. For example, the generic

category ’. . .get help for myself’ is included in the Activ-

ity and Participation component ’Self-care’ in the ICF,

and it allows support needs in relation to this to be

addressed on equal footing with more traditionally

acknowledged needs defined by the aetiology of a disabil-

ity (63). In many ways, the ICF provides a holistic frame-

work to classify carers’ support needs, though further

research is needed to confirm if the model is applicable.

Also, integrated in the ICF framework is that needs

change over time influenced by the environment

(25,63). Although findings in our study are based on car-

ers and professionals views on carers’ support needs

throughout the disease trajectory, no close link was

found to the progression of the dementia disease in itself.

Several studies suggest that carers have their own experi-

ence of the progression of the disease (24,64,65), and

their support needs may more likely relate to this. Carers

are continuously faced with new challenges in the caring

situation, and they repeatedly go through a process of

having to acknowledge and adjust to a new situation

because of the progression of the disease (24,64). Profes-

sionals need to know that carers’ support needs change

dependent on where they are at in such a process and

needs assessment considering this should precede any

supportive services offered.

Findings in our study are in line with other studies

investigating carers’ needs in end-of-life care (20,66,67),

which suggest that carers in general are in need for sup-

port to provide the best care. However, specific to

dementia carers are their need for support to balance

own needs in relation to the person with dementia (20).

Considering whether our findings are specific to

Figure 3 Linking main and generic categories to the ICF framework

10 T. H. Clemmensen et al.

© 2020 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
on behalf of Nordic College of Caring Science 160



dementia, other studies investigating dementia carers’

support needs show a resemblance to the four categories

presented. Pini et al. have developed a framework to

describe carers’ needs (66) that highlight the relational

aspects of carers’ needs. Their categories ’take care of

myself’ and ’share/express my thoughts and feelings’

(66) are very similar to the generic categories ’get help

for myself’ and ’talk about difficult issues’ in our study.

In both Pini et al.’s (66) and our study, carers’ support

needs develop in relation to high commitment to the per-

son with dementia and not being understood by sur-

roundings, which puts carers in a vulnerable position.

Further, Wancata et al. identify 18 problem areas for car-

ers to a person with dementia, and they resemble to the

support needs identified in our study (13). Particularly,

their problem areas regarding the lack of information

about dementia, treatment and services are in line with

our findings of carers’ need of knowledge. Using the ICF

framework to ensure a holistic approach that also

addresses the influence of the environment, the main

categories in our study stand out from other studies by

including all of the support needs identified in the

empiric results and existing literature and framing them

in a familiar way for health and social care (31). Hence,

the main categories identified in our study may not be

new per se, but the heterogeneous sampling of carers has

made it possible to include multiple and nuanced per-

spectives of carers’ support needs. The categories are

likely to embrace carer’s whole life situation regardless of

relation to the person cared for, context and progression

of dementia, which is important when developing an

instrument to guide the multidimensional assessment of

carers’ support needs. On that account, next step

involves a systematic process of item generation based on

knowledge from our study in combination with a review

of the literature followed by systematic pilot and

field-testing of the new instrument in the target

population (40).

Limitations

Though one third of carers in our study were men, most

participants were female or spouses. A pattern of high

representation of females or spouses is also seen in other

studies (66). Even though the key professionals recruiting

participants were aware of the importance of a heteroge-

neous sampling of carers, it may have been difficult to

recruit other types of carers. However, a national survey

in Denmark shows that women in general are more

likely to take on the caring role, which leads to a natu-

rally larger group of female carers (68). Female carers

have been seen to experience higher burden and report

more health problems than male carers (69). This may be

due to female carers’ use of an emotion-focused coping

strategy that may not be the most effective (41). Findings

in our study may therefore represent more emotion-fo-

cused needs.

A limitation to recruitment of participants is that the

majority of carers reported caring for a person with mod-

erate to severe dementia, which may have forced carers

to take more responsibility in their relationship with the

person with dementia (70). Research have shown that

relationship quality is important to carers’ motivation

and positive experience of caring (23,51), and important

differences in carers’ support needs in relation to severity

of the disease and the person with dementia’s disabilities

may have been disregarded. Another limitation to our

recruitment strategy is a lack of focus to include carers

with a minority ethnic background. This group have pre-

viously been described to have support needs different

from the majority due to a poor understanding of what

supportive services provide (71), and when developing

an assessment instrument their perspective on support

needs may not be fully considered.

A possible bias in the study is the text cards used in

the interviews to prompt participants’ discussion of sup-

port needs. To consider this bias, participants were also

given blank text cards to encourage discussing support

needs not described (35). Most participants made use of

this option, which suggests that the four main categories

in our study represent participants own thinking of car-

ers’ support needs. As an example, the need for support

to talk about death and violence were topics brought up

by carers themselves. Hence, we consider it unlikely that

the use of text cards has biased our findings.

Analysing qualitative data is sensitive to subjective

interpretation (47). To enhance the credibility of our

interpretation of the data, coding, creating categories and

abstractions followed the rigorous process of analysis

described by Elo and Kyng€as (47) involving continuously

dialogue between all authors. Within content analysis,

two different approaches of interpretation exist: latent

and manifest (47). We have chosen to use manifest inter-

pretation, where categories can be identified as a thread

throughout the codes. However, interpretation with a

manifest approach has a descriptive purpose and entail

that all content is reflected in exhaustive and mutually

exclusive categories. This feature is important when con-

ducting the next step in developing an assessment instru-

ment, because dimensionality of an instrument depends

on items belonging to only one dimension of the con-

struct of interest (40). Also, supporting trustworthiness of

our findings is that no new categories emerged in the

individual interviews following focus group interviews

and that the same codes emerged over and over again

across the entire data material, suggesting saturation in

the clarification of categories of carers’ support needs

(72).

“I know his needs better than my own” 11
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Implications

Carers contribute significantly to the well-being of the

person with dementia, and carers may need support

when caring. However, carers to a person with dementia

may not acknowledge or articulate their support needs,

stressing that assessment of carers’ support needs should

be a focus in future dementia care. Carers describe

receiving inadequate support, and new ways to address

carers’ support needs have to be developed. A new

approach may be developing an instrument that facili-

tates dialogue between carers and professionals to help

carers acknowledge and articulate their support needs in

a timely manner. When developing a new assessment

instrument, several steps of investigations are needed to

generate items and ensure robust psychometric proper-

ties. The four main categories identified in our study may

inform a foundation for item generation when develop-

ing such an instrument to improve carer support in

dementia social and health care.
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Abstract 

Objectives: Caring for a person with dementia is associated with poor mental, physical and social health, which 

makes it important to consider how carers are best supported in their caring role to preserve both their and 

the person with dementia’s well-being. At present, a robust instrument to assess carers’ support needs does 

not exist. This study aimed to develop a self-reported questionnaire to assess the support needs of carers of 

people with dementia. The objectives were to: 1) generate items, 2) pilot test, and 3) field-test the 

questionnaire. 

Design: Development and field-testing of a new questionnaire. 

Settings: Primary and secondary health and social care of informal carers and people with dementia in nine 

municipalities and one Dementia Clinic in a hospital in Denmark. 

Participants: 8 experts, 12 carers and 7 digital users participated in pilot testing. 301 carers participated in field-

testing.  

Measurements: Items for inclusion were generated based on interviews and literature review. An iterative 

process of data collection was applied to establish face and content validity of the Dementia Carer Assessment 

of Support Needs Tool (DeCANT) using Content Validity Index among experts and cognitive interviews with 

carers. Field-testing of DeCANT among carers included using the 12-item Short Form Health Survey, the 

Barthel-20 Index and the Neuropsychiatric Inventory. 
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Results: Initially, an item pool of 63 items was generated, and pilot testing reduced this to 42 items. 

Subsequent field-testing resulted in a 25-item version of DeCANT, and Confirmatory Factor Analysis of three 

hypothesized models demonstrated a marginally better fit to a four-factor model with fit indices of: 

χ2=775.170 (p<0.001), RMSEA=0.073, CFI=0.946, TLI=0.938 and WRMSV=1.265. 

Conclusions: DeCANT is a 25-item carer-reported questionnaire that can be used to help identify their support 

needs when caring for a person with dementia to enable supportive interventions and improve carers’ health 

and well-being. 

Keywords 

Dementia, Alzheimer’s, carer, informal caregiver, support needs, instrument, questionnaire, assessment. 

Introduction 

Dementia is an illness that affects multidimensional aspects of daily living (Prince et al., 2015), not just for the 

individual with dementia, but also for the family and friends providing care (Giebel et al., 2019). Caring for a 

person with dementia is associated with poor mental, physical and social health of the carer (Schulz and 

Sherwood, 2008; Brodaty and Donkin, 2009). It is therefore important to consider how carers are best 

supported in their caring role to preserve their health and well-being, and subsequently the health and well-

being of the person with dementia (Jackson and Browne, 2017). From a societal perspective, supporting carers 

may postpone the need for formal care, including institutionalisation, thereby significantly reducing costs 

(Jakobsen et al., 2011). 

Carers report having unmet needs for support (Handels et al., 2018), and at the same time they are hesitant to 

use the formal supportive services available (Kerpershoek et al., 2019; Neville et al., 2015). The reported 

paradox of carers only being able to recognize their own needs retrospectively (Boots et al., 2015; McCabe et 

al., 2016) may explain why carers experience a lack of supportive interventions. In the context of health and 

social care, a systematic and holistic approach does not currently exist to assess carers’ needs for support. 

Developing such an approach is important for effective targeting of supportive services. A holistic approach 

when organizing interventions is a rehabilitation process that suggests needs assessment and goal-setting 

precede any intervention, and that every single intervention be evaluated in accordance with this (Wade, 

Derick, 2016). Therefore, a logical first step would be to develop an instrument to assess carers’ needs for 

support taking the physical, mental and social threats to health and well-being into consideration before 

initiating targeted supportive interventions. 
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Recent systematic reviews (Novais et al., 2017; Mansfield et al., 2017) of existing instruments assessing 

dementia carers’ needs show only one instrument to be psychometrically robust – the Carers’ Needs 

Assessment for Dementia (CNA-D) (Wancata et al., 2005). However, the CNA-D has been developed for 

research purposes only, and is not feasible for use in clinical settings, because it relies on a one-hour long 

professional interview. Another review also concludes that existing measures fail to take into account a 

conceptual framework developed for use in the context of carers focusing on both their carer role and the 

impact that their caring has on their well-being (Bangerter et al., 2019). The authors recommend that response 

options allow the carers to express the extent of their needs.  

Carers’ needs for support change throughout the disease trajectory of the person with dementia (Novais et al., 

2017), and regular assessments are necessary to comply with the ever-changing challenges of daily living with 

dementia. It is therefore of paramount importance that any new instrument be feasible, easy to use and 

support the communication between the professional and the carer in order to give the right support at the 

right time. In addition, developing an instrument to assess the support needs of carers requires a 

comprehensive approach recognizing the multidimensional aspects of caring (McCabe et al., 2016; Tatangelo et 

al., 2018).  

The aim of this study was to develop a self-reported questionnaire for carers to assess their support needs in 

caring for a person with dementia, which may be used collaboratively between carers and health and social 

care professionals throughout the disease trajectory and across settings. The objectives were to: 1) generate 

items, 2) pilot test a version of the questionnaire, and 3) field-test the questionnaire before further validation. 

Methods 

We developed a self-reported questionnaire following the procedures outlined by de Vet et al. (de Vet et al., 

2011). The process included a review of existing literature and interviews with carers and professionals in 

primary and secondary care to represent the support needs of various types of carers (spouse, child, friend 

etc.) caring for a person with dementia at different stages of the disease. 

Conceptual model 

A person-centred approach, as reflected in the Biopsychosocial Model, was used as a conceptual model to 

define carers’ support needs, as physical, psychological and social (Engel, 1977; Wade, D. T. and Halligan, 

2017). Support needs arise in response to carers’ functioning and ability to maintain health and well-being in 
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daily life (Wade, D., 2015). Based on this, the new instrument was assumed to be multidimensional, comprising 

reflective items (de Vet et al., 2011). 

Item generation 

An item pool was generated based on the results of a scoping review of carers’ support needs (unpublished 

data) and by qualitative interview findings (Clemmensen et al., 2020). To ensure comprehensiveness of support 

needs, items were generated for each sub-category identified in the review and the interviews. Words were 

carefully selected to reproduce carers’ own language, and items were generated using an iterative process by 

the authors. Hence, item generation, reorganization and reduction were an ongoing process at this stage.  

A four-point response scale of: No (not relevant/need met); Yes, a little more; Yes, quite a bit more; Yes, very 

much more was developed with inspiration from The Carer Support Needs Assessment Tool (CSNAT) for end-of-

life care practice at home (Ewing et al., 2013). This was chosen to enable respondents to assess the relevance 

and importance of their support needs, not just the existence of a need. 

Pilot testing  

An iterative process of pilot testing in different care settings was applied to strengthen generalizability to 

relevant care settings and allow distribution by paper or electronically. 

Pilot Test 1  

The first draft of the Dementia Carer Assessment of Support Needs Tool (DeCANT) was evaluated with the 

content validity index (CVI) among a panel of experts to ensure comprehensiveness and comprehensibility 

(Artino et al., 2014; Polit and Beck, 2006). Experts were selected based on the following criteria (Artino et al., 

2014): representative of dementia carers in general, or professionals in the area of dementia from different 

professions, and from different care settings (primary and secondary care). 

Using a content validity index for items (I-CVI), the members of the expert panel were asked to independently 

evaluate representativeness, relevance and clarity of the items on a scale ranging from 1=’Not relevant’ to 

4=’Highly relevant’ (Polit et al., 2007). The experts were also given the opportunity of free text commenting on, 

for example, sensitive wording, order of the items, and suggestions for improvement. 

To calculate I-CVIs, the ordinal scale was dichotomized into relevant (ratings 3-4) and not relevant (ratings 1-2) 

and the proportion of experts in agreement with respect to relevance was calculated, and kappa statistics were 

used to measure agreement (Polit et al., 2007). I-CVIs with kappa above 0.75 were considered excellent 
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agreement (Fleiss et al., 2003; Cicchetti and Sparrow, 1981), and items with low I-CVI and a kappa below 0.75 

were evaluated for adjustment or removal based on experts’ agreement and free text comments. 

Pilot Test 2 

Cognitive interviewing was used to pilot test prospective participant’s responses to DeCANT (Artino et al., 

2014). We used purposive sampling (Bernard, 2017) of participants in collaboration with health professionals in 

primary and secondary care settings based on the following criteria: 1) provide help to a person with dementia 

on a regular basis because of a personal relationship rather than financial compensation, 2) able to 

communicate in Danish, and 3) >18 years old. 

A combination of verbal probing and think-aloud techniques were used in the interviews (Artino et al., 2014; de 

Vet et al., 2011). While filling out the instrument, participants were asked to think aloud which was followed by 

questions concerning comprehensibility, relevance, completeness, acceptability and feasibility. 

The qualitative data were analyzed using deductive content analysis (Elo and Kyngas, 2008; Graneheim et al., 

2017). Predefined categories comprising the probing questions guided coding of data from interviews to get an 

understanding of how participants interpret items. 

Pilot Test 3  

Due to both electronic and paper distribution in the following field-test, a supplementary pilot test was 

conducted to test the feasibility of an electronic version of the instrument. REDCap electronic data capture 

hosted at the Odense Patient data Explorative Network (OPEN), Odense University Hospital, Denmark was used 

for electronic data collection and management (Harris et al., 2019). Participants were purposively sampled 

(Bernard, 2017) to meet different criteria of age range (young to old), educational background (short to long) 

and use of electronic devices (PC, tablet or mobile phone). An e-mail with a link to the electronic version of 

DeCANT was sent and participants were asked to comment on comprehensibility and feasibility. Participants 

with comments highlighting problems were asked to participate in a short telephone interview. Qualitative 

analysis of comments was conducted as described in Pilot Test 2. 

Field-test 

A field-test was carried out to reduce the number of items and examine the structural validity of DeCANT. 
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Participants 

Sample size was determined based on seven cases per item and a minimum of 100 participants (de Vet et al., 

2011). A heterogeneous sample of carers was recruited by purposive sampling (Bernard, 2017) to achieve a 

study population representative of carers in different care settings and levels of progression of dementia in the 

person cared for. Inclusion criteria were the same as in Pilot Test 2. Participants were recruited from 1) nine 

municipalities in Denmark, 2) one dementia clinic in a hospital (Odense University Hospital), and 3) social 

media. Participants were contacted by telephone or e-mail to confirm their preference for distribution (e-mail 

or mail) of the survey. 

Scoring issues 

A profile of carers’ support needs was created by summing responses for each subscale with No representing 

the value 0, Yes, a little more representing the value 1, Yes, quite a bit more representing the value 2 and Yes, 

very much more representing the value 3. 

Instruments 

In addition to DeCANT, the following instruments were used to describe participants and the person cared for: 

The 12-item Short Form Health Survey (SF-12) was used to gather information on carers’ general health and 

well-being. The SF-12 measures eight domains of physical functioning, physical role, bodily pain, general health, 

vitality, social functioning, emotional role, and mental health (Christensen et al., 2013). A summary of physical 

(PCS) and mental health (MCS) components was calculated as a T-score ranging from 0-100 with 100 reflecting 

better health. 

The Barthel-20 Index (Barthel-20) was used to screen the level of functioning in Activities of Daily Living (ADL) in 

the person with dementia. It consisted of a total of 10 items and the carers filled out the questionnaire to the 

best of their ability to rate the level of independence of the person they cared for (Maribo et al., 2006; Collin et 

al., 1988). Barthel-20 was scored 0-20, with 20 representing independence in daily activities. 

The Neuropsychiatric Inventory (NPI-Q) was used to measure cognitive and functional decline in the person 

with dementia. The NPI-Q assesses severity of symptoms and also carers’ distress based on 10 items asking 

about neuropsychiatric symptoms such as apathy, depression and agitation (Kaufer et al., 2000; Kørner et al., 

2008). Severity was scored 0-36, with 36 representing high severity. Distress was scored 0-60, with 60 

representing high distress. 

Follow up by telephone and e-mail was done after 4 to 6 weeks if participants did not respond. 
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Statistical analysis 

Descriptive characteristics of carers were collected regarding carers’ age, residence, education, employment 

and time spent caring. Also, information concerning the person with dementia was collected, e.g. specific 

diagnosis, the extent to which the person with dementia was affected by the disease in general and their 

utilisation of formal care. Frequencies, frequency distributions, mean, median, standard deviation and 

interquartile range were calculated for categorical and numerical variables. 

Item score distribution 

Frequencies of the responses were inspected at item level to consider whether all responses were informative 

and to evaluate the redundancy of items where a large proportion of participants chose the same response 

resulting in less discriminative power (de Vet et al., 2011).  

Partial inter-item correlation  

The relationship between items was examined using partial correlation to promote retention of unambiguous 

items in DeCANT (Marais and Andrich, 2008). Partial correlation between items should approach zero. 

Therefore, item pairs with partial correlation above 0.3 (van der Velde et al., 2009; Lundgren Nilsson and 

Tennant, 2011) were closely scrutinized, and items were dropped if content overlap was considered large and 

therefore redundant (Streiner et al., 2015). 

Confirmatory Factor Analysis 

Two four-factor models and one post hoc analysis model were hypothesized to reflect the multidimensionality 

of carers' support needs.  

Model 1  

Initial grouping of items was guided by a conceptual framework of four main categories (factors) derived from 

an inductive analysis of carers’ and professionals’ views on carers’ support needs (Clemmensen et al., 2020). 

Carers’ support needs were categorized into: 1) communicating and interacting with surroundings (i33, i37, i38, 

i41, i42), 2) daily life when caring for a person with dementia (i1, i3, i4, i6, i9), 3) maintaining own well-being 

(i22, i23, i24, i26, i27, i28, i30, i31, i32) and 4) focusing on themselves (i12, i13, i16, i18, i19, i21).  

Model 2 

The International Classification of Functioning (ICF) (World Health Organization, 2001) is based on the 

Biopsychosocial Model (Engel, 1977) and has been suggested as a framework to identify carers’ support needs 

(World Health Organization, 2001). The ICF reflects a dynamic relationship between components of carers’ 
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functioning and contextual factors when caring. Linking rules described by Cieza et al. (Cieza et al., 2016) were 

used to categorize items into a first level ICF category: 1) environmental factors (i1, i21, i22, i26, i33, i37, i38, 

i41, i42), 2) activity and participation components (i3, i4, i6, i23, i28, i30, i31, i32), 3) personal factors (i9, i12, 

i13, i27), and 4) body structure/function components (i16, i18, i19, i24).  

Post hoc analysis of Model 2  

We believe the theoretical framework of ICF defining Model 2 to be a stronger model to describe the 

dimensionality of carers’ support needs, because it explains the interaction of factors under the construct to be 

measured. In Classical Test Theory, local independence is implicitly assumed (Henning, 1989). Consequently, an 

inaccurate model may be hypothesized if local dependency exists, and hence we checked whether this 

assumption was fulfilled. If it was not, we allowed the corresponding items to correlate to take this local 

dependence into account, resulting in a third model. 

We used CFA to assess the fit of the hypothesized models. Since the items were categorical, all models were 

fitted using Weighted Least Square Mean and Variance (WLSMV) estimation (Muthén and Muthén, 1998-

2017). The goodness of fit of the model to the data was evaluated using five criteria: the chi-squared test (χ2) 

including degrees of freedom (df) and p-values, the weighted root mean residual (WRMR), the root mean 

square error of approximation (RMSEA), the Tucker-Lewis Index (TLI) and the Comparative Fit Index (CFI) 

(Schreiber et al., 2006). We followed Schreiber et al.’s guidelines to indicate a close model fit for categorical 

data: χ2 with non-significant p-values, WRMR < 0.90, RMSEA < 0.06, TLI > 0.95, CFI> 0.95 (Schreiber et al., 2006).  

Local dependency within Model 2 was checked by calculating partial correlations (Greene, 2018), and values 

>0.3 indicated possible local dependency between items (van der Velde et al., 2009). Furthermore, we looked 

at modification indices and standardized residuals to see whether they suggested any improvements to the 

estimated model (Schreiber et al., 2006; Boateng et al., 2018). 

Data were analyzed with Stata 15 IC (StataCorp, College Station, TX, USA), RUMM2030 (RuMM Laboratory P/L, 

Duncraig WA, Australia) and Mplus version 7.0 (Muthén and Muthén, 1998-2017). 

Ethical considerations 

All participants gave their informed written consent, and the study was registered with the Danish Data 

Protection Agency (2015-57-0016-020a). According to Danish law, ethics committee approval was not required 

(Ministry of Health and the Elderly, 2017). 
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Results 

Item generation 

We initially generated 63 items reflecting carers’ support needs (DeCANT 1). All items started with: ‘Consider 

your present situation caring for the person with dementia. Do you have a need for support…’ followed by the 

specific support need, for example ‘…to maintain your social network?’ (item 4). Next, redundant items with 

similar wording and content were removed leaving a pool of 53 items. Figure 1 illustrates the development 

process of the DeCANT. 

Figure 1 Flowchart of the development process of DeCANT from item generation to final version 

 

Pilot testing 

In Pilot Test 1, eight experts (1 carer, 1 NGO consultant, 2 nurses, 1 MD, 1 psychologist, 1 physiotherapist and 1 

occupational therapist) rated the DeCANT using the CVI. I-CVIs ranged from 0.50-1.00 with Kappa values from 

fair to excellent (see supplementary material Appendix 1). Items with I-CVI < 0.78 (17 items) were more closely 

scrutinised by considering expert comments. This resulted in replacing some words and removing 11 items. For 

example, the item ’Do you have a need for support to get better opportunities to carry out daily activities?’ was 

removed as experts found it less relevant and difficult to understand in addition to a low I-CVI (0.63). 

In Pilot Test 2, 12 carers of a person with dementia participated in cognitive interviews. Participants comprised 

a heterogeneous group of carers from different care settings (the person with dementia was: 1) living at home 

n=4, 2) living in a nursing home n=6, 3) deceased n=2) and with varying relationships to the person cared for (2 

brothers, 5 wives, 3 daughters, 1 ex-wife, 1 husband). 
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The participants spent 10 to 25 minutes answering DeCANT. Some found the item on sexuality inappropriate 

and the word ‘intimacy’ was used instead. Furthermore, the item ‘Do you have a need for support to be 

involved as an important collaborator in this collaborative caring work?’ (item 37) was found to be offending, 

because the carer assumed that he/she was an important collaborator. The item was changed to ‘Do you have 

a need for support to be involved in this collaborative caring work? 

In Pilot Test 3, the electronic version was tested on 10 different electronic devices by seven participants. Follow 

up telephone interviews were conducted with three participants to elucidate difficulties. In general, 

participants found items and response options understandable, and they were able to fill out DeCANT without 

having questions or comments.  

In summary, the pilot tests resulted in a 42-item version of DeCANT, which was used in the field-test (see 

supplementary material Appendix 2).  

Field-test  

In total, 434 carers were invited to participate. Three-hundred-and-one participants filled in the field-test 

version of the DeCANT on paper (19.93%) or electronically (80.07%). It was a heterogeneous sample comprised 

of carers with different relationships to the person cared for and by having different sociodemographic 

backgrounds (Table 1). The largest group of carers consisted of women and spouses of a person with 

Alzheimer’s, though other types of carers were also represented.  
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Table 1 Demographic characteristics of participants in the field-testing phase (n total=301) 

Variable 
  

Sex (female), n (%)  236 (78.41) 

Age (years), mean (min-max) 61,7 (23-95) 

Relation to person with dementia, N (%) 
  

   Spouse/partner 161 (53.67) 

   Child 123 (41.00) 

   Sibling 2 (0.67) 

   Other 14 (4.67) 

Education, n (%)  
  

   Elementary education 21 (7.22) 

   Secondary education 112 (38.49) 

   Higher education 139 (47.77) 

   Other 19 (6.53) 

Employment, n (%)  
  

   Paid employment 121 (40.88) 

   Unemployed/retired 161 (54.39) 

   Other (e.g. sick leave) 14 (4.73) 

Residential status, n (%)  
  

   Co-resident with person with dementia 128 (42.52) 

   Resides away from person with dementia 168 (55.81) 

Living in the same municipality, n (%) 
  

   Same municipality 212 (70.90) 

   Different municipalities 87 (29.10) 

SF-12 carer, mean (SD) 
  

   Physical health component 49.49 (11.29) 

   Mental health component 44.43 (12.59) 

Diagnosis of person with dementia, n (%)  
  

   Alzheimer's 198 (67.35) 

   Frontotemporal dementia 17 (5.78) 

   Lewy Body dementia 14 (4.76) 

   Vascular dementia 13 (4.42) 

   Mixed dementia diagnosis 14 (4.76) 

   Other 23 (7.82) 

   Don't know 15 (5.10) 

Barthel-20 person with dementia, median (IQR*) 18 (6) 

NPI-Q, median (IQR) 
  

   Severity 6 (7) 

   Distress 7 (10) 

Impact of dementia rated by carer, n (%) 
  

   None 3 (1.01) 

   Low 34 (11.45) 

   Moderate 153 (51.52) 

   Severe 100 (33.67) 

   Don't know 7 (2.36) 

* IQR, interquartile range  

Item score distribution 

In general, participants used all response categories and a maximum of 1% of the scores were missing per item. 

The most frequently used response category for almost all items was No (not relevant/met need). Also, 
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distribution of item scores showed that three items (i24, i29, i39) had a very high proportion of participants 

choosing the same response option yielding a right skewed distribution (Table 2).  

Table 2 Frequencies table of item score distribution during DeCANT field-testing 

Item # DeCANT 
version 5 N Missing 

No (not relevant/  
need met)* Yes, a little more* 

Yes, quite a bit 
more* 

Yes, very much 
more* 

i1 298 3 150 (50.3) 89 (29.9) 36 (12.1) 23 (7.7) 

i2 298 3 116 (38.9) 107 (35.9) 45 (15.1) 30 (10.1) 

i3 298 3 190 (63.8) 62 (20.8) 26 (8.7) 20 (6.7) 

i4 299 2 178 (59.5) 60 (20.1) 39 (13.0) 22 (7.4) 

i5 299 2 193 (64.5) 51 (17.1) 33 (11.0) 22 (7.4) 

i6 299 2 118 (39.5) 95 (31.8) 54 (18.1) 32 (10.7) 

i7 298 3 129 (43.3) 99 (33.2) 44 (14.8) 26 (8.7) 

i8 298 3 100 (33.6) 126 (42.3) 49 (16.4) 23 (7.7) 

i9 299 2 102 (34.1) 105 (35.1) 54 (18.1) 40 (13.4) 

i10 299 2 94 (31.4) 116 (38.8) 61 (20.4) 28 (9.4) 

i11 299 2 117 (39.1) 118 (39.5) 41 (13.7) 23 (7.7) 

i12 298 3 155 (52.0) 75 (25.2) 39 (13.1) 29 (9.7) 

i13 298 3 143 (48.0) 84 (28.2) 48 (16.1) 23 (7.7) 

i14 298 3 115 (38.6) 94 (31.5) 59 (19.8) 30 (10.1) 

i15 298 3 139 (46.6) 92 (30.9) 46 (15.4) 21 (7.0) 

i16 299 2 98 (32.8) 91 (30.4) 68 (22.7) 42 (14.0) 

i17 299 2 110 (36.8) 113 (37.8) 50 (16.7) 26 (8.7) 

i18 298 3 145 (48.7) 79 (26.5) 41 (13.8) 33 (11.1) 

i19 299 2 125 (41.8) 79 (26.4) 52 (17.4) 43 (14.4) 

i20 299 2 84 (28.1) 127 (42.5) 60 (20.1) 28 (9.4) 

i21 299 2 95 (31.8) 97 (32.4) 67 (22.4) 40 (13.4) 

i22 299 2 181 (60.5) 83 (27.8) 23 (7.7) 12 (4.0) 

i23 299 2 175 (58.5) 72 (24.1) 34 (11.4) 18 (6.0) 

i24 299 2 201 (67.2) 50 (16.7) 33 (11.0) 15 (5.0) 

i25 299 2 161 (53.8) 84 (28.1) 39 (13.0) 15 (5.0) 

i26 299 2 165 (55.2) 92 (30.8) 32 (10.7) 10 (3.3) 

i27 299 2 148 (49.5) 101 (33.8) 38 (12.7) 12 (4.0) 

i28 299 2 169 (56.5) 87 (29.1) 34 (11.4) 9 (3.0) 

i29 299 2 199 (66.6) 71 (23.7) 24 (8.0) 5 (1.7) 

i30 299 2 158 (52.8) 95 (31.8) 36 (12.0) 10 (3.3) 

i31 299 2 131 (43.8) 102 (34.1) 51 (17.1) 15 (5.0) 

i32 298 3 179 (60.1) 83 (27.9) 25 (8.4) 11 (3.7) 

i33 300 1 161 (53.7) 80 (26.7) 38 (12.7) 21 (7.0) 

i34 300 1 160 (53.3) 89 (29.7) 28 (9.3) 23 (7.7) 

i35 299 2 121 (40.5) 109 (36.5) 41 (13.7) 28 (9.4) 

i36 300 1 115 (38.3) 103 (34.3) 51 (17.0) 31 (10.3) 

i37 299 2 137 (45.8) 96 (32.1) 38 (12.7) 28 (9.4) 

i38 300 1 175 (58.3) 81 (27.0) 30 (10.0) 14 (4.7) 

i39 299 2 200 (66.9) 58 (19.4) 23 (7.7) 18 (6.0) 

i40 300 1 172 (57.3) 77 (25.7) 33 (11.0) 18 (6.0) 

i41 300 1 91 (30.3) 95 (31.7) 75 (25.0) 39 (13.0) 

i42 300 1 192 (64.0) 56 (18.7) 27 (9.0) 25 (8.3) 

* N (%) 
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Partial inter-item correlation 

We found 41 instances with high partial correlation between item pairs (>0.3). Each item pair was closely 

scrutinized for content overlap, item score distributions and the findings from the cognitive interviews, and this 

information was used to decide whether both items or only one item should be retained. Altogether, 

seventeen items were removed (i2, i5, i7, i8, i10, i11, i14, i15, i17, i29, i25, i29, i34, i35, i36, i39 and i40) 

resulting in a final 25-item version of the DeCANT (see supplementary material Appendix 3). 

Confirmatory Factor Analysis 

The factor structure of the 25-items version of the DeCANT was investigated by CFA. 

Model 1: The 25 items were distributed, conforming to the four main categories guiding the structure of 

DeCANT: 1) communicating and interacting with surroundings (five items), 2) daily life when caring for a person 

with dementia (five items), 3) focusing on themselves (nine items)  and 4) maintaining own well-being (six 

items) (see Appendix 2). All items had reasonable factor loadings ranging between 0.50 and 0.88. Fit indices for 

the model are represented in Table 3 and show a moderate fit. 

Model 2: The 25 items were each linked to a first level ICF category (Cieza et al., 2016): 1) environmental 

factors (nine items), 2) activity and participation components (eight items), 3) personal factors (four items), and 

4) body structure/function components (four items) (see Appendix 3). Significant factor loadings of items to the 

corresponding factor ranged between 0.47 and 0.92 (p<0.001). Further, analysis showed estimates of goodness 

of fit resembling the estimates of Model 1 (see Table 3).  

Table 3 CFA fit indices for the analyzed models (n=298) 

 Chi-squared 
(χ2) 

Degrees of 
Freedom    

P-Value                       RMSEA  
(90% C.I.) 

Probability 
RMSEA <= .05      

CFI TLI WRMR 

Model 1: Four factor model based 
on inductive categories 

833.447 269 <0.001 0.083  
(0.077-0.090) 

0.000 0.934 0.927 1.342 

Model 2: Four factor model based 
on ICF framework 

851.985 270 <0.001 0.084  
(0.078-0.091) 

0.000 0.932 0.925 1.393 

Post hoc analysis of Model 2 775.170 266 <0.001 0.073  
(0.068- 0.079) 

0.000 0.946 0.938 1.265 

 

Post hoc analysis of Model 2: We found possible local dependency between four item pairs (i1 and i22, i16 and 

18, i16 and i19, i41 and i42), and we allowed these items to correlate in this post hoc model as an addition to 

Model 2. CFA resulted in some improvement in all fit indices compared with Models 1 and 2 with estimates of 
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χ2=775.170 (p<0.001), RMSEA=0.073, CFI=0.946, TLI=0.938 and WRMSV=1.265 (Table 3). Factor loadings of the 

improved model ranged between 0.47 and 0.91 (Figure 2). 

Inspection of modification indices and standardized residuals showed no indicators for improvement of the 

analyzed models. 

Figure 2 Diagram showing factor loadings of the post hoc analysis of Model 2 

 

Note The circles represent the four factors in the Post hoc analysis of Model 2 (f1=factor 1, f2=factor 2, f3=factor 3, f4=factor 4), and the 
squares represent items, i.e. i1=item 1. The arrows between factors describe factor correlations. The arrows from factors to items 
describe item factor loadings. Arrows between items show their correlated error.  
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Discussion 

We have addressed the need for a self-reported instrument to assess carers’ support needs when caring for a 

person with dementia throughout the disease trajectory and across settings in health and social care. Careful 

investigation of the literature and carers’ and professionals’ views on carers’ support needs resulted in a 25-

item version of the DeCANT that measured four dimensions of carer support needs when caring for a person 

with dementia: 1) communicating and interacting with surroundings, 2) daily life when caring for a person with 

dementia, 3) focusing on themselves and 4) maintaining own well-being. 

The Biopsychosocial Model (Engel, 1977; Wade, D. T. and Halligan, 2017), used as an overall conceptual model 

to understand the complexity of carers’ support needs, has its origin in the health sciences, which may seem 

inappropriate as caring in itself is not characterised as a health problem. However, caring has been shown to 

threaten carers’ health, well-being and functioning in daily life (Schulz and Sherwood, 2008; Brodaty and 

Donkin, 2009), and the Biopsychosocial Model allows for a person-centred and multidimensional way of 

identifying carers’ support needs when caring for a closely related person with dementia. Issues related to 

carers’ social or psychological functioning are thus considered equal to potential physical disabilities (Engel, 

1977; Wade, D. T. and Halligan, 2017). 

The construct of carers’ support needs measured by DeCANT has required substantial work focused on 

maximising the extent to which generated items reflect the support needs of the target population (de Vet et 

al., 2011). When assessing support needs, it is essential that carers’ subjective views on what is helpful is 

emphasised as opposed to only those arising from professional judgment (Hjortbak and Rehabiliteringsforum 

Danmark, 2011). However, including both views when generating items is important, because carers may not 

be able to acknowledge (Boots et al., 2015) and/or articulate (Stirling et al., 2010) all of their own needs. 

Furthermore, our response categories were specifically designed to reflect a person-centred approach (Sharma 

et al., 2015) respecting both subjective and professional views when assessing carers’ support needs, because 

carers have to decide whether a support need is relevant to them or not, and if considered to be so, to assess 

the extent of needed support. 

Content validity of items was investigated using several methods. In Pilot Test 1, a panel of experts assessed 

the comprehensiveness and comprehensibility of the first draft of DeCANT. However, the criteria used for 

selection of the expert panel members may have resulted in too much focus on professional judgment, and we 

therefore decided that items with I-CVI<0.78 were not automatically removed. Instead, removal of items at this 
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stage was decided among the author team using information from both I-CVI and investigations preceding item 

generation to boost the carer’s perspective. During the cognitive interviews in Pilot Test 2, carers pointed out 

that the sensitive content in DeCANT obligated professionals to follow up on identified needs. This is important 

when implementing DeCANT in future health and social care, because DeCANT in itself may start a dialogue 

between carers and professionals. Creating a trusting relationship with professionals is the most important 

facilitator of carers’ use of supportive services (Stephan et al., 2018). Using DeCANT may therefore be a 

feasible way of facilitating a positive and balanced dialogue between carers and professionals. 

Investigating the item score distributions revealed a floor effect in all items for the response category ‘No (not 

relevant/met need)’. This was to be expected, as the response option contains three different answers of ‘no’: 

‘no need for support’, ‘support need is not relevant’ and ‘support need is met’. Designing the response 

category in this way may have caused problems discriminating carers’ responses. However, the focus of 

DeCANT was to provide information that identified support needs: not why a carer did not have a need for 

support. 

CFA of Model 1 and Model 2 demonstrated almost the same fit indices of a moderate fitting model. Post hoc 

analysis of Model 2 including possible local dependency showed a marginally improved fit and we believe this 

model to be the best fit when describing the factor structure of DeCANT, because it is based on a strong 

theoretical framework (Schreiber et al., 2006) taking into account the dynamic interaction of carers’ support 

needs in the context of caring (Clemmensen et al., 2020). Although fit indices from post hoc analysis of Model 2 

imply an acceptable fit of observed data, further testing of the factor structure should be performed in more 

and larger samples (Boateng et al., 2018; Hu and Bentler, 1999). 

In the post hoc analysis of Model 2, all items demonstrated high factor loadings above 0.60. Only one item (i3: 

‘Do you have a need for support to manage everyday chores?’) showed a lower loading of 0.47, which we 

considered acceptable. This item differed from other items by containing information on support needs of the 

person with dementia, not the carer, indicating that the item may describe a latent trait different from that 

intended. Nevertheless, we believe that item i3 is an example of the inter-relatedness of carers’ support needs 

in the context of caring as described by the theoretical framework. Thus, indirectly asking about the need for 

support in daily living from the person with dementia clarified if the carers’ individual resources to manage 

care were balanced. 



 

182 
 

Using DeCANT  

Consensus on a comprehensive framework to identify dementia carers’ support needs is lacking (Bangerter et 

al., 2019). In future health and social care, DeCANT, with its holistic and person-centred approach based on the 

ICF framework and Biopsychosocial Model, may be used to identify carers’ support needs in general. We 

designed DeCANT to enable an individually tailored and quick way of profiling support needs most important to 

carers in the specific context of caring. Carers’ needs are complex, because they are affected by the support 

needs of the person cared for, the individual resources and priorities of the carers, as well as the context in 

which the caring occurs (Bangerter et al., 2019; McCabe et al., 2016). By summing each subscale, professionals 

can track individual support needs and follow them over time, thereby evaluating individual progress and the 

effects of implementing new carer support initiatives.  

Strength and limitations 

We strived for a heterogeneous sampling of carers in the field-testing of DeCANT to be applicable to the 

various settings intended for use. Although a strategy of recruiting a heterogeneous sample of carers was used 

in this study, participants were primarily female or spouses, which may reduce the representativeness of the 

sample. However, this seems to be a general pattern in dementia research when recruiting carers (The Danish 

Alzheimer Association, 2018). In contrast, our sample included a large proportion of non-spousal carers and 

carers reporting great variety of dementia severity in the person cared for, which suggests that our sample may 

be more representative of various types of carers and caring contexts. 

A limitation of our study is the small sample size (n=301). Larger samples with a larger participant/ item ratio of 

at least 10 participants per item is preferable in CFA (Boateng et al., 2018) as more stable factor loadings and 

lower measurement errors are obtained. Thus, replication of DeCANT’s factor structure is necessary to ensure 

generalisability of the suggested structure in similar populations (Boateng et al., 2018).  

Development of DeCANT followed a rigorous stepwise procedure for questionnaire development (de Vet et al., 

2011). However, before using DeCANT in practice, further research is needed to examine its psychometric 

properties (de Vet et al., 2011). Hence, we recommend investigation of its construct validity by comparing 

DeCANT with existing measures of carers’ health and well-being and test-retesting of reliability as next steps.  

Conclusion 

We developed a 25-item self-reported instrument (DeCANT) to identify carers’ support needs when caring for a 

person with dementia. Confirmatory Factor Analysis demonstrated a moderate fit to a four-factor model 

assessing carers’ support needs in daily life, maintaining own well-being, focusing on themselves, and 

communicating and interacting with surroundings. We suggest that DeCANT be used a) to help identify carers’ 
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support needs when caring for a person with dementia to enable supportive interventions in a timely manner; 

b) to increase the awareness of carers’ support needs to improve carers’ health and well-being and, by 

extension, the person being cared for; and c) as an outcome measure, to evaluate supportive interventions in 

everyday health and social care. 
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Appendix 1: Content validity assessments in Pilot Test 1 of DeCANT version 2. 
Item# DeCANT 
version 2 

Content validity assessments Experts in 
agreementa 

I-CVI Kappab  Evaluation 

Expert 1 Expert 2 Expert 3 Expert 4 Expert 5 Expert 6 Expert 7 Expert 8 
i1 4 4 4 4 4 3 4 4 8 1.00 1.0 Excellent 

i2 2 2 3 4 4 4 3 4 6 0.75 0.72 Good 

i3 2 3 4 2 4 3 4 3 6 0.75 0.72 Good 

i4 4 4 3 4 3 3 3 4 8 1.00 1.0 Excellent 

i5 4 3 2 4 4 4 2 4 6 0.75 0.72 Good 

i6 4 4 2 3 3 3 2 2 5 0.63 0.53 Fair  

i7 4 4 4 3 4 4 4 4 8 1.00 1.0 Excellent 

i8 4 4 4 4 4 4 4 3 8 1.00 1.0 Excellent 

i9 4 4 4 3 4 4 4 2 7 0.88 0.88 Excellent 

i10 4 4 4 4 4 4 4 2 7 0.88 0.88 Excellent 

i11 4 4 4 4 4 4 4 3 8 1.00 1.0 Excellent 

i12 4 4 4 2 4 4 4 4 7 0.88 0.88 Excellent 

i13 4 4 4 4 4 4 4 4 8 1.00 1.0 Excellent 

i14 4 3 2 2 4 3 2 3 5 0.63 0.53 Fair  

i15 1 4 4 2 4 3 4 4 6 0.75 0.72 Good 

i16 4 4 3 3 4 4 3 4 8 1.00 1.0 Excellent 

i17 4 4 2 3 4 3 2 4 6 0.75 0.72 Good 

i18 4 4 3 3 4 4 3 4 8 1.00 1.0 Excellent 

i19 4 2 4 4 4 4 4 2 6 0.75 0.72 Good 

i20 4 3 3 3 3 4 3 4 8 1.00 1.0 Excellent 

i21 4 3 4 4 4 4 4 4 8 1.00 1.0 Excellent 

i22 4 4 4 3 4 4 4 3 8 1.00 1.0 Excellent 

i23 1 4 4 3 4 4 4 4 7 0.88 0.88 Excellent 

i24 4 2 2 2 3 3 2 3 4 0.50 0.31 Poor 

i25 1 4 3 3 4 4 3 2 6 0.75 0.72 Good 

i26 1 3 3 3 3 4 3 2 6 0.75 0.72 Good 

i27 4 3 2 3 3 3 2 4 6 0.75 0.72 Good 

i28 3 4 4 3 4 3 4 2 7 0.88 0.88 Excellent 

i29 3 4 4 4 4 4 4 3 8 1.00 1.0 Excellent 

i30 1 4 3 4 4 4 3 4 7 0.88 0.88 Excellent 

i31 1 4 2 4 4 4 2 2 4 0.50 0.31 Poor 

i32 4 4 2 4 4 4 2 4 6 0.75 0.72 Good 

i33 3 4 3 4 4 4 3 4 8 1.00 1.0 Excellent 

i34 4 4 3 4 4 4 3 4 8 1.00 1.0 Excellent 

i35 4 4 4 4 4 4 4 4 8 1.00 1.0 Excellent 

i36 4 4 4 3 4 4 4 4 8 1.00 1.0 Excellent 

i37 4 3 4 3 4 4 4 4 8 1.00 1.0 Excellent 

i38 4 4 4 4 3 4 4 4 8 1.00 1.0 Excellent 

i39 4 3 3 2 4 4 3 4 7 0.88 0.88 Excellent 

i40 4 4 4 4 4 4 4 4 8 1.00 1.0 Excellent 

i41 1 4 4 3 4 4 4 4 8 0.88 0.88 Excellent 

i42 4 4 4 4 4 4 4 4 8 1.00 1.0 Excellent 

i43 4 4 4 4 4 4 4 4 8 1.00 1.0 Excellent 

i44 4 4 3 3 4 4 3 3 8 1.00 1.0 Excellent 

i45 1 3 2 3 3 3 2 2 4 0.50 0.31 Poor 

i46 4 4 3 3 3 4 3 4 8 1.00 1.0 Excellent 

i47 1 4 3 2 3 1 3 4 5 0.63 0.53 Fair  

i48 4 4 4 4 4 4 4 4 8 1.00 1.0 Excellent 

i49 4 4 4 3 3 4 4 4 8 1.00 1.0 Excellent 

i50 4 4 4 3 4 4 4 4 8 1.00 1.0 Excellent 

i51 4 4 4 4 4 4 4 4 8 1.00 1.0 Excellent 

i52 4 4 4 3 4 4 4 2 7 0.75 0.72 Good 

i53 4 4 3 4 4 4 3 3 8 1.00 1.0 Excellent 

Proportion relevanta 0,79 0,94 0,83 0,87 1,00 0,98 0,83 0,81 
 

      

 a Based on dichotomised scores of relevance (1-2= irrelevant, 3-4=relevant). b Kappa of  I-CVIs are calculated according to Polit et al. 
(Polit et al., 2007).  
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Appendix 2: Presentation of items in the DeCANT field-testing version 5 (42 items). 

Item# 
DeCANT 
version 5 

42 item version of DeCANT used in the field-testing 

Consider your present situation caring for the person with dementia. Do you have a need for support...  
Daily life when caring for a person with dementia 
i1 ...to make sure that services targeted the person with dementia conform to your daily life? 
i2 ...for activities to the person with dementia 
i3 ...to manage everyday chores (e.g. dressing, cleaning, transportation)? 
i4 ...to maintain your social network? 
i5 …to transportation of the person with dementia (e.g. to the GP, hairdresser etc.)? 
i6 ...to manage changed behaviour in the person with dementia (e.g. aggressive, restless or passive behaviour)? 
i7 …to improve your communication skills in relation to the person with dementia? 
i8 …to manage the person with dementia's loss of memory?  
i9 …to manage person with dementia's lack of disease awareness? 
i10 …to solve problems in everyday life with the person with dementia? 
i11 …to get information on assistive aids (e.g. assistive technologies)? 
Focusing on themselves  
i12 …to feel appreciated in what you are doing for the person with dementia?  
i13 …to ask for help for yourself? 
i14 …to get information on help and counselling for yourself? 
i15 …to accept supportive services for yourself? 
i16 …to cope with your own emotions (e.g. loss or grief)? 
i17 …to cope with everyday worries? 
i18 …to manage stress? 
i19 ...to deal with bad conscience or guilt? 
i20 …to get information on challenges that may occur in the progression of dementia? 
i21 …to prepare for deterioration of the situation (e.g. moving into nursing home)? 
Maintaining own well-being 
i22 …to get respite from everyday caring? 
i23 …to prioritise your own health? 
i24 …to sleep better? 
i25 …to get more time for yourself? 
i26 …to get in contact with others in the same situation as you? 
i27 …to feel confident in the caring role? 
i28 …to make decisions regarding the person with dementia? 
i29 ...to maintain a good relationship with the person with dementia? 
i30 …to create nice experiences together with the person with dementia? 
i31 ...to share the responsibility of caring with someone else? 
i32 …to talk to someone about intimacy? 
Communicating and interacting with surroundings 
i33 …to get information about who to contact for support? 
i34 …to get information on what services professionals (e.g. nurse) may offer? 
i35 ...of professionals offering support to you? 
i36 …to get information on the collaborative caring work in relation to the person with dementia? 
i37 …to be involved in this collaborative caring work? 
i38 …to involve family/network in tasks or decision making in relation to the person with dementia? 
i39 …to deal with disagreements within the family/network in relation to the person with dementia? 
i40 ...to communicate with family/network and surroundings about how dementia affects the person with dementia? 
i41 …to navigate rules and legislation? 
i42 …to manage financial issues on behalf of the person with dementia? 
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Appendix 3: Presentation of items in the DeCANT final version (25 items). Items in each factor are linked to 
the ICF framework following Cieza et al.’s linking rules (Cieza et al., 2016). 

Item#  DeCANT Final 

Consider your present situation caring for the person with dementia. Do you have a need for support...  

Environmental factors 
i1 …to make sure that services targeted the person with dementia conform to your daily life? 

i21 …to prepare for deterioration of the situation (e.g. moving into nursing home)? 

i22 …to get respite from everyday caring? 

i26 …to get in contact with others in the same situation as you? 

i33 …to get information about who to contact for support? 

i37 …to be involved in this collaborative caring work? 

i38 …to involve family/network in tasks or decision making in relation to the person with dementia? 

i41 …to navigate rules and legislation? 

i42 …to manage financial issues on behalf of the person with dementia? 

Activity and participation component 
i3 ...to manage everyday chores (e.g. dressing, cleaning, transportation)? 

i4 ...to maintain your social network? 

i6 ...to manage changed behaviour in the person with dementia (e.g. aggressive, restless or passive behaviour)? 

i23 …to prioritise your own health? 

i28 …to make decisions regarding the person with dementia? 

i30 …to create nice experiences together with the person with dementia? 

i31 ...to share the responsibility of caring with someone else? 

i32 …to talk to someone about intimacy? 

Personal factors  
i9 …to manage person with dementia's lack of disease awareness? 

i12 …to feel appreciated in what you are doing for the person with dementia?  

i13 …to ask for help for yourself? 

i27 …to feel confident in the caring role? 

Body structure/function component  
i16 …to cope with your own emotions (e.g. loss or grief)? 

i18 …to manage stress? 

i19 ...to deal with bad conscience or guilt? 

i24 …to sleep better? 

 


