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“l 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.
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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
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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
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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).
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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

Table 1 Inclusion criteria for participants in interviews

Number of
Interview type participants  Inclusion criteria
Focus group 13 Working in dementia social care
interviews, or health care
professionals
Focus group 18 >18 years, provides help on a
interviews, carers regular basis because of a
Individual 5 personal relationship rather than

financial compensation to a

closely related person who has
received a dementia diagnosis,
able to communicate in Danish

interview, carers

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.qgsrinternational.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
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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.

Thorough reading of the material to get an
overview. Open coding was conducted by
identifying meaningful units in the text. The first
author (THC) coded the entire material and
coding were discussed with the two other
authors (HHL and HKK).
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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)

* Open coding

Codes referring to the same content were

sorted into subcategories and grouped into
generic categories during discussion between

all authors.

¢ Creating categories

In discussion between all authors, abstracting was
conducted by pursuing clear and meaningful patterns

across the entire data material to clarify main
categories of support needs. The process resulted in

¢ Abstracting

four main categories based on the views of carers

Figure 1 Description of the three stages in the content analysis process

and professionals.
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Sub-category

Generic category

Main category

~

Helpful and unhelpful services

Feelings of safety

-

Need for support tocare for

N

N

Education

Continuous information

-

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

knowledge on caring

N

How to accept help

Caring for carers

Need for support toget
help for myself

2. Carers’ support needs to
focus on themselves

N

How to handle tabooised issues

Preparing for the future

-

J
A
Need for support totalk

about difficultissues

N

Not doing enough

Need to talk

-

Need for support tohandle
emotional burden

3. Carers’ support needs to
maintain own wellbeing

~

Taking care of yourself

Physical activity

-

J
)\
Need for support toachieve

physical weltbeing

AVARVARVARVARVARVA

Involving family and network

Communication with professionals

Being involved in care

Need for support to
communicate and interact
with family, network and
professionals

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

Rules and regulations

Figure 2 Coding tree presenting main, generic and sub-categories derived through the inductive content analysis process

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
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Table 2 Examples of the inductive content analysis showing the process from codes to categorisation

Sub-

Meaningful unit Code category Generic category Main category

‘Anyway, regarding the practical issues of caring, | am Practical help Helpful and  Need for support to 1. Carers’ support needs in
quite good at dealing with what has to be done’ unhelpful care for a person daily life when caring for a
(Friend P2) services with dementia 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 | know she has been interacting with someone Activities for the
and has been stimulated. . .and really has had her need  person with
for company met’. (Daughter P4) dementia

‘Now she only lives one and a half kilometres from me, ~ Being vigilant Feelings of
which is easy. . .but. . .before she lived seventeen safety
kilometres away and ...sometimes. . .well, things
happened and then the next. And she was so sad. And
then | had to go all this. . .way just to find out it was
nothing special. ..”. (Daughter P4)

‘Many carers express that they focus on all of those Initiating nice Not doing Need for support to 3. Carers’ support needs to
nice experiences together and they often find it hard experiences enough handle emotional maintain own well-being
to organise themselves’. (Professional P30) burden

‘I told him as it was, even though it was harsh. A Contact with Need to
friend’s wife got the Alzheimer’s disease two years others in the talk

after my wife. It was my damn luck. Now we have
each other to talk to’. (Husband P20)

same situation

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 T 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
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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 5
healthcare assistant
Son 2 Social care or 2

Daughter-in-law 1

Sister 2

Friend 1
Cohabiting Yes 13
No 10
Retired 15
Employed 4
Unemployed 3
Sick leave
Alzheimer’s

Employment

1
Diagnosis of cared-for person 1
Vascular 1

Other 5

Don't know 1

Stage of disease Mild 3
Moderate 9

Severe 9
Deceased 2
No use of care 2
Home care 1
Nursing home 8

Care service for the person with dementia

health service helper
Mean experience 14.4 (3-30)

in years (range)

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
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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)

“I know his needs better than my own” 593

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

Contextual factors

Personal factors

* ..talkaboutdifficult issues (2.Focus on themselves)

+ ...handle emotional burden (3.Maintain own
well-being)

Environmental factors

o ..carefor a person with dementia (1.Daily life
when caring)

e ..communicateand interact with family,
network and professionals (4.Communicate and
interact with surroundings)
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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

Components of
functioning in daily life

Activity and participation components

¢ ...get knowledge on caring (1.Daily life when caring)
o ...get help for myself (2.Focus on themselves)

'Body structure and function components

o ...achieve physical well-being (3.Maintain own
well-being)

Figure 3 Linking main and generic categories to the ICF framework
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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 Kyngas (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).
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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
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