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ABSTRACT

Objective The purpose of this study was to explore
experiences of family and professional caregivers of
persons with dementia in order to design a tailored
community-based support programme.

Design A two-stage study was deployed. First, qualitative
research draws on three focus groups. Two of these
comprised family caregivers and the third was made

up of care provision professionals. Thematic content
analysis was conducted by interpretative description for
applied practice. Second, an experience-based codesign
methodology was applied to design a tailored support
programme in accordance with carers’ demands and
contextual realities.

Setting and study period Rural region in Catalonia, at
northeast of Spain. March—June 2019.

Participants We interviewed 12 family caregivers and 8
primary care providers.

Results 10 main themes were identified: caregivers’ feelings,
repercussions of caregiving in caregivers’ lives, education
about dementia and caring skills, education about time
management and self-care, caregivers’ needs to receive

more information and training, improved patients’ follow-up
and social assistance and more psychologic support. Finally,
three themes related to caregivers’ demands: social services
resources, multidisciplinary approach programmes and support
from other caregivers. From these results, a multicomponent,
professionally led community-based intervention was
designed. The main components were the following: education
and caring skills, professional psychological support, and social
and community resources.

Conclusion This study allowed the design of a
multicomponent support intervention for family caregivers of
persons with dementia aimed at reducing their burden and
improving their quality of life in ways consistent with their
actual needs and the available local resources.

INTRODUCTION
Alzheimer disease and other dementias are
diseases with enormous social and health

4 Carme Ferre Grau®

STRENGTHS AND LIMITATIONS OF THIS STUDY

= This study generated two distinct datasets through
focus groups discussions that provided the experi-
ences and needs of family caregivers and primary
care providers of persons with dementia.

= The methodology allowed the design of a support
programme to reduce the burnout of caregivers of
people with dementia in a community health setting.

= While the intervention design is valuably fitted to
the study setting, it may need adaptation to other
communities.

repercussions on patients and patients’ fami-
lies. Currently, the family is mainly respon-
sible for providing the support and care for
affected people.' It is estimated that persons
with Alzheimer disease require about 70
hours of care per week. In these circum-
stances, informal caregivers are crucially
important and become the foundation upon
which patients’ assistance and care are built.”
Nearly three-quarters (73.8%) of informal
caregivers in Spain are women, with similar
numbers in Europe.” These gender dispar-
ities are also apparent in the kind of care
offered. Recent studies show that women
spend more time on caregiving and obtain
less assistance, and fewer than 5% attend
support groups.*’ The quality of life of care-
givers can vary depending on the psycholog-
ical and behavioural symptoms associated
with dementia, and on specific aspects related
to caregivers’ families and work responsibili-
ties. Caregiving entails a complex set of tasks
that affect various aspects of caregivers’ lives:
physical and emotional health, family, social
life, leisure, work and finances.? ® In Spain,
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40% of female caregivers reported impaired health (vs
24% of men) and 35% felt depressed (vs 20% of men).
Female caregivers also experience greater mental illness
and worse self-perceived health.” Pinquart and Sérensen
found in their meta-analysis a positive relationship
between the amount of provided care, depression and
caregiver burden.® However, the literature is inconclusive
on how men and women differ in terms of burden experi-
enced. While some studies indicate that women are more
severely burdened as a result of their greater caregiving
role, others suggest that men may perceive a heavier
burden because they have to fulfil a role for which they
have not been socially prepared.’ The gendered division
of work, social class and migration must be accounted for
when assessing the impact of caring on caregivers’ lives.'

Proper assistance of people living with dementia and
their caregivers requires the involvement and coordina-
tion of many local services to ensure that needs are fully
met throughout the disease process: primary care, acute
care in hospitals, social services and family associations."'
However, there is still a lack of consensus about the most
effective type of support.'® Several non-pharmacological
interventions seem to be effective in treating depres-
sion and anxiety, improving quality of life and reducing
caregiver burden for informal caregivers of people with
dementia."”” Concretely, there is evidence demonstrating
that interventions aimed at psychological well-being posi-
tively impact stress and social outcomes of informal care-
givers. As well, interventions focused on knowledge and
training on disease management are effective.'* Further-
more, review of various studies indicates that the most
effective interventions identified for decreasing caregiver
burden were home care visits and psychoeducational
strategies, whether conducted individually or in groups.'”
Also interestingly, when looking at interventions focused
on financial assistance separately from those centred on
training and other non-financial services, it appears that
non-financial support measures have a greater protec-
tive effect on caregivers’ health compared with financial
support measures, irrespective of the caregiver’s gender."®

Nonetheless, recent systemic reviews and meta-analyses
have founded conflicting findings about dementia care-
giver interventions mainly due to a high heterogeneity in
the methodologies used.'™" The use of qualitative meth-
odology is considered essential to enable specific types of
burden to be identified and to tailor more effective inter-
ventions by considering the demands and needs of the
particular target population with respect to the available
resources and social context.

The present study aimed to establish the needs of
caregivers of persons with dementia and the opinion of
professionals across disciplines about educational aspects
and caring skills training, in order to codesign with main
stakeholders a flexible, dynamic and effective caregiver
support programme based on community primary care
assistance. This study stems from the first phase of the
School of Caring Project, which aims to improve caregivers’
quality of life, levels of overload, self-care and social

support. The project involves a mixed-methods study of
three phases: phase I: modelling and operationalisation
of the intervention (qualitative); phase II: quasiexperi-
mental effectiveness study with repeated preintervention
and postintervention measures (quantitative); phase III:
evaluation of the intervention programme (qualitative).”’

METHODS

Study design

This study employed a qualitative methodology for
applied practice21 based on focus groups (FGs) and a
codesign process consisting of a tailored community
programme designed to support family caregivers.22 The
theoretical framework encompassed the methodological
basis of phenomenology and descriptive/interpretative
thematic content analysis.” The main findings served
to define the components of the codesigned interven-
tion.”* The Consolidated Criteria for Reporting Qualita-
tive Research, a 32-item checklist, was used to accurately
describe the design, conduct, analysis and findings of the
study” (online supplemental Annex 1).

Setting and participants

Participants were professionals representing different
care provision disciplines and family caregivers of persons
with dementia with recognised social dependence grade
1 or 2,%° from Montsia, a rural region of Catalonia in the
northeast of Spain.

Participants were selected by purposive sampling.27 A
list of caregivers, of whom at least 60% were women,28 was
obtained from the electronic health record of the Catalan
Institute of Health primary care census of persons with
dementia with a registered main caregiver. They were
contacted by phone following the census list according
to sex, age and caregiving duration, in order to obtain a
heterogeneous and diverse sample. We contacted 20 care-
givers until we obtained the agreement of 12 of them to
participate. Professionals were selected according to their
professional role and years employed in dementia assis-
tance (primary care, local social services or local Associa-
tion of Relatives of Alzheimer’s Patients), and approached
face-toface by the research team. Eight professionals
accepted the invitation to participate in the FG. All partic-
ipants orally agreed to participate in the study and gave
their signed, informed consent. Characteristics of family
caregivers and care provision professionals are presented
in tables 1 and 2, respectively.

Data collection

Data were generated from three FGs, two with family care-
givers and one involving care provision professionals. The
FGs were held in a room of a primary care centre and led
by a member of the research team who had broad exper-
tise in qualitative research (GML). A second member of
the team with considerable expertise in dementia care
acted as an observer and took field notes during the FGs
(NBR). Neither team member had had any previous
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Table 1 Demographics of family caregivers

Code Sex Age (years) Educational level Occupation Relationship to patient Caregiving duration (years)
C1 Female 60-70 Primary education Homemaker Daughter 1-5
Cc2 Female 60-70 Secondary education Active Daughter <1
C3 Male 70-80 Primary education Retired Husband 1-5
C4 Male 50-60 Primary education Active Nephew 1-5
C5 Male 70-80 lliterate Retired Husband 6-10
C6 Female 50-60 Primary education Active Daughter 6-10
C7 Female 70-80 Primary education Retired Sister 1-5
C8 Female 60-70 Higher education Retired Daughter 1-5
C9 Female 60-70 Primary education Homemaker Daughter 6-10
C10 Female 80-90 Secondary education Homemaker Wife 1-5
C11 Male 60-70 Primary education Retired Husband 1-5
C12  Female 50-60 Primary education Active Daughter 6-10

relationship or contact with the participants. FGs were
held in March 2019.

The FGs explored the experiences and narratives of
caregivers and professionals relating to their role as carers
of persons with dementia and how their visions could
contribute to designing a programme that matched their
realities. To this end, we created two topic-scheduled
interview guides, one for family caregivers and the other
for care provision professionals. Both guides covered the
following main topics for discussion: (1) impact of being
a caregiver, (2) education received about the role of
being a caregiver, (3) caregivers’ needs and (4) demands
for programmes to support caregivers (Online supple-
mental Table S1). FG sessions lasted 60-70min, were
video-recorded and audio-recorded and were transcribed
verbatim anonymously by an independent expert in qual-
itative healthcare research. Transcripts were not returned
to participants for comment or correction.

Data analysis

FG transcripts were initially coded and analysed following
an interpretivist paradigm by the independent profes-
sional who transcribed verbatim. A first triangulation
with the principal investigator of the study (CCR) was

conducted to reconcile differences of interpretation. A
second triangulation was carried out by another member
of the research team (MPA) in which the interpretative
analysis of the three researchers was considered. Subse-
quently, coding sorting and organisation were undertaken
to construct rational relationships between the codes
and patterns, thereby to define the meaningful themes.
An inductive/deductive approach was used to identify
themes. No specific software was used to manage the data.
Differences in data structuring and theme construction
were discussed, deliberated and resolved to reach agree-
ment about the main emerging themes,” which were
then arranged to tackle each topic of interest. At this
point, it was considered that informational redundancy
was achieved. Finally, interpretations were summarised
and supporting quotations provided in order to present
the most relevant findings.”

Intervention codesign approach

A coproduction group of nine experts was set up,
consisting of four members of the research team, two
primary healthcare professionals (a nurse and a general
practitioner), a local social worker and two members
of the Association of Relatives of Alzheimer Patients

Table 2 Profile of care provision professionals

Code Sex gge:\rs) Profession Years employed
P1 Female 50-60 Nurse 24

P2 Female 30-40 Physiotherapist 10

P3 Female 30-40 Nurse 8

P4 Female 50-60 Nurse 33

P5 Female 40-50 General practitioner 23

P6 Female 40-50 General practitioner 19

P7 Female 30-40 Social worker 6

P8 Female 40-50 Social worker 17

Curto Romeu C, et al. BMJ Open 2024;14:091599. doi:10.1136/bmjopen-2024-091599

‘sai1fojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1Xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
"1s8nb Aq 5Z0Z ‘TT YoJe uo jwod fwg-uadolwqy/:dny woly pepeojumod 720z 18quwiedsd €2 U0 665T60-7202-uadolwag/9eTT 0T Se paystignd isiiy :usdo (NG


https://dx.doi.org/10.1136/bmjopen-2024-091599
https://dx.doi.org/10.1136/bmjopen-2024-091599
http://bmjopen.bmj.com/

I

Open access

Impact of being

Feelings

a caregiver

Repercussions on caregivers’ live ]

Education about

-[ Dementia and caring skills ]

being a caregiver

—[ Time management and self-care ]

—[ Information and training ]

Caregivers’ needs —[Patient’s follow-up and social assistance J

—[ Psychologic support ]

Demands for

Social service resources ]

programs directed

Multidisciplinary approach ]

towards caregivers

Support from other caregivers ]

Figure 1
address each topic of study (dark blue boxes).

(a psychologist and an experienced family caregiver).
Overall, we engaged experts in research method-
ology, intervention implementation, management of
behavioural and psychological symptoms of dementia,
and management of caregivers of people living with
dementia. The coproduction group met four times during
June 2019 to define the main components required for
the tailored intervention: first session: expose and discuss
the main findings of the thematic analysis; second session:
expose and compile evidence from existing interventions;
third session: integrate the results obtained in the present
study with previous evidence. fourth session: define the
setting, timings, session content and duration, materials,
instructors and dissemination plan of the School of Caring
intervention.

Patient and public involvement

Patients and/or the public were not involved in the
design, or conduct, or reporting, or dissemination plans
of this research.

RESULTS

Findings of the thematic analysis

We identified 10 themes from the thematic content anal-
ysis. As described in the methods, each theme was allo-
cated to address the main topics under study (figure 1).
Caregivers described their wide range of feelings about
the diverse repercussions of caring on their lives, and their
perceptions of the education received about dementia
and self-care. The caregiver and professional groups both

Findings of thematic analysis. Main themes emerging from thematic content analysis (white boxes) were organised to

identified receiving information, patient follow-up and
social assistance, and psychological support as being prior
needs of caregivers.

Impact of being a family caregiver

Feelings

Participating caregivers tended to take on the task of
caring as a personal obligation. Depending on the
case, this task resulted in different degrees of overload,
determined by various factors such as the behaviour of
the patient, the progression of the disease and family
circumstances.

It is something that I must do, I have no choice, butl
do it and provide everything so that she will be fine.
(G3)

The professional participants also identified feelings of
commitment in some caregivers and reported that most
of them assumed the role of caregiver as a personal, self-
imposed responsibility and in order not to disappoint the
cared-for family member.

I have to do it, they say. A caregiver told me: I prom-
ised my mum that I would take care of her. (P3)

Some caregivers felt frustrated because they were
unsure if they were taking proper care of their family
member.

I don’t know if I am doing it right, if I am acting right
or not, if I take good care of her, it is a constant con-
cern all day long. (Cb)
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Professionals also perceived that, especially when the
dementia was first diagnosed, caregivers were not aware
about what caring for a person with this type of disease
involved.

They [caregivers] ask for help because since they
spend much time at work, they cannot assume 100%
of caring and are afraid of giving up. (P8)

Caregivers felt pain and sadness to see how their loved
one was deteriorating, and felt lonely because they had
had to stop doing many of the things that they used to do
together. Further, they sometimes felt mistreated by the
patient, which affected them deeply.

She was a very nice person but now their words are
always to offend you, I know she is insane, but it hurts

anyway... (Cl)

In general, caregivers considered that the caring over-
load always fell on the same person, the main caregiver.
Thus, they were disappointed that other family members
remain uncommitted. This situation caused them to
feel a lack of recognition and support from the rest of
the family and friends, and a profound sense of being
misunderstood.

Family and friends have many opinions... not ev-

eryone understands it, which makes me very angry.
(C10)

Repercussions on caregivers’ lives

Caregivers identified some aspects of their life that were
directly affected by their role as a caregiver. They perceived
detrimental effects, above all on their physical and psycho-
logical health, also on their free time and social relation-
ships, and finally on their financial circumstances. With
regard to physical effects, caregivers reported tiredness,
anaemia and sleep disorders. They noted the psycholog-
ical effects of a distressing feeling of uncertainty when the
initial diagnosis was made that hindered their acceptance
of the situation, and of suffering the tremendous pressure
of the continuous and permanent responsibility of their
caring tasks.

...very tired. I work sevenhours a day and then I
get home. I had to ask for a houseworker. I can’t, I
can’t... (C8)

For us it is an everyday job, day after day. (C11)

Referring to their social relationships and free time,
caregivers mentioned that since their involvement in
caring was almost full-time, they did not have time to do
anything or go anywhere, which made them feel isolated,
displeased and unmotivated.

I haven’t gone there [leisure activity] for two years...
the truth is that I'm not excited about going out or
anything... you’re withdrawing yourself. (C6)

Professionals also identified the frustration of the
caregivers, even those who did not show it explicitly.

‘If I can’t go out, it’s OK,” they say, but you notice
from their voice that it is not OK at all... (P1)

In terms of the financial consequences, caregivers were
most insistent that it was very difficult to access resources
and social grants and that they sometimes had to bear the
costs themselves, which had an impact on family finances,
especially in families with fewer resources.

When I needed help, I had to pay for it. (C1).

Education about the caregiver role

Education about dementia and caring skills

All caregivers agreed that the information they initially
received was very limited. Interestingly, they pointed
out that the information received from primary care
and social service professionals was better than that
provided by medical specialists. Specifically, caregivers
believed that specialists did not provide them with either
a definitive diagnosis when the dementia symptoms
first appeared, or a prognosis of how the disease would
evolve. Consequently, they felt at a loss when it came to
dealing with aspects of the management and care of the
patient. Primary care professionals stated that they were
aware that family caregivers had little information about
dementia-related diseases.

I think the information is given years late, instead it
should be provided from the very beginning... you
must follow your intuition, since they [health profes-
sionals] don’t teach you how to treat them [patients].
(C5)

Time management and self-care

A major complaint of caregivers was that they did not
receive information from health professionals about how
to take care of themselves, or how to develop activities
that help them avoid the problems they faced and to
interact with others and do other activities.

They [professionals] don’t explain much about how
to take care of ourselves, well sometimes my nurse in-
sists that I must leave free time for myself. (C10)

Accordingly, professionals recognised that when a
burden was identified they should be able to respond to it
and provide counselling or advice.

We, as professionals, [...] should try to boost their
[the caregivers] self-esteem and encourage them to
have time for themselves. (P6)

Caregiver needs

Information and training

Almost all caregivers stated that they had a great need
for information about the new situation they were facing
when their family member received their dementia diag-
nosis. They believed that it would be very useful for them
to be provided with guidelines as early as possible, in
particular regarding how to act, how to treat the patient,

Curto Romeu C, et al. BMJ Open 2024;14:091599. doi:10.1136/bmjopen-2024-091599
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what to expect about the development of the disease and
how to react to potential behaviours of the patient.

No one explained to me... this or that can happen to
you, you have to do this when it happens or try that...
(C5)

Patient follow-up and social assistance

It was abundantly clear that the lack of follow-up glob-
ally outraged many caregivers, who described how, after
the first visit, professionals usually did nothing more than
prescribe a treatment and make a follow-up appointment
for 1 year later, and that during the intervening period
they did not receive any additional information or have
any further contact.

They [the professionals] give you the results of the
diagnostic tests and do not schedule you a follow-up
for up to 12 months. (C2)

In a similar vein, caregivers complained about the long
wait they experienced before receiving the social grants.

We had to wait two and a half years to get the depen-
dence grant. (C4).

Psychological support

Caregivers globally claimed that the support they received
must aim to facilitate their caring task and to minimise
the toll this task took on their physical, emotional and
psychological health, and on other aspects of their daily
life. Specifically, they were convinced of the importance
of being able to have recourse to psychological support,
especially in the case of caregivers who found it difficult
to accept their relative’s disease.

I felt really bad because it was very hard to under-
stand the situation. (C9)

Professionals also considered emotional support to be
an essential approach in attending to caregivers’ health.
Specifically, they considered it of the greatest importance
to reinforce caregivers’ self-esteem and psychological
well-being, and to promote their self-care, while offering
them information and training resources to support their
task as a caregiver, helping them to face their situation
positively and to avoid it becoming a burden.

There are caregivers who don’t accept it, they take
it very badly and for these people it is necessary to
access a little psychological support. (P7)

Demands for programmes directed towards caregivers

Social service resources

Caregivers said that the first support they would like to
receive was from their family. However, on many occa-
sions, this support was absent. As a second line of support,
some caregivers referred to daycare centres for the patient
as an important resource that liberated them from care-
giving for a few hours.

She goes to the day center very happy, she does many
things there... and I have a little time for myself. (C5)

In relation to grant access and acquisition, caregivers
were clear about the urgent need to speed up the entire
grant provision procedure.

I no longer say anything, but he is already 80 years
old and when the grant arrives he will be...to me it is
not fair. (C12)

Social workers shared the same opinion as caregivers
about social services’ delay with the process of grant
provision:

In fact, this is a major problem, when we detect that
there is an overload, the response of the social ser-
vices is very slow, very slow. (P7)

Multidisciplinary approach

All professionals agreed that promoting coordination and
communication between professionals and multidisci-
plinary work would be essential. Specifically, they pointed
to regular multidisciplinary meetings to plan approaches
for patients and caregivers by which caregivers’ burdens
could be detected early on, and rapid referral made to
social services.

multidisciplinary work should be the basis of the en-
tire approach since it is a complex disease for the per-
son in charge of taking care of it. (P7)

Support from other caregivers

Many caregivers suggested that it would be helpful to be
able to share doubts, fears and feelings with other care-
givers to relieve the pressure, feel understood and receive
inputs and mutual support.

It would be good for us to share experiences, you can
always get some benefit and have a good time. (C11)

Findings of the thematic analysis: relation to caregiving
duration

This study allowed the identification of various themes
regarding the impact of being a caregiver of patients with
dementia on caregivers’ lives, their actual knowledge
about dementia disease and caring skills, and their main
needs and demands. To further explore the relation of
these meaningful aspects of caregivers’ lives and tasks
with the years committed to caregiving their relatives, a
post hoc analysis was performed according to the care-
giving duration categories registered (<1 year, 1-5 years,
6-10 years). In the first term, there were no significant
differences regarding the main feelings described and
the knowledge and training received about dementia
disease and caring skills among all participant caregivers.
However, it was noteworthy that caregivers which had
already dedicated more years of their life to caregiving
(6-10 years) saliently mentioned isolation as a hard
repercussion of caregiving on their lives. Furthermore,
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COMPONENTS OF THE SCHOOL OF CARING PROGRAM
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* About caring skills * Cope with different feelings e Community resources
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Information about dementia

Burden identification
Community and social
resources

9 SESSIONS (Weekly - 90 min)

Relaxation workshop

Postural hygiene workshop
Caregiving tasks

Laughter therapy
Community-based ludic activity

Figure 2 Tailored intervention design. Above: three main components of the support programme directed at caregivers
of persons with dementia based on the thematic analysis of caregivers’ and professionals’ focus groups. Below: support

programme sessions.

this group of caregivers stood out for requesting more
psychological support and social grants when asked for
their demands in comparison to the rest of caregivers.
Contrary, mutual and group support was more valued
and demanded by the intermediate-experienced group
of caregivers (1-5 years).

Tailored intervention design: School of Caring programme
Based on the findings of the thematic analysis, we were
able to identify the elements that need to be incorpo-
rated in a multicomponent intervention. Basically, three
main components were formulated: (1) education and
training, (2) professional psychological support and
(8) social and community resources. The first block will
address caregivers’ theoretical and practical knowledge
of dementias and their role as caregivers to this type of
patient. The second block will deal with identifying care-
givers’ burdens and helping them cope with the spectrum
of feelings arising at different stages of their relative’s
disease. The third block will facilitate caregivers’ access
to social grants and community resources, and promote
sharing of experiences and interaction among caregivers
(figure 2, above).

These components will be integrated in a programme
with a group-based setting that is directed towards family
caregivers. To this end, we propose a professionally led,
multidisciplinary-based (neurologist, general practi-
tioner, nurse, social worker, psychologist and physiother-
apist) programme comprising nine sessions of 90min
each. Sessions will be held weekly for 9 consecutive weeks
in a community space, and not in any health or therapy-
related venue (figure 2, below). The effectiveness of the

intervention will be evaluated in the second phase of the
School of Caring Project.20

DISCUSSION

In this study, we provide valuable information about key
components that a support programme for dementia
carers needs to incorporate, based on the experiences of
caregivers and professional care providers. By conducting
FGs, we aimed to find out the impact of being a care-
giver for the family members with dementia and the
main needs of this population. Adopting an experience-
based, codesign approach, we were then able to model
an intervention directed towards caregivers that is driven
by primary care and supported by social and community
agents. The effectiveness of the intervention will be tested
through a stepped wedged clustered single-arm with
preintervention and postintervention repeated measures
clinical trial.

In the first place, caregivers’ description of the impact
of their role as carers of relatives with dementia was
of major importance. Although the carers mentioned
some physical repercussions, like tiredness and sleep
disorders, and complained mildly about the nega-
tive financial impact, caregivers were most intensely
concerned about the psychological and emotional
consequences. Essentially, they drew attention to the
aspects of responsibility, uncertainty, sadness, anger
and loneliness. There was also a strong and commonly
held feeling about the stress and anxiety arising from
their full-time commitment to a dependent person
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on a daily basis. These feelings are consistent with
previously reported psychological effects associated
with caregivers’ burdens.” ** Our analysis allowed us
to attribute many of these feelings to a lack of infor-
mation and training about the behaviour and evolu-
tion of dementias, and about caring skills and self-care
abilities. These shortcomings usually arose from the
very limited and insufficient follow-up. Fortunately,
this deficit of information and training as part of care-
giver support may be easily and affordably made good.
Providing information to the caregiver, ensuring that
they understand the patient’s diagnosis and instigating
psychoeducational interventions have been proved to
be highly effective in reducing caregiver burden.* **
The assessment of caregivers’ needs revealed findings
similar to those of previous studies with regard to
self-efficacy training, psychological support and the
sharing of experiences.” ™ Another study illustrated
the importance of considering the different needs of
caregivers and the contextual conditions in relation
to their life satisfaction when designing strategies for
individuals with dementia and their carers.”

The use of qualitative research methodology has
been fundamental to codesigning a multicomponent
intervention from a patient-centred perspective that
can guarantee better adherence and impact. In addi-
tion, the participation of care provision professionals
and community stakeholders is of great importance for
ensuring the acceptance of programmes and making
it feasible to implement them. Multicomponent inter-
ventions are relatively inexpensive to deliver, accept-
able and widely applicable.” Further, cost analysis
suggests that effective support initiatives to ease the
burden of informal caregivers may be cost-effective."’
In the context of our study, caregivers’ needs were not
addressed even though the main local stakeholders
could easily have afforded to meet their demands. As
shown by cross-sectional data from the 2015 National
Study of Caregiving, social services and support
resources for caregivers are not adopted equitably.41

Study limitations

Limitations of this study include generalisability
of findings. The study was solely conducted at one
community and primary care service; thus, it cannot
be concluded that the range of experiences is exhaus-
tive when considering other community and primary
care settings. Additionally, the distinctions and motives
between caregivers who reject to engage in research
and those who decide to participate in the study
should be taken into consideration. In this line, the
gender disparity among the professional participants
which shows a notable predominance of women is
remarkable. While there is a considerable higher pres-
ence of professional women in primary care services,
efforts should be made to obtain the male perspective
in qualitative studies.

CONCLUSION

This study allowed the design of a multicomponent
support intervention for family caregivers of persons
with dementia that aimed to reduce the carers’ burden
and improve their quality of life in accordance with their
actual needs and available local resources. We urge that
patient and public engagement should be incorporated
as elements in future studies of the management of
dementia.
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