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1 | INTRODUCTION

Europe as a geographic region has the oldest population worldwide
(United Nations, 2022), and it is estimated that the number of
individuals aged 65 years and older will increase from 19% in 2016
to 29% in 2070 (European Commission & Directorate-General for
Economic and Financial Affairs, 2018). Although increased longevity
is a positive social achievement, it raises challenges due to the
associated increase in chronic diseases, such as dementia and
multimorbidity, in old age (Chrodis Plus, 2020; Deuschl et al., 2020).
By 2050, the number of people with dementia (PwD) in Europe will
have doubled to almost 19 million (Alzheimer Europe, 2019), placing
increasing pressure on care and support services (Alzheimer
Europe, 2020).

Dementia, among which Alzheimer's disease is the most com-
mon, affects memory, learning capacity, orientation, behaviour and
activities of daily living, with all these deteriorating over time in
accordance with disease progression (World Health Organization,
WHO, & Alzheimer's Disease International, 2012). PwD require com-
prehensive support, depending on the stage of the disease. The
majority of older PwD are cared for at home, supported by family
caregivers (Pinquart & Soérensen, 2011; Seidel & Thyrian, 2019).

Summary statement

Implications of the study

Conclusions: This review provides insight into healthcare interventions for older
PwD and family caregivers in Europe. More studies are needed that focus on the fam-

ily as a unit of care in dementia.

dementia care, Europe, family care, family caregivers, family nursing, older people

What is already known about this topic?

e In Europe, the population is ageing, and the number of People with Dementia
(PwD) who require long-term care and family support is increasing.

e A diagnosis of dementia is a ‘family affair’, as dementia is associated with physical,
emotional and social costs for both PwD and their family caregivers, with impacts
on family dynamics and functioning, even more so, when the PwD are older.

What this paper adds?

e This scoping review provides insight into the types of healthcare interventions tar-
geting older PwD and family caregivers in Europe.

e [t reveals that most studies (n = 19; 90%) consider the family of PwD as the ‘con-
text of care’ and not as a recipient of care. As a result, the focus of interventions
is on the well-being and health of the PwD first and the family second, being seen

as a resource for the care of the PwD.

o The family plays a central role in long-term care of older PwD.
¢ A holistic approach to dementia care is needed that focuses on the health of fam-

ily caregivers of PwD, in addition to the health of PwD.

Family caregivers of PwD have to assume new roles and responsibili-
ties (adaptability, organization and communication). As a result, the
functioning of the family unit (i.e., communication, problem-solving,
interactions and relationships between family members) is often dis-
rupted (Brodaty et al, 2014; Cheng, 2017; Lindeza et al., 2020;
Wright & Leahey, 2013). Therefore, dementia has implications for all
members of the family. In addition to these changes, family care-
givers are faced with trying to maintain the autonomy and dignity of
the person with dementia while negotiating a care system of which
they may have no knowledge (McCormack & McCance, 2006; Nolan
et al., 2006).

For many family caregivers, caregiver burden has a significant
impact on their quality of life (Lorito et al, 2021). This burden
affects caregivers' physical, mental, social and financial well-being
(Brennan et al., 2017; Cole et al., 2014). The care-related burden can
be acute, cumulative and associated with the level of care depen-
dency of the person living with dementia (O'Dwyer et al., 2017).
Therefore, professional support must be individualized and address
the needs of both PwD and their family caregivers (Lindeza
et al., 2020).

This review is based on the assumptions of the Calgary Family

Assessment Model (CFAM) and Calgary Family Intervention Model
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(CFIM), a family-focused framework that emphasizes a systemic
approach to family relations and strength-oriented ways to promote
family health (Wright & Leahey, 2013). Based on these models, the
family is seen as an interactional unit/system in which the focus of
assessment and intervention is on the family structure, family relation-
ships and family functioning (Wright & Leahey, 2013). In this review,
the focus is also on the family as a system, including both the PwD
and their families as a unit of care, as a ‘client” who needs support to
maintain family functioning and to promote family health and well-
being.

The CFAM and CFIM have been widely used in family-focused
care and in particular Family Systems Nursing (FSN), where they
have been applied in families where a family member has been
diagnosed with a chronic condition (Mileski et al., 2022; Ostlund &
Persson, 2014). The FSN model has been found to be useful
in various healthcare settings, including dementia care, for patients,
family caregivers and healthcare professionals (@stergaard
et al, 2021; Tasseron-Dries et al., 2021). Where FSN has been
applied, nurses have reported having a closer and more authentic
relationship with patients and their families (Voltelen et al., 2016).
Families, on the other hand, have experienced an increased sense of
family connectedness and reduced caregiver burden (Broekema
et al,, 2021).

The literature on healthcare interventions for older PwD and fam-
ily caregivers is scarce (do Nascimento & Figueiredo, 2021). A litera-
ture search revealed no reviews of the types of healthcare
interventions for older PwD and their family caregivers. Therefore,
synthesizing the published evidence on family healthcare interven-
tions in dementia would be of importance to clinical practitioners and
policymakers. By healthcare interventions, we mean clinical interven-
tions in which nurses, doctors, psychologists and social workers
assess, diagnose and intervene with older PwD and their family care-
givers (Mendes et al., 2015).

In this scoping review study, we focused on the geographic
territory of Europe because the prevalence of dementia in this
region is one of the highest in the world (Alzheimer Europe, 2019,
2020).

2 | METHODS
21 | Aim
This review aimed to examine the extent, range and variety of

research in Europe describing healthcare interventions for older PwD

and their family caregivers.

2.2 | Review question

What is the state of the evidence related to healthcare interventions

to support PwD and their family caregivers in Europe?
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2.3 | Design
A scoping review was conducted to determine the size and scope of
the relevant literature. This type of review was considered most
appropriate, as scoping reviews are recommended when a body of lit-
erature has not been broadly reviewed or a body of literature is sus-
pected to be heterogeneous in terms of the methodologies applied
(Tricco et al., 2018). The findings of a scoping review are summarized
and synthesized regarding the extent, range and nature of the litera-
ture to inform research, practice and policy by mapping concepts,
types of evidence and gaps in a defined field (Munn et al., 2018;
Pollock et al., 2021). The PRISMA Scoping Reviews (PRISMA-ScR)
checklist was used to facilitate complete and transparent reporting
(Tricco et al., 2018).

This review was conducted by European researchers from the
FAMily health in Europe-Research in Nursing group (FAME-RN)
(Garcia-Vivar et al., 2019).

24 | Search methods
First, to identify relevant publications, a librarian developed a search
strategy for MEDLINE, CINAHL and Cochrane library databases
(Table 1). The Population, Concept and Context (PCC) approach of
Peters et al. (2020) for scoping reviews was applied in the search.
Four researchers (CGV, HK, ES, LI) performed the screening,
selection and assessment of the publications. Zotero's web-based
software platform was used to screen and select the articles for this
review. The articles identified in the search of the three databases
were divided between the four researchers. The researchers split into
pairs and independently reviewed the assigned articles and decided
whether the articles should be included, excluded or needed further
discussion. The disputed articles were read by all four researchers and
after discussion in online meetings, a final decision as to the inclusion
or exclusion of the articles was reached by group consensus. Finally, a

senior researcher extracted the main data of the included articles.

2.5 | Inclusion criteria

The inclusion criteria for the article are presented in Table 2. Articles
were included if they were published between January 2010 and
December 2020 in English. No limitation was placed on the study

design.

2.6 | Data extraction and synthesis

A data charting form was developed in a matrix format. The form
included the country of origin of the study; publication year; study
design; number of participants; aims of the study, interventions and

comparative interventions if any; and outcomes for the PwD and
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TABLE 1

Medline

. Family nursing/

. Professional-family relations/

. exp Social support/

. exp Counseling/

. Health education/

. Delivery of health care/

. Practice patterns, Physicians'/

. Practice patterns, Nurses'/

. exp Nursing care/

10. exp Nurses/

11. Nursing/

12. exp Nursing process/

13. Community health services/

14. exp Community health nursing/

15. Community mental health services/

16. Home care services/

17. Home health nursing/

18. Home care services, hospital-based/

19. Home nursing/

20. Primary health care/

21. Health services for the aged/

22. Family practice/

23. Exp physicians/

24. Exp telemedicine/

25. Occupational therapists/

26. Cardiac rehabilitation/

27. Occupational therapy/

28. exp Rehabilitation/

29. exp Social work/

30. Social workers/

31. exp Psychotherapy/

32. ((adult child* or carer* or caregiv* or
daughter* or families or family or husband*
or next of kin or relatives or son or sons or
spouse™ or wife or wives) adj5 (clinical
practice* or community health or counsel*
or educat* or general practice* or geriatric*
or health care or healthcare or health
practice* or health visit* or home care or
intervention* or medicine or medical
practice* or nursing or nurse* or physician*
or primary care or professional practice* or
program* or psychol* or psychotherap* or
rehabilitation or social care or social
practice* or social work* or support* or
telenursing or telemedicine or therap*)).
ti,ab,kf.

33. ((family or families) adj2 (center* or focus
or health* or practice*)).ti,ab,kf.

34.0r/1-33

35. Caregivers/

36. Family/

37. Adult children/

38. Spouses/

39. (adult child* or carer* or caregiver* or
daughter* or husband* or family or families
or next of kin or relatives or son or sons or
spous™* or wife or wives).ti,ab,kf.

40. or/35-39

41. exp Aged/

NO 00NN WN

*

Search protocol, keywords and search strategy.

Cinahl

S1 (MH ‘Family Nursing’)

S2 (MH ‘Professional-Family Relations’)

S3 (MH ‘Counseling+’)

S4 (MH ‘Health Education’)

S5 (MH ‘Health Care Delivery’)

S6 (MH ‘Nursing Care+)

S7 (MH ‘Nurses+)

S8 (MH ‘Community Health Services’)

S9 (MH ‘Community Health Nursing+’)

510 (MH ‘Community Mental Health Services
+)

S11 (MH ‘Home Health Care+’)

512 (MH ‘Nursing Practice+’)

S13 (MH ‘Medical Practice’)

S14 (MH ‘Occupational Therapy Practice’)

S15 (MH ‘Practice Patterns’)

S16 (MH ‘Primary Health Care’)

S17 (MH ‘Family Practice’)

518 (MH ‘Physicians+’)

519 (MH ‘Telehealth+)

S20 (MH ‘Occupational Therapists’)

$21 (MH ‘Rehabilitation+’)

522 (MH “Social Work Practice’)

523 (MH ‘Social Workers’)

$24 (MH ‘Psychotherapy+’)

$25 (MH ‘Psychologists’)

526 (MH ‘Psychotherapists+’)

S27 Tl (((‘adult child* or carer* or caregiv* or
daughter* or families or family or husband* or
‘next of kin’ or relatives or son or sons or
spouse™ or wife or wives) N5 (‘clinical
practice®” or ‘community health’ or counsel*
or educat* or ‘general practice®” or geriatric*
or ‘health care’ or healthcare or ‘health
practice* or ‘health visit*” or ‘home care’ or
intervention* or medicine or ‘medical
practice® or nursing or nurse* or physician*
or ‘primary care’ or ‘professional practice*” or
program* or psychol* or psychotherap* or
rehabilitation or ‘social care’ or ‘social
practice*” or ‘social work*” or support* or
telenursing or telemedicine or therap*))) OR
AB (((‘adult child*’ or carer* or caregiv* or
daughter* or families or family or husband* or
‘next of kin’ or relatives or son or sons or
spouse* or wife or wives) N5 (‘clinical
practice*®” or ‘community health’ or counsel*
or educat® or ‘general practice*” or geriatric*
or ‘health care’ or healthcare or ‘health
practice*” or ‘health visit*” or ‘home care’ or
intervention* or medicine or ‘medical
practice*” or nursing or nurse* or physician*
or ‘primary care’ or ‘professional practice*” or
program* or psychol* or psychotherap* or
rehabilitation or ‘social care’ or ‘social
practice*” or ‘social work*” or support* or
telenursing or telemedicine or therap*)))

S28 Tl (((family or families) N2 (center* or focus*
or health* or practice*))) OR AB (((family or
families) N2 (center* or focus* or health* or
practice™®)))

Cochrane library

#1 (((‘adult child* or ‘carer* or ‘caregiv*’ or
‘daughter® or ‘families’ or ‘family’ or
‘husband*” or ‘next of kin’ or ‘relatives’ or
‘son’ or ‘sons’ or ‘spouse®’ or ‘wife’ or
‘wives’) NEAR/5 (‘clinical practice®” or
‘community health’ or ‘counsel*” or ‘educat™
or ‘general practice™ or ‘geriatric*’ or ‘health
care’ or ‘healthcare’ or ‘health practice® or
‘health visit*” or ‘home care’ or
‘intervention® or ‘medicine’ or ‘medical
practice*” or ‘nursing’ or ‘nurse®’ or
‘physician*’ or ‘primary care’ or ‘professional
practice® or ‘program*’ or ‘psychol*’ or
‘psychotherap™ or ‘rehabilitation’ or ‘social
care’ or ‘social practice® or ‘social work™ or
‘support™ or ‘telenursing’ or ‘telemedicine’
or ‘therap*’))):ti,ab,kw OR (((‘family’ or
‘families’) NEAR/2 (‘center®’ or ‘focus™ or
‘health®” or ‘practice*))):ti,ab,kw

#2 (‘adult child* or ‘carer*’ or ‘caregiver®’ or
‘daughter® or ‘husband*’ or ‘family’ or
‘families’ or ‘next of kin’ or ‘relatives’ or
‘son’ or ‘sons’ or ‘spous™®’ or ‘wife’ or
‘wives’):ti,ab,kw

#3 (‘aged’ or ‘aging’ or ‘centenarians’ or
‘elder* or ‘nonagenarians’ or ‘octogenarians’
or ‘old’ or ‘older’ or ‘senior*’):ti,ab,kw

#4 (alzheimer* or amentia* or dementia* or
demented):ti,ab,kw

#5 (Europe or Andorra or Austria or Balkan or
Belgium or France or Germany or Gibraltar or
‘Great Britain’ or England or Scotland or
Wales or Greece or Ireland or Italy or
Liechtenstein or Luxembourg or Monaco or
Netherlands or ‘Nordic countr* or Portugal
or Denmark or Finland or Iceland or Norway
or ‘San Marino’ or Scandinavia* or Sweden or
Spain or Switzerland or ‘United Kingdom’ or
Albania or Baltic or Estonia or Latvia or
Lithuania or Bosnia or Herzegovina or
Bulgaria or Croatia or Czech or Hungary or
Kosovo or Macedonia or Moldova or
Montenegro or Poland or Belarus or Romania
or Russia or Serbia or Slovakia or Slovenia or
Ukraine) OR AB (Europe or Andorra or
Austria or Balkan or Belgium or France or
Germany or Gibraltar or ‘Great Britain’ or
England or Scotland or Wales or Greece or
Ireland or Italy or Liechtenstein or
Luxembourg or Monaco or Netherlands or
‘Nordic countr®” or Portugal or Denmark or
Finland or Iceland or Norway or ‘San Marino’
or Scandinavia* or Sweden or Spain or
Switzerland or ‘United Kingdom’ or Albania
or Baltic or Estonia or Latvia or Lithuania or
Bosnia or Herzegovina or Bulgaria or Croatia
or Czech or Hungary or Kosovo or
Macedonia or Moldova or Montenegro or
Poland or Belarus or Romania or Russia or
Serbia or Slovakia or Slovenia or Ukraine):
ti,ab,kw
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TABLE 1 (Continued)

Medline

42. (aged or aging or centenarians or elder* or
nonagenarians or octogenarians or old or
older or senior*).ti,ab,kf.

43.0r/41-42

44, exp Dementia

45, (alzheimer* or amentia® or dementia* or
demented).ti,ab,kf.

46. or/44-45

47. exp Europe/

48. (Europe or Andorra or Austria or Balkan or
Belgium or France or Germany or Gibraltar
or Great Britain or England or Scotland or
Wales or Greece or Ireland or Italy or
Liechtenstein or Luxembourg or Monaco or
Netherlands or Nordic countr* or Portugal
or Denmark or Finland or Iceland or
Norway or San Marino or Scandinavia* or
Sweden or Spain or Switzerland or United
Kingdom or Albania or Baltic or Estonia or
Latvia or Lithuania or Bosnia or
Herzegovina or Bulgaria or Croatia or Czech
or Hungary or Kosovo or Macedonia or
Moldova or Montenegro or Poland or
Belarus or Romania or Russia or Serbia or
Slovakia or Slovenia or Ukraine).ti,ab,kf.

49. or/47-48

50. 34 and 40 and 43 and 46 and 49

51. Limit 50 to (Danish or English or French or
Norwegian or Spanish or SWEDISH)

52. Limit 51 to yr = ‘2008-current’

ONTERNATIONAL JOURNAL _W l L E Yﬂ

of NURSING PRACTICE

Cinahl

529 S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR
S7 OR S8 OR S9 OR S10 OR S11 OR S12 OR
S13 ORS14 ORS150R S16 ORS17 OR S18
OR S19 OR S20 OR S21 OR S22 OR 523 OR
S$24 OR S25 OR S26 OR S27 OR S28

S30 (MH ‘Caregivers’) OR MH (‘Caregiver
Burden’)

S31 (MH ‘Family’)

$32 (MH ‘Adult Children’)

S33 (MH ‘Spouses’)

S34 (MH ‘Daughters’)

S35 (MH ‘Sons’)

S36 Tl (‘adult child*’ or carer* or caregiver* or
daughter* or husband* or family or families or
‘next of kin’ or relatives or son or sons or
spous* or wife or wives) OR AB (‘adult child*
or carer* or caregiver* or daughter® or
husband* or family or families or ‘next of kin’
or relatives or son or sons or spous* or wife
or wives)

537 S30 OR S31 OR S32 OR S33 OR S34 OR
S35 OR S36

S38 (MH ‘Aged+’)

S39 Tl (aged or aging or centenarians or elder*
or nonagenarians or octogenarians or old or
older or senior*) OR AB (aged or aging or
centenarians or elder* or nonagenarians or
octogenarians or old or older or senior*)

5S40 S38 OR S39

S41 (MH ‘Dementia+’)

S42 Tl (alzheimer* or amentia* or dementia* or
demented) OR AB (alzheimer* or amentia* or
dementia* or demented)

S43 S41 OR S42

S44 (MH ‘Europe+’)

S45 Tl (Europe or Andorra or Austria or Balkan
or Belgium or France or Germany or Gibraltar
or ‘Great Britain’ or England or Scotland or
Wales or Greece or Ireland or Italy or
Liechtenstein or Luxembourg or Monaco or
Netherlands or ‘Nordic countr*” or Portugal
or Denmark or Finland or Iceland or Norway
or ‘San Marino’ or Scandinavia* or Sweden or
Spain or Switzerland or ‘United Kingdom’ or
Albania or Baltic or Estonia or Latvia or
Lithuania or Bosnia or Herzegovina or
Bulgaria or Croatia or Czech or Hungary or
Kosovo or Macedonia or Moldova or
Montenegro or Poland or Belarus or Romania
or Russia or Serbia or Slovakia or Slovenia or
Ukraine) OR AB (Europe or Andorra or Austria
or Balkan or Belgium or France or Germany or
Gibraltar or ‘Great Britain’ or England or
Scotland or Wales or Greece or Ireland or
Italy or Liechtenstein or Luxembourg or
Monaco or Netherlands or ‘Nordic countr*’ or
Portugal or Denmark or Finland or Iceland or
Norway or ‘San Marino’ or Scandinavia* or
Sweden or Spain or Switzerland or ‘United
Kingdom’ or Albania or Baltic or Estonia or
Latvia or Lithuania or Bosnia or Herzegovina

Cochrane library
#6 #1 AND #2 AND #3 AND #4 AND #5

(Continues)
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TABLE 1 (Continued)
Medline Cinahl Cochrane library
or Bulgaria or Croatia or Czech or Hungary or
Kosovo or Macedonia or Moldova or
Montenegro or Poland or Belarus or Romania
or Russia or Serbia or Slovakia or Slovenia or
Ukraine)
S46 S44 OR S45
S47 S29 AND S37 AND S40 AND S43 AND
S46
S48 Limiters—Published Date:
20080101-20181231 Narrow by Language:
Danish or English or French or Norwegian or
Spanish or Swedish
TABLE 2 Inclusion and exclusion criteria.

Papers were included if Papers were excluded if

1. The study was conducted in 1. Focused on family members'

Europe. without reporting an actual
2. Patients were diagnosed intervention of professionals.
with dementia. 2. Study protocols and
3. Patients mean age was conference abstracts.
65 years or over. 3. Review articles and articles

4. Clinical and/or education without abstract or retrievable
activities were described in text.
any setting (hospital,
community, home, etc.) and
aimed on physical,
psychological, social and
environmental domain.

5. Had to include a healthcare
intervention delivered by
healthcare professionals to
patients and/or their family
caregivers.

family caregivers. Content analysis was used to analyse the data

(Colquhoun et al., 2014), and themes were developed.

3 | RESULTS

3.1 | Search outcome

The initial search yielded 1216 articles. After deleting duplicates,
1159 articles were included for screening. Of these, 815 articles were
removed because they did not refer to family caregivers, next of kin
or spouses; no intervention was described; the language was other
than English; or the study did not take place in Europe. The remaining
344 studies were reviewed based on their titles and abstracts and, if
necessary, the full text, to determine whether they satisfied the inclu-
sion criteria. Of these 344 studies, 240 did not fulfil the inclusion cri-
teria and were excluded. The remaining 104 studies were assessed,
and 83 studies were excluded due to a lack of description of individual
or family-focused interventions. Finally, 21 studies were included in

the scoping review (Figure 1 and Table 3).

3.2 | Characteristics of the studies

Sixteen studies used a randomized controlled trial design, of which
five studies were pilot studies. One study was quasi-experimental,
another was a cohort study, two were mixed-methods and one had
adopted a qualitative approach (Table 3).

In total, 4032 patients and 4053 family caregivers participated
in the 21 studies, which were conducted in seven European
countries: Finland (n = 1), France (n=1), Germany (n=1), the
Netherlands (n = 5), Spain (n = 1), and the United Kingdom (n = 11).
One (n = 1) study was multi-sited and conducted in Greece, Spain and
the United Kingdom simultaneously (Torkamani et al., 2014)
(Figure 2).

In terms of the study populations, the numbers of participants
varied from 10-946 PwD and caregiver dyads. In 18 studies, the
mean age of the PwD and their caregivers was 78.3 and 65.4 years,
respectively. Most of the studies characterized the supporting person
as a ‘caregiver’, ‘informal caregiver’ or ‘family caregiver’. The second
most commonly used term was ‘carer’ or ‘family carer’, with the
terms ‘family members’, ‘spouses’ or ‘relatives’ seldom used.

Ten studies reported the patients' stage of dementia, with the
stage ranging from early to moderate and severe. All but two studies
(Camic et al., 2016; Woods et al., 2012) used the Mini-Mental State
Examination score to assess the level of dementia. Camic et al. (2016)
used Addenbrooke's Cognitive Examination-Revised to assess the
level of dementia, and Woods et al. (2012) used the Clinical Dementia

Rating Scale.

3.3 | Characteristics of the healthcare
interventions for older PwD and their caregivers

Healthcare interventions for PwD and their caregivers are difficult to
classify due to the diversity of interventions, target populations,
modes of intervention delivery and levels of intervention delivery. In
this review, we focused on the intervention level, with three catego-
ries of interventions: (1) family unit intervention (interventions for
both PwD and their family caregiver), (2) individual intervention (sepa-

rate interventions for PwD or family caregivers) and (3) family
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caregiver only intervention (interventions for family caregivers only
but with outcomes for both PwD and family caregivers). In each of
the three categories, the mode of delivery, the professionals involved,
the type of intervention and the outcome measures assessed in the
interventions are presented.

3.3.1 | Family unit intervention: Interventions for
both PwD and their family caregiver

Eleven (52.3%) of the 21 studies included in this review described a
family unit intervention for PwD and their family caregivers. Six stud-
ies (Clare et al, 2019; MacNeil Vroomen et al.,, 2015; Murphy &
Oliver, 2013; Prick et al., 2015; Salva et al., 2011; Tyack et al., 2017)
focused on interventions targeting both parties in the PwD dyad, and
five studies (Barrado-Martin et al., 2019; Camic et al., 2016; Hamill

et al., 2012; Laakkonen et al., 2016; Woods et al., 2012) focused on

interventions targeting several PwD dyads.

Types of interventions and measured outcomes within the dyad
The interventions within a dyad were performed by occupational
therapists, nurses (Clare et al, 2019), case managers (MacNeil
Vroomen et al., 2015), nursing and medical staff (Salva et al., 2011)
and psychology students (Prick et al., 2015). Two studies did not spec-
ify the type of professional (Murphy & Oliver, 2013; Tyack
et al., 2017). Three studies reported the lengths of the interventions,
which lasted between 20 and 60 min (Clare et al., 2019; Prick
et al.,, 2015; Tyack et al., 2017).

There was a diversity of approaches in the interventions within
the dyad. Two studies involved a relationship-focused intervention,
targeting the communication among PwD and their caregivers to

improve the involvement of PwD in decisions relating to daily
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GARCIA-VIVAR ET AL.

FIGURE 2  Characteristics of studies 2011

(n = 21): years of publication and number (n=2]

of studies by countries.

2010
(n=1)

Finland

1

Greece, UK & Spain
1

activities of living (Murphy & Oliver, 2013) or to generate discussions
between PwD and their caregivers (Tyack et al., 2017). Four of the six
studies adopted a psycho-educational approach to the dyad. Clare
et al. (2019) focused on cognitive rehabilitation, MacNeil Vroomen
et al. (2015) focused on the provision of advice and information about
health and available social services, Prick et al. (2015) focused on skills
training and planning of pleasant activities and Salva et al. (2011)
focused on lifestyle changes.

The measured outcomes of these six studies targeting dyad inter-
ventions were heterogenous and included caregiver burden or stress
(Clare et al., 2019; MacNeil Vroomen et al., 2015; Prick et al., 2015;
Salva et al., 2011), quality of life of the caregivers and/or PwD (Clare
et al., 2019; MacNeil Vroomen et al., 2015; Tyack et al., 2017), care-
givers' mood (MacNeil Vroomen et al., 2015; Prick et al., 2015) and
mood and depression among PwD (Clare et al, 2019; Salva
et al,, 2011). Other measured outcomes were behaviours and neuro-
psychiatric symptoms of PwD (MacNeil Vroomen et al., 2015; Prick
et al,, 2015; Salva et al., 2011) and the performance of activities of
daily living and instrumental activities of daily living (MacNeil
Vroomen et al., 2015; Salva et al., 2011).

Oy Wit ey

2013 2015 2017 2019
(n=3) (n=3) (n=1) (n=1)
2012 2014 2016
(n=3) (n=3) (n=4)
Spain
1
France Netherlands

1 5

s with dementia

UK
11

Types of interventions and measured outcomes within several dyads
In the five studies that described joint PwD-caregiver interventions in
groups of several dyads, the interventions were offered by Tai-Chi
instructors (Barrado-Martin et al., 2019), art educators (Camic
et al., 2016), nurses and psychologists (Hamill et al., 2012) or a combi-
nation of nurses, occupational therapists and physiotherapists
(Laakkonen et al., 2016). In one study, no information was given about
the specific type of healthcare professional providing the intervention
(Woods et al., 2012). Two studies reported the lengths of the inter-
ventions, which lasted between 45 and 240 min (Hamill et al., 2012;
Laakkonen et al., 2016).

There was a diversity of approaches in the interventions in sev-
eral of the dyads. The relationship-focused interventions aimed to
support the intervention of PwD and their caregivers to live a mean-
ingful life. These interventions included Tai-Chi classes (Barrado-
Martin et al, 2019) and shared art viewing and discussing by the
dyads, as well as art-making (Camic et al., 2016), circle dancing for
people with decreased motor capabilities (Hamill et al., 2012) and
problem solving training aimed at empowering spouses of PwD

(Laakkonen et al., 2016). One intervention included several activities,
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including art, cooking, a physical reenactment of memories, singing
and oral reminiscence (Woods et al., 2012).

The measured outcomes of the five studies that focused on group
interventions to several dyads were heterogenous and included the
following: caregivers' quality of life (Hamill et al., 2012) and the quality
of life of both the PwD and their caregivers (Laakkonen et al., 2016;
Woods et al., 2012), a sense of competence and mastery of everyday
life (Laakkonen et al., 2016; Spijker et al., 2013) and the PwD-
caregiver relationship (Camic et al., 2016; Woods et al., 2012). In two
studies, the outcome measures were the cost-effectiveness of the
interventions (Laakkonen et al., 2016; Woods et al., 2012).

3.3.2 | Individual intervention: Separate
intervention for PwD and their family caregivers

Five studies described separate interventions for PwD and their care-
givers. The professionals who provided these interventions were
nurses (Joling et al., 2013; Quinn et al., 2016), psychologists (Joling
et al., 2013; Subramaniam et al., 2014) and social workers (Joling
et al, 2013). One intervention was offered by volunteer carers
(Charlesworth et al., 2016). The interventions for PwD lasted from
60-90 min, and those for caregivers lasted up to 180 min.

Caregivers were invited to attend workshops on their own
(Charlesworth et al., 2016) or to attend a shared session with PwD at
the start and the end of the intervention (Quinn et al., 2016).
Although the caregivers were invited to participate in sessions on
their own, PwD could attend a session if desired by the caregiver
(Charlesworth et al., 2016; Joling et al., 2013).

The interventions focused on psycho-education (Joling
et al., 2013), psycho-social activities (Charlesworth et al., 2016; Quinn
et al, 2016) or modified cognitive stimulation therapy (Cove
et al., 2014). One study created a life-story book with PwD partici-
pants (Subramaniam et al., 2014). The caregivers in this study pro-
vided the necessary materials (photos, etc.) for the sessions.

The measured outcomes of these interventions targeting PwD
and their caregivers individually included the following: quality of life
of PwD and caregivers (Charlesworth et al., 2016; Joling et al., 2013)
or PwD only (Cove et al., 2014; Quinn et al., 2016; Subramaniam
et al., 2014), depression and anxiety of PwD and caregivers (Joling
et al., 2013; Quinn et al., 2016; Subramaniam et al., 2014) and quality
of the PwD-caregiver relationship (Charlesworth et al., 2016; Cove
et al., 2014; Subramaniam et al., 2014).

3.3.3 | Interventions for the family caregiver only
but with outcomes for both the PwD and their family
caregivers

Three studies described interventions for caregivers only but mea-
sured the effects of these interventions on both the caregivers and
PwD (de Rotrou et al., 2011; Kurz et al., 2010; Torkamani
et al., 2014). Psychologists and social workers (Kurz et al., 2010),

technicians and clinicians (Torkamani et al., 2014) and psychologists,
geriatricians, psychiatrists, social workers, speech therapists and occu-
pational therapists (de Rotrou et al., 2011) composed the interprofes-
sional teams in these interventions. The lengths of the interventions
were reported in two studies and lasted from 90-120 min (de Rotrou
etal, 2011; Kurz et al., 2010).

All three studies included a psycho-educational programme. In
the study by Torkamani et al. (2014), caregivers were given an elec-
tronic device where information about the disease was combined with
social networking, data collection about the health status of the per-
son living with dementia and request for professional contact. The
intervention by Kurz et al. (2010) included the provision of informa-
tion about Alzheimer's disease and support opportunities, and the
intervention by de Rotrou et al. (2011) provided this information, as
well as information about problem-solving techniques, emotion-
centred coping strategies and practical issues.

All three studies measured performance in activities of daily liv-
ing, cognition and behaviour of PwD as an outcome. In addition, Tor-
kamani et al. (2014) measured distress and depression as an
intervention outcome. All three studies also measured depression as
an outcome of caregivers interventions, combined with caregiver
quality of life (de Rotrou et al., 2011), caregiver time spent on care
needs (Kurz et al, 2010) and caregiver burden (Torkamani
et al, 2014).

4 | DISCUSSION

To our knowledge, this is the first scoping review to examine health-
care interventions in Europe for older PwD and their family care-
givers. Our review revealed that there is a lack of focus on
interventions targeting the family as a system or as the unit of care,
including interventions targeting PwD and their family caregivers
together, and a lack of focus on family relations, family functioning
and family healing in routine clinical practice. The stage of dementia
influences family functioning and the burden of caregivers (Kim
et al., 2021). However, the studies included in this review did not use
the same definition of the different stages of dementia and did not
define or describe the impact of the dementia stage on the family unit.
Thus, it was impossible to determine whether the interventions could
be considered helpful for families caring for relatives in certain stages
of dementia.

This review highlights that family caregivers are considered only
in the context of the care provided to the PwD, rather than viewing
the family as a ‘client’ and as a unit of care (Kaakinen et al., 2018).
Although 11 studies in this scoping review included a family interven-
tion with interventions targeting both PwD and their family caregivers
together, only two studies mentioned some kind of family-focused
intervention to improve family functioning and health. The family-
focused intervention by Laakkonen et al. (2016) involved coordinated
services that had been planned in collaboration with the families to
respect autonomy, enhance the empowerment of the spouses and

maintain their customary way of life. The intervention by Spijker et al.
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(2013) focusing on the family involved modifying the homes of PwD,
observing the abilities of PwD to perform daily activities of living and
caregivers' supervision skills.

Our findings are not surprising, as the implementation of family-
focused care, particularly FSN, is slow in all fields of nursing
(Ostlund & Persson, 2014). Obstacles to FSN implementation have
been found relating to feasibility, adoption and fidelity (Pusa
et al., 2021). Besides, caring for PwD and their family caregivers from
a family unit perspective is a complex process that requires profes-
sionals with specific qualifications and an optimal environment that is
committed to a person- and family-focused approach to care
(Duhamel, 2017). Despite these barriers and challenges, implementa-
tion of the FSN model and CFIM offers an important therapeutic
approach in nursing practice, especially after the COVID-19 pandemic,
which demonstrated the importance of family connections (Mileski
et al., 2022).

When both managers and nurses share a commitment to FSN,
participatory collaboration, that is, a shift from an individual approach
to a systemic and relational approach, is feasible (Kldusler-Troxler
et al,, 2019). Using family conversations to explore the family struc-
ture, family roles and family functioning, including interactions and
relationships within the family and adaptability, organization and com-
munication (Wright & Leahey, 2013), are crucial elements for the
effective implementation of FSN (Pusa et al., 2021). The use of family
models to explore the above is also useful (Duhamel, 2017). Both the
CFAM and CFIM have been found to be beneficial, particularly in
dementia care (Tasseron-Dries et al.,, 2021). These models allow a
deep understanding of the family's roles, functioning, illness beliefs
and their strengths and weaknesses in coping with a person living
with dementia (Esandi et al., 2018). However, in this review, none of
the studies utilized a specific family framework/model. To reduce the
lack of emphasis on family-focused care, as evidenced in this review,
we recommend that leaders support healthcare managers to imple-
ment family-focused models of care that incorporate family function
as a central component of interventions. In addition, collaborative
partnerships between healthcare professionals, family caregivers and
personal care workers who care for PwD at home are crucial to bring
together diverse perspectives and integrated care.

We also strongly suggest investing in education and training on
the effective use of family health conversations, as this has been
shown to raise awareness and lead to better family functioning
(Ahlberg et al., 2020). Family health conversations help to support
healthy family functioning and make families feel closer by encourag-
ing the family to talk more openly with each other to improve their
understanding of the illness (Ahlberg et al., 2020; @stergaard
et al., 2021). Moreover, the experiences of implementation of family
nursing in clinical practice do not show a greater dedication of time
although it does require family nursing training (Broekema et al.,
2021; Mileski et al., 2022). There is a lack of studies on the cost-
effectiveness of family-focused care in the long-term care. Thus, stud-
ies are needed to address this research gap.

This scoping review identified two main types of interventions

for families of older PwD: psycho-educational and relationship
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focused. The psycho-educational interventions educated PwD and
family caregivers about the disease process and care requirements
through the provision of skills building and information, leading to
knowledge development (Table 1). The relationship-focused inter-
ventions aimed to enhance shared problem solving, conflict manage-
ment and communication in the patient-caregiver dyad. According
to family nurse researchers (Chesla, 2010; Mahrer Imhof &
Bruylands, 2014), these two types of interventions have minimal
impact on patients and family caregivers. In contrast, in family-
focused dementia care, the focus is on coordinating the work and
recommendations of an interdisciplinary team, including nurses
(Oliva & Wexler, 2017), to address family functioning, which
includes family beliefs and routines, family affectivity, family roles,
family communication and problem-solving, and family cohesiveness
(Wright & Leahey, 2013), all of which are essential elements in
dementia care.

Furthermore, this review revealed the importance of the use
of creative interventional approaches, such as Tai Chi (Barrado-
Martin et al., 2019), dancing (Hamill et al., 2012) or performing art
(Camic et al., 2016) when dementia progression adversely affects
communication within the family. In such interventions, the family
relationship and bond are increased, and the emphasis shifts from
focusing solely on the disease to focusing on living a meaningful
life. Stimulating non-verbal communication between family care-
givers and PwD can be healing for family relations and communica-
tion. Our findings are consistent with those of another study on
art therapy for dementia in which engagement in artistic activities
promoted patients' attention, provided pleasure, improved symp-
toms and enhanced intrafamily communication (Chancellor
et al, 2014). Creative interventions such as those above can be
used to support the implementation of family-focused care in
dementia.

Healthcare providers need to adopt a person-centred approach to
patient care. Organizational commitment to allowing healthcare staff
to engage in ‘good’ practice is pivotal to implementing family-focused
care (McCormack & McCance, 2006). The core goals of person-
centred care are autonomy and dignity. However, achieving these
goals in practice is a challenge, particularly in the case of families of
PwD (Nolan et al., 2006). Supporting PwD and the family as a unit
requires special nursing training (Sunde et al., 2018).

This review focused on studies conducted in Europe. Many of
the studies were conducted in the United Kingdom (52.3%). Three
of the four regions of Europe were represented: Northern Europe
(57.14%, United Kingdom and Finland), Western Europe (33.3%,
France, Germany and the Netherlands) and Southern Europe (9.5%,
Greece and Spain). No studies were conducted in Eastern Europe.
This is not surprising given family health research remains a low pri-
ority in many countries in this region (Santoro et al., 2016).
Research on healthcare interventions for older PwD and family
caregivers is needed in Eastern and Southern Europe. Exploring
dementia care in different socio-cultural contexts is important
because the socio-cultural setting largely influences family dynamics

and functioning.
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4.1 | Strengths and limitations

We consider it a strength that we initially undertook a very broad
search of the literature for this review, as we wanted to include
studies from a broad range of healthcare professions. Moreover,
the methodological steps of a scoping review can be prone to subjec-
tivity. However, in this review, we performed the selection, extraction
and analysis independently and resolved any disagreement by
consensus.

Intrinsic limitations associated with the search strategy of our
study have to be considered. First, we did not include grey literature
and searched only for studies published in English. Restricting the
review by language might have resulted in relevant studies written in
other languages being overlooked. Likewise, it might have increased
the number of included studies if we had searched for literature in
databases related to social sciences. Second, many of the included
studies originated from the United Kingdom, and therefore, the trans-
ferability of our findings to the European region might be limited.

5 | CONCLUSION

This review examined 21 studies from seven European countries. The
majority of the studies (n = 19; 90%) considered the family of PwD as
a ‘care resource’ and not as a ‘recipient of care’. Worldwide, the fam-
ily is seen as a resource for providing care to PwD and not as a ‘client’
who needs support to maintain family functioning and family health.
Thus, the focus of most interventions is on the health of PwD first
and on the family well-being second. Therefore, there is a lack of
family-focused interventions that address the family as a unit of care
in which the emphasis is on assessing family structures, family roles
and communication, and family cohesiveness and functioning when a
family member is diagnosed with dementia.

As individuals live ever longer lives, families will increasingly
become responsible for the care of older PwD. In this setting, there is
a need for interventions targeting both individual and family needs.
Considering the increasing number of people living with dementia
worldwide, and particularly in Europe, and the impact of the disease
on family functioning, healthcare services and professionals need to
shift from a traditionally disease-centred approach to a family-focused

approach, viewing ‘the family as the unit’ of care.
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