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Abstract: In dementia care, access to effective psychosocial interventions is often addressed by
evidence-based guidelines for care providers. However, it is unclear if current guidelines consider
personal characteristics that may impact intervention effectiveness. This study investigates if, and
within what framing, dementia care guidelines in Europe address what is effective and for whom. A
review of 47 guidelines from 12 European countries was conducted. Content analysis focused on: i)
if guidelines recommended specific psychosocial interventions, and how guidelines referred to ii)
social health, iii) intersection of social positioning, and iv) inequities in care or outcomes. Thirty-five
guidelines (74%) recommended specific psychosocial interventions. Around half referenced aspects
of social health and of intersectionality. Thirteen guidelines (28%) referenced inequities. Social health
was not explicitly recognised as a mechanism of psychosocial interventions. Only age and
comorbidity were consistently considered to impact interventions’ effectiveness. Inequities were
acknowledged to arise from within-country regional variations and individual economic status but
not linked to (intersectional) individual societal positions such as sex and/or gender, sexuality, and/or
religion. Results between European countries were heterogeneous. Current guidelines offer little
insight into what works for whom. Policymakers and guideline developers should work with
researchers, generating and translating evidence into policy.

Keywords: intervention; dementia; social health; intersectionality; guideline; diversity; equity

1. Introduction

Dementia is a public health priority in Europe and worldwide (Alzheimer Europe, 2020; World
Health Organisation, 2017). The 2024 update of the Lancet Commission provides hopeful evidence on
dementia prevention (Livingston et al., 2024). Moreover, biomedical research has resulted in
diagnostic approaches that may be precise and timely (e.g., Noel-Storr et al., 2013; Thijssen et al.,
2022). However, there is no cure for dementia. The newest pharmacological agents are not cost-
effective, having only modest effect on underlying disease progression and quality of life, despite, in
some cases, serious side-effects and high costs to health care systems (Jonsson et al., 2023; Nguyen et
al., 2024). Meanwhile, there is evidence that social support can be a protective factor for mortality in
people with dementia (Blotenberg et al., 2024), and a number of specific non-pharmacological,
psychosocial interventions can effectively improve, for instance, everyday functioning, depression
and anxiety, and quality of life of people living with dementia without noticeable side effects (Noone
et al., 2019; McDermott et al., 2019; Sikkes et al., 2021). Improvements in social health - that is,
facilitation of self-management, social participation, and/or the ability to fulfill one’s obligations in
society (Droes et al., 2017; Vernooij-Dassen et al., 2022), may therefore be both an important end in
and of itself, as well as an important mechanism mediating the effectiveness of psychological and
social interventions on practical, mental and social functioning.

Since psychological and social therapies in dementia may result in more meaningful benefits for
the individual than currently available medications (Buckley et al., 2015; Lim et al., 2022), they should
be available and accessible for everyone. An important step for improving access is translating
research into guidelines on managing dementia for health and care providers, such as primary care
and specialist physicians, nurses, allied health professionals and social care professionals (Vasse et
al., 2012; Lech et al., 2021; Vinay et al., 2023). If guidelines provide clear recommendations on which
therapies are effective, this can facilitate professionals in providing evidence-based referrals or
(social) prescriptions (Rosen et al., 2002). However, many guidelines on managing dementia are
written within a biomedical paradigm by authors with primarily biomedical expertise, and in some
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cases guidelines are funded by industry, introducing potential conflicts of interest (Waldemar et al.,
2007; Sorbi et al., 2012; Frederiksen et al., 2020). This raises the question of whether evidence on the
effectiveness of psychological and social interventions, potentially mediated by improvements in
social health, is appropriately identified, interpreted, valued, and translated into recommendations
within professional guidelines for dementia management in different European countries. Our
hypothesis is that this side of dementia management is frequently overlooked.

To ensure equitable care, treatment guidelines need to offer professionals recommendations that
not only reflect what is effective but also for whom interventions are effective. As delineated in the
Dementia Inequalities Model (Giebel, 2024), inequitable care can arise due to inadequate policy and
practices for addressing inequalities, for example in dementia diagnosis, and care access and
outcomes, at three layers: (i) ignoring personal characteristics, such as age, sex and gender, ethnicity,
dementia subtype, and digital literacy; (ii) non-tailored social and community networks, such as
lacking availability of a carer and peer support; and (iii) non-tailored society and health care
infrastructure, such as lack of health and social care workforce knowledge and integration, and lack
of available and tailored services. Therefore, available interventions need to be considered in the light
of these factors. A lens of intersectionality can help to illuminate personal characteristics (i.e. sex and
gender, sexual preferences) and contextual factors (i.e., socio-economic, environmental, societal) that
may determine whether or not an intervention is effective for a particular person or group in society
(Rai et al., 2020). Solving social problems within a given local, regional, national, or global context
requires intersectional analyses. For example, an intersectional lens provides insights into how power
relations (e.g. providing access or not) and discursive definitions (e.g. societal status) are represented
in social hierarchies and lead to the privilege of any group to disadvantage another. An intersectional
lens therefore provides insights into how different characteristics intersect, although intersectionality
points out that not one intersection or social location is more important than another (equal
perspective) (King et al., 2020). Analyzing these (power) relations helps to understand how social
positioning of an individual person converges in order to create unique forms of exclusion manifested
in the development and application of the intervention (Collins et al., 2021). To the best of the
authors’ knowledge, it is currently unclear whether recommendations for effective psychological and
social therapies in national guidelines on dementia care address intersectionality or take account of
aspects of inequity as well as inequality.

The goal of this review was to identify if, and within what framing, existing national guidelines
for the management of dementia in different European countries provide clear recommendations on
which psychological and social therapies are effective, and for whom. Specifically, three conceptual
lenses of social health, intersectionality, and inequity were applied to explore how these concepts
manifest in European guidelines. Findings of this study will inform recommendations of the
European Joint Programme on Neurodegenerative Diseases funded INTEREST network, for future
research, practice, and policy making to improve dementia care across Europe.

2. Materials and Methods
2.1. Study Design

Members of the Joint Program on Neurodegenerative Diseases-funded INTEREST project
conducted a cross-sectional review of national guidelines on the management of dementia in Europe.

2.2. Identification of Guidelines

Between April and June 2024, guidelines were identified by purposely sampling documents
from countries in which members of the INTEREST group were professionally active, and with which
they were familiar, as experts in the field. Guidelines were eligible for inclusion if they provided
specific recommendations to individual health and care professionals or to provider organizations
on diagnosis, medical treatment, care and support of people living with dementia, and were
supported by a non-profit or public organization without apparent commercial interest linked to the
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recommendations of the guideline. This sampling approach resulted in at least one guideline being
identified from each of the 12 countries involved in INTEREST, which are collectively home to
approximately half of the population of Europe (Eurostat, 2024; United Nations, 2024): Austria,
Belgium, Czech Republic, Denmark, Germany, Ireland, Italy, the Netherlands, Poland, Portugal,
Spain and the United Kingdom. In total, 47 guidelines from these countries were included for analysis
and full texts were retrieved for all of the identified guidelines. See supplementary materials for
details of the included guidelines.

2.3. Data Extraction

Content analysis was performed on the included guidelines. In each case, the analysis was
performed and data were extracted by a native speaker of the language in which the guideline was
written, using a form created for this study by DN. The form was piloted and then discussed with all
group members, which did not result in changes. Data extraction was checked by a second, senior
researcher in the field of psychological, social, nursing or medical sciences, who, with the exception
of the Danish guidelines, as only one Danish-speaking researcher was involved, was also a native
speaker of the language in which the guideline was written.

The data extraction addressed: 1) whether the guideline recommended specific, effective
psychological or social therapies, 2) passages of text referencing social health, or components of social
health 3) passages of text referencing intersectionality, or any individual contextual factors
considered within a framework of intersectionality, and 4) passages of text that addressed inequity,
or inequality.

The definition of a specific intervention was adopted from the approach of Sikkes and
colleagues, with respect to specification of non-pharmacological therapies for people living with
dementia (Sikkes et al., 2021). Only guidelines that recommended at least one specific psychological
or social intervention were included for further data extraction and analysis. Drdes et al.’s (2017)
suggested definition of social health in dementia, as a first step to operationalisation of the concept
for people with dementia, based on Huber et al.’s original general definition of social health (Huber
et al,, 2011), and the extended version by Vernooij-Dassen et al. (2022). Rai et al.’s (2020) model of
intersectionality, and in particular the intrapersonal or micro-level identities that can shape stigma
and impact equitable access to high quality care and health outcomes, was used to define aspects of
intersectionality. With respect to inequities, these were considered to be apparently avoidable or
unjust differences in health status or in the distribution of health determinants, or access to health
and social care between different population groups (Dahlgren & Whitehead, 2007). An overview of
concepts and definitions as well as categories for data extraction is provided in Table 1.

TABLE 1 NEAR HERE

Table 1. Focus for data extraction including definitions of concepts and sub-categories.

Category Definition and sub-categories for data extraction

Guideline Country, title

characteristics

Psychological Following Sikkes et al. (2021): non-pharmacological interventions cover a
and social | diverse and broad range of intervention categories including, for instance,
interventions cognitive training, physical exercise, dietary treatments, art-oriented therapy,

and reminiscence therapy (Scales et al., 2018); “any theoretically based,
nonchemical, focused and replicable intervention, conducted with the patient
or the caregiver, which potentially provided some relevant benefit” (Olazaran
etal., 2010, p.162)
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e  Which generic recommendations about psychological or social
interventions are made in the guideline?
e Which specific psychological and social interventions are
recommended in the guideline?
Social health Health as the ability to adapt and self-manage (Huber et al., 2011). Social health

specifically is characterized by i) Capacity to fulfil one’s potential and
obligations: the ability of a person (living with or caring for a person with
dementia) to function in the society according to their competencies and talents
(‘potentials’) in the best possible way and to meet social demands
(‘obligations’) on a micro and macro societal level; ii) Manage life with some
degree of independence: ability to manage life with some degree of
independence, can be operationalized as the ability to preserve autonomy and
to solve problems in daily life, as well as to adapt to and cope with the practical
and emotional consequences of dementia; iii) Participation in social
activities:The act of being occupied or involved with meaningful activities and
social interactions and having social ties and relationships, which are

meaningful to the person living with dementia themselves (Droes et al., 2017).

e How is social health explicitly referenced in the guideline?

e How are the three social health domains referenced?

Intersectionality | Intersectionality, as a theory and methodology, acknowledges the complexity
and multidimensionality of people’s lives, and highlights that a person - due
to her social positioning (e.g. socio-economic factors, sex & gender, ethnicity) -
may experience health-related stigma and other disadvantages (Collins et al.,
2021; Rai et al., 2020; King et al., 2020).

e How is intersectionality explicitly referenced in the guideline?

e How are the specific dimensions of intersectionality referenced?

Inequity / | Inequitable care is the result of ignoring differences or inequalities in health
inequality status or in the distribution of health services, or access to health and social
care between different population groups (Collins et al., 2021; Rai et al., 2020;
Dahlgren & Whitehead, 2007).

e How is inequity explicitly referenced in the guideline?

e How is the (un)representativeness of samples in primary research

references in the guideline?

2.4. Data Analysis and Synthesis

Counts were reported for the number of guidelines identified per country, the number
recommending specific psychological or social interventions, and the number of guidelines with,
respectively, at least one reference to aspects of social health, intersectionality, or inequity. Results
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were tabulated, alongside the psychological and social interventions recommended, broken down by
country. Narrative synthesis of the passages extracted from the guidelines with respect to each of the
three main concepts (social health, intersectionality, inequity) was undertaken. [llustrative quotations
from guidelines were translated into English for reporting using DeepL translation software, and
translations were checked by native speakers. Finally, a relational analysis was performed, resulting
in a concept map, to illustrate interrelationships between (aspects of) social health, intersectionality
and inequity.

2.5. Public Involvement

The findings of the review were presented and discussed with members of two existing working
groups coordinated by Alzheimer Europe (the European Working Group of People with Dementia,
EWGPWD, and the European Dementia Carers Working Group, EDCWG). This work was conducted
within the framework of Public Involvement and therefore ethical approval was not required
(Alzheimer Europe, 2019). Members of both groups are from different European countries and have
(or are providing care to people with) different types of dementia, and at different stages of the
disease. Members of these European groups are nominated at a national level, to participate for a
fixed term. The sessions took place in December 2024 in Brussels and were facilitated by two
researchers involved in the INTEREST project, and members of staff of Alzheimer Europe.The
meeting with the EWGPWD included a total of 11 people with dementia and their supporters (a
person of their choice who provides support for travel and at meetings, usually a family member or
friend) and the meeting with the EDCWG a total of 13 informal carers. All members received
information in advance about the issues and questions to be discussed at the meeting. Their feedback
and comments have been included in the discussion and recommendation sections of this article.

3. Results
3.1. Recommended Psychological and Social Interventions

In total, 35 of the 47 (73%) reviewed guidelines recommended specific psychological or social
interventions for people with dementia. Table 2 shows the tabulated results of vote-counting from
conceptual content analysis, and the nature of the psychological and social interventions
recommended by at least one guideline per country for which guidelines were included. In summary,
at least one psychological or social intervention was recommended in 11 out of 12 countries, although,
collectively, guidelines from some countries recommended more interventions than others.

In more than seven countries, (cognitive) behavioral interventions or modifications, cognitive
rehabilitation, training, and stimulation therapy, music therapy, physical activity and exercise,
reminiscence, and sensory stimulation (aroma, massages, touch, light) were suggested for people
with dementia. In three to six countries, (creative) art therapy, assistive technology/ technological
aids, counselling/ psychotherapeutic interventions, dance therapy, environmental assessments,
modifications, and interventions, family/ interpersonal therapy, life story work/ review, occupational
therapy-based interventions, personal validation/ compassion therapy, pat-/ animal-therapy,
psychoeducation, and speech and language therapy-based approaches were recommended. In
guideline(s) from two countries, carer interventions, conversational coaching/ communication
training, drama therapy, horticultural therapy/ therapeutic gardens, mindfulness, physiotherapy,
reality orientation, and sleep hygiene were highlighted. Finally, in guideline(s) from one country,
care planning, compensatory strategies, doll therapy, Meeting Center Support Programs, nutritional
care, and yoga were mentioned. Guideline(s) also mentioned that some of these interventions could
take place in groups or could be combined with each other.

Overall, few references to inequity were identified across any of the guidelines (n=13). Just over
half of the guidelines were identified as containing references to any aspect of social health (n=27) or
intersectionality (n=28).

TABLE 2 NEAR HERE
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Table 2. Quantitative summary of guidelines identified by country, including an overview of which
psychological and social therapies are recommended and how often social health, intersectionality, and inequity

were referenced.

AT BE | CZ | DK | DE | ES | IE | IT | NL | PL | PT | UK | Total

Guideline(s) identified (n) 1 1 6 4 4 7 6 1 4 5 3 5 47
Guideline(s) recommending 0 1 3 4 3 6 4 1 3 2 3 5 35
psychological or social

interventions (n)

(Creative) art therapy X X X 3
Assistive technology/ aids/ X X X 3
telecare

Care planning X 1
Carer interventions (incl. X X 2
behavioral)

(Cognitive) behavioral therapy- X X X X X X X 7

based intervention/ modification

Cognitive rehabilitation (therapy) X X X X X X X X 8

(also in groups)

Cognitive restructuring X 1

Cognitive stimulation (therapy) X X X X X X X X X 9

(incl. Cogs club)

Cognitive training X X X X X X X X 8
Compensatory strategies X 1
Conversational coaching/ X X 2

communication training

Counselling/ psychotherapeutic X X X X 4
interventions

Dramatherapy X X 2
Dance therapy X X X X 4
Doll therapy X 1

Environmental assessment, X X X 3
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modification, and interventions
Family/ interpersonal therapy X X X 3
Horticulture therapy/ therapeutic x | x 2
gardens
Life story work/ review X X X 3
Meeting Center Support X 1
Programme
Mindfulness X X 2
Music therapy X X X X X X X X 8
Nutritional care X 1
Occupational therapy-based X X X X X 5
interventions
Personal validation/ compassion X X X X 4
therapy
Pet-/ animal-assisted therapy X X X X 4
Physical activity, exercise, fitness, X X X X X X X 7
psychomotor  therapy  (incl.
supervised)
Physiotherapy X X 2
Psychoeducation (also for carers) X X X X X X 6
Reality orientation X X 2
Reminiscence  therapy  (incl. X X X X X X X X X X 10
group format)
Sensory stimulation therapy (incl. X X X X X X X X 8
aroma, touch, massage, light,
bathing, snoezelen)
Sleep hygiene X X 2
Speech and language therapy X X X 3
(incl. speaking, chewing,
swallowing, breathing exercises)
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Yoga X 1
Different interventions | N/A 1 13 10 12 15 | 22 | 10 9 12 11 18
recommended/ country (n)
Guideline(s) with reference(s) to | N/A 0 1 2 2 7 6 0 2 1 1 5 27
social health (n)
Guideline(s) with reference(s) to | N/A 0 1 2 3 7 6 1 1 1 2 4 28
intersectionality (n)
Guideline(s) with reference(s) to | N/A 0 0 0 0 1 4 1 2 0 1 4 13
inequity (n)

Notes: AT: Austria; BE: Belgium; CZ: Czech Republic; DK: Denmark; DE: Germany; IE: Ireland; IT:
Italy; ES: Spain; NL: The Netherlands, PL: Poland, PT: Portugal; UK: the United Kingdom.

Combinations of therapies were also recommended, for individuals or groups.

3.2. ‘Social Health’ in Guidelines on Psychological and Social Interventions for Dementia

Mentions of the exact term "social health" (or equivalent translation) were very rare in the
guidelines, only appearing in guidelines from Ireland and the Netherlands. The guidelines mainly
referred to social health implicitly, in the context of self-management and social participation. The
self-management comments mostly concerned either the importance of functional capabilities with
respect to activities of daily living, or the importance of autonomy in daily life and in shared decision-
making with respect to care and therapies.

"The Dementia Model of Care outlines pathways of care that promote autonomy, timeliness, outcome-
focused, person-centred and citizenship approaches for people living with dementia;” [Supplementary
material, Guideline 17 (Ireland: “Model of Care for Dementia in Ireland”), p. 17]

Regarding social participation, the importance of interactions within a supportive network and
the broader context of social structures were frequently discussed. However, in some cases this was
presented only as background information on key aspects of care and quality of life. Only in a few
guidelines, were social interactions discussed as an outcome of a specific recommended intervention.

"The principles of person-centered care underpin good practice in the approach to people with dementia
and their families. These principles state [...] the importance of relationships and interactions with other people
in promoting the health and well-being of the person...” [Supplementary material, Guideline 33 (Portugal:
“Norma n° 053/2011 atualizada a 21/04/2023: Abordagem Terapéutica das Alteragdes Cognitivas”),

p-15]

3.3. ‘Intersectionality’ in Guidelines on Psychological and Social Interventions for Dementia

Similarly to social health, explicit references to the term “intersectionality” were lacking in the
guidelines. There were also no indications that a truly intersectional lens was applied by guideline
writers. Two patterns emerged from references to individual characteristics and social positions.
First, the most commonly mentioned characteristics were age and comorbidities (or physical and
mental ability with respect to social position). With respect to age, guidelines highlighted specific
needs of people with young onset dementia but also highlighted dementia as a disease associated
with older age, and by extension, co-occurring with physical disabilities and other comorbidities that
might render specific therapies more or less appropriate. Guidelines highlighted physical and mental
ability in a negative framing of disability owing to comorbidities, both in that disability can
negatively impact access to or outcomes of dementia care, and that dementia may result in less
equitable access to care for comorbid diseases. Some guidelines used these examples to underscore
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how specific health needs vary between individuals and the importance of person-centered or
personalized care.

A high proportion of people living with dementia (72%) will also have multiple mental and physical
health comorbidities, the most common of which are arthritis, hearing problems, heart disease, or a physical
disability.” [Supplementary material, Guideline 45 (United Kingdom: “The dementia care pathway:
full implementation guidance”), p. 7]

"Services designed to meet the needs of younger people with dementia are likely to be more relevant and
useful than similar services designed for older people.” [Supplementary material, Guideline 46 (United
Kingdom: “A guide to psychosocial interventions in early stages of dementia, second edition”), p. 73]

Second, many of the guidelines that did reference individual characteristics that may align with
social positions also noted, at a higher level, that many of these are protected characteristics (key
dimensions such as gender and ethnicity), on the basis of which there should be no unfair
discrimination in providing care. For example:

“There are groups of people with dementia who have very specific needs. These include younger people
with dementia, people with sparse social networks, people from ethnic minorities, and people with dementia and
developmental disabilities who differ from the general population of people with dementia in terms of diagnosis,
treatment, care, and disease course.” [Supplementary material, Guideline 10 (Denmark: “Anbefalinger
for tveersektorielle forleb for mennesker med demens”), p.11]

In some cases, there was also explicit discussion of stigma arising from a dementia diagnosis,
with or without the intersectionality of these additional identities, but in most cases there were no
implications or recommendations with respect to specific therapies tied to these discussions.

3.4. ‘Inequity’ in Guidelines on Psychological and Social Interventions for Dementia

The concept of inequity was primarily represented through references to within-country
regional variations in service provision (Ireland, Netherlands, Portugal, UK), in some cases with
respect to specific therapies or services. This was sometimes further specified as relating to concerns
about shortages of qualified staff.

"The availability of activity programs tailored to people with dementia varies by region and healthcare
institution.” [Supplementary material, Guideline 27 (The Netherlands: “Probleemgedrag bij mensen
met dementie”), p.118]

In guidelines from Italy, Portugal, and the UK, direct references were found to other sources of
inequity, with statements emphasising the need for access to care regardless of, for example, ethnic
background, socio-economic status, or comorbidity. However, guidelines mentioned these inequities
mostly at a high level, rather than with respect to any specific therapy.

“Health professionals should be aware of the need to ensure equitable access to treatment for patients from
different ethnic groups and people from different cultural backgrounds.” [Supplementary material,
Guideline 23 (Italy: “Diagnosi e trattamento di demenza e Mild Cognitive Impairment”), p.278]

Guidelines largely omitted any acknowledgment or discussion of the (un)representativeness of
primary research samples on which recommendations were based.

3.5. Relational Analysis: Concept Mapping

Relational analysis exploring relationships between (components of) the concepts of social
health, intersectionality, and inequity, as they are represented in the guidelines, resulted in a concept
map (Figure 1). In summary, the social participation and self-management domains of social health
were frequently implicitly referenced, as guideline authors acknowledged the importance of social
networks, autonomy, and shared decision-making. However, social health was only rarely explicitly
referenced, and not in the context of a mechanism of action of psychological and social interventions.
Similarly, the concept of intersectionality was not explicitly referenced. Whilst a truly intersectional
approach was not evident in guidelines, age and ability (referenced mostly with respect to
comorbidities) were commonly acknowledged in isolation as important individual characteristics
that might influence appropriateness of particular psychological or social interventions. Other
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personal characteristics were only acknowledged at a high level, existing as “protected
characteristics”. There was no actual intersection acknowledged between these characteristics and
inequities in any of the included guidelines, despite many guidelines implicitly acknowledging a
theoretical potential for inequities arising from discrimination on the basis of such characteristics,
through a normative expression that such characteristics should not be sources of inequity. Within-
country regional variations in availability of interventions and individual economic status in relation
to out-of-pocket payments for care were acknowledged as actual sources of inequity with respect to
accessing specific psychological and social interventions.

FIGURE 1 NEAR HERE
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Figure 1. illustrates the relationship between (components of) the concepts of social health, intersectionality and

inequity, as they are represented in the guidelines analyzed in this study.

3.6. Discussion

This review aimed to identify whether, and with what framing, existing national guidelines for
management of dementia in 12 European countries provide clear recommendations on which
psychological and social therapies are effective, and for whom. Specifically, the lenses of social health,
intersectionality, and inequity were applied to explore which level of detail and specificity were
applied in European guidelines. Firstly, findings reveal that of 47 reviewed guidelines, 74% (35
guidelines) recommended specific psychological and social interventions. A wide range of
psychological and social interventions were recommended with (cognitive) behavioral interventions,
cognitive rehabilitation, training, and stimulation therapy, music therapy, physical activity and
exercise, reminiscence, and sensory stimulation (aroma, massages, touch, light) being most common.
Secondly, only around half of the reviewed guidelines (60%, n=28) contained references to aspects of
social health. The importance of social health as a determinant of quality of life is often recognized in
the guidelines but this recognition is often implicit and high-level. The importance of the social
network and contacts, as well as autonomy and shared decision-making were highlighted, linking to
two of the three social health domains, namely social participation and self-management,
respectively. However, the social health domain, ‘the ability to fulfill one’s obligations in society’,
was notably absent from the guidelines. Additionally, social health as a mechanism of impact of
specific psychological and social interventions was rarely discussed. Thirdly, aspects of
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intersectionality were referenced in around half of the included guidelines (57%, n=27), with age and
comorbidities reported as potentially influencing the appropriateness of specific psychological and
social interventions. Finally, very few guidelines (28%, n=13) referenced inequities. Specifically, it
was highlighted that within-country regional variations in care provision exist and that economic
status may result in barriers to accessing some interventions. High level discussions also mentioned
that inequity ‘should not’ arise from gender, ethnicity, religion, and cultural background but specific
recommendations to avoid inequity due to these personal characteristics were lacking, for example,
recommendations detailing how these differences might impact the effectiveness of interventions, or
consideration of the representativeness of research samples from studies of intervention effectiveness
(what is effective for whom). The present findings are discussed below, including recommendations
for future research, policy, and practice.

3.7. Towards a Biopsychosocial Approach to Dementia Care Across Europe

Historically, dementia guidelines focused primarily on biomedical aspects such as blood tests,
imaging, and cognitive assessments with little attention paid to psychological and social
interventions (Waldorff et al., 2003, Waldemar et al., 2007, Ngo & Holroyd-Leduc, 2014). Thus, it is
positive that the call to action to reduce the divide between biomedical and psychosocial dementia
research, policy, and practice (Vernooij-Dassen et al., 2021) is reflected to some extent in a majority
of reviewed European guidelines. However, 27% of guidelines included in the present study still did
not mention specific psychological and social interventions. Moreover, the level of detail between
guidelines varied greatly. These findings indicate the need for further improvement across Europe.
All of the guidelines that we reviewed from Denmark (4/4), Italy (1/1) Portugal (3/3), and the UK (5/5)
included recommendations regarding specific psychological and social interventions, and the
approach in these countries might serve as an example for refining guidelines that currently do not
refer to these interventions. In addition, it would be important for research to capture the extent to
which these recommendations have been implemented in practice. To improve dementia care in the
future, all countries in Europe should be encouraged to develop evidence-based guidelines for health
and care providers where these do not exist. In doing so, and in revising guidelines in countries where
such guidance already exists, guideline developers should be sure to include recommendations to
provide effective psychological and social interventions, as part of a gold standard for
multidisciplinary dementia care. Implementation of guidelines in practice should be monitored, and
providers supported with information on facilitators and barriers for achieving successful guideline
implementation.

3.8. Fragmented Use of Conceptual Frameworks Regarding what Is Effective for Whom

Aspects of all concepts of interest, namely social health, inequity, and intersectionality were
referenced to some degree in the included guidelines, which highlights a certain level of detail and
nuance in existing recommendations, with respect to which psychological and social interventions
are effective for whom. However, a large gap remains between the comprehensiveness of these
conceptual frameworks and their piecemeal translation into guidelines.

For example, the omission of the social health domain ‘capacity to fulfil one’s potential and
obligations” (Droes et al., 2017) highlights a critical gap in acknowledging how dementia may impact
an individual’s capacity to function in society according to their competencies and talents, while also
meeting social demands and how psychosocial interventions may support this. However, research
on interventions that address this domain of social health is limited, more evidence exists on
interventions improving self-management and social participation and (McDermott et al., 2019,
Pinto-Bruno et al., 2017). One review on dignity, which is linked to fulfillment of social roles,
concluded that research on evidence of interventions was either inconclusive, lacked rigor, or
identified no long-term effects (Torossian, 2021). Thus, the outcome of the review appears to mirror
the limited evidence in the field. Moreover, while the other two social health domains (self-
management, social participation) were mentioned, there was no explicit acknowledgement of the
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role of these aspects of social health as mechanisms of impact of specific interventions. Frameworks
for elucidating mechanisms of impact should be utilized explicitly by researchers when developing,
evaluating, or implementing complex interventions (Skivington et al., 2021), but also by policy
makers when creating guidelines for practice. This way, guideline recommendations can be
grounded in theory as well as evidence. When guideline developers review and revise their
guidelines, they can efficiently evaluate and include evidence for the effectiveness of new
interventions, in light of the effects of those interventions on social health domains, as established
mechanisms of impact for improving quality of life. Indeed, one of the utilities of this review is to
help and contribute to define the roadmap for updating dementia care guidelines.

Similarly, while certain personal characteristics or social positions such as age, ability and
comorbidity were mentioned in connection to the appropriateness of specific psychological and social
interventions, the intersectionality lens as a whole was not applied to recommendations by guideline
developers. This gap may partly reflect broader trends in the research context over the years, where
diversity aspects have increasingly gained attention (often driven by funding body requirements) but
the intersections between these aspects are still rarely addressed. The relatively recent emerging focus
in research on how diversity characteristics intersect and interact with social systems and institutions
in the context of dementia care likely contributes to the absence of a robust intersectionality
perspective in current dementia care guidelines. However, the guidelines also demonstrate little
acknowledgement of the well-established differences between the needs of individuals
experiencing young- and late-onset dementia (Millenaar et al., 2016, Hartmann et al., 2021), as well
as different dementia subtypes, such as behavioral frontotemporal dementia (Dinan et al., 2016),
posterior cortical atrophy (Harding et al., 2018), or Lewybody dementia (Bentley et al., 2021), and this
should also be addressed. To be able to deliver personalised and person-centred care, it is essential
to understand not only what works, but what works for whom. Guideline developers should
prioritize integrating findings from future intersectionality-focused research to make
recommendations that inform health and care providers how to provide effective, person-centred
psychological and social interventions.

3.9. Inequity in Dementia Care Arising from Differences in Guideline and Service Provision

This review demonstrates that inequity with respect to non-tailored access and outcomes of
dementia care are insufficiently addressed in current guidelines. Whilst within-country regional
differences and financial accessibility were acknowledged in some guidelines as sources of inequity,
no recommendations were identified for how to address these concerns. Similarly, whilst age and
ability were sometimes mentioned as impacting access to or appropriateness of interventions
guidelines failed to acknowledge inequity arising from exclusionary mechanisms based on social
positions (such as sex and/or gender, ethnicity, socio-economic factors). However, we did not analyse
the development process of the included guidelines, thus based on our analysis it was not our aim to
analyse existing power relations within the participating disciplines who developed the guideline.
Therefore, conclusions about structural exclusionary mechanisms in the process of guideline
development can only be inferred from our results. Based on the high relevance of guidelines in our
health care systems it is also important to raise awareness of sources of inequity and inequality in
dementia care research, due to the fact that these results will be integrated in guideline development
and implementation, which is also a potential source of inequity that was beyond the scope of this
research to investigate (Gustafson et al., 2023).

These findings are concerning, and are in line with another recent review (not connected to
psychological and social interventions) that found 13 dementia guidelines with specific references to
inequity, also highlighting heterogeneity (Godard-Sebillotte et al., 2024). The authors’ conclusion that
few dementia guidelines included tangible objectives towards reducing inequities is in line with the
present study.

Moreover, these reviews demonstrate that, at the European level, inequity may arise owing to
unwarranted heterogeneity between countries in guideline recommendations. If effective
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psychological and social interventions are recommended in some countries but not in others, this
may exclude subgroups of people with similar needs from accessing effective care. Examples of this
potentially exclusionary heterogeneity are, for instance, that carer interventions were only mentioned
in few guidelines, even though evidence exists that supporting the well-being of families, partners,
and children of the person with dementia is an essential pillar of dementia care (e.g., Cheng et al.,
2020, Gaugler et al., 2018, Rausch et al., 2017). Similarly, assistive technologies are only included in
guidelines from Ireland, Spain and the UK, indicating not only a lack of transfer from scientific
evidence (e.g., Budak et al., 2023, Holthe et al., 2022, Pappada et al., 2021) into clinical guidelines, but
also contributing to inequity across Europe.

3.10. Public Involvement Perspectives

These findings were discussed with the people with dementia and family cares in a Public
Involvement Event. The main reflections of the members of the EWGPWD and EDCWG are
summarised below:

1) Psychosocial interventions are a topic of great relevance for people with dementia and carers.
Although guidelines and recommendations are usually targeted to healthcare professionals and
policy makers, it would be important that people affected by dementia receive information about
them to understand what is recommended and what they may be entitled to.

2) In addition to structured dementia-specific psychosocial interventions, many people with
dementia identify a need to participate in social activities or hobbies that are meaningful to them, on
“their own terms” (i.e. as opposed to structured, organised, planned activities which are often
recommended in the guidelines). This could include, for example, attending a football match or a
concert with a friend. This reflects the need to promote autonomy, choice and existing social
networks.

3) Some European countries do not have any guidelines and therefore, efforts should be made
to transfer knowledge and best practices from countries that have developed guidelines, to those
where they don’t exist or are poorly developed.

4) People with dementia and carers recognised the importance of evidence-based guidelines but
it was also highlighted that in many countries good guidelines exist but are not well-implemented,
owing to inadequate dissemination or funding. This can lead to inequity, for example, in cases where
a specific intervention is recommended, but is available only in certain areas or to certain groups of
people. More research into broader issues surrounding guideline implementation is needed.

5) The topic of intersectionality is key and should be better addressed in the guidelines as social
positions such as age, sex and/or gender, type and stage of dementia, and other cultural aspects of
care are very important to consider in the interventions.

6) It is important that people with lived experience of dementia are involved in developing
guidelines so that they reflect their priorities, needs and values.

3.11. Recommendations for Future Research and Policy Making

In Table 3, a summary of recommendations mentioned above is provided to advance future
research and policy making. The recommendations target policy makers, committees commissioned
to write guidelines for dementia care, as well as researchers, and health and care providers.

TABLE 3 NEAR HERE

Table 3. Summary of recommendations resulting from the present guideline review.

Recommendations for future research and policy making to improve equitable access to effective dementia care in Europe:
e All countries in Europe should be encouraged to develop evidence-based guidelines for health and care
providers where these do not exist.

e  Guideline writers should place recommendations regarding psychological and social interventions within the
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context of the appropriate theoretical model of social health as a mechanism of impact, as well as an end in
itself.

e Guideline writers should move towards applying an intersectional lens within recommendations, ensuring that
effective psychological and social interventions are recommended, with clear indications of for whom they are
effective and accessible, accounting for the impact of intersecting social positions on care needs, access and
outcomes. This is an essential step to transfer knowledge to health and care providers about how to provide
effective, person-centred care and actively reduce the risk of inequities arising from a one-size-fits-all approach.

e  Policy makers and guideline writers should be open about all potential sources of inequity in care and
outcomes, and develop specific strategies to address sources of inequity.

e Attention should be paid to issues related to the implementation and access to the interventions recommended
by the guidelines, with adequate funding and support for care providers.

e People with lived experience should be involved in the development of the guidelines and its implementation.
Information in lay terms should be available about the guidelines for people affected by dementia and their
caregivers.

e Future studies are needed to investigate how psychological and social interventions can support the social
health domain “capacity to fulfil one’s potential and obligations” when living with dementia.

e  Longitudinal, systematic research is needed to monitor the translation of evidence into guidelines, and from

guidelines into practice, as an important influence on quality of care.

3.12. Strength and Limitations

This review included a large number of dementia care guidelines, written in different languages,
for health and care providers in countries with diverse demographics from across the European
region. Results were interpreted with input from an international, multi-disciplinary team of experts
in the field of dementia care. Moreover, whilst not a representative sample of all people living with
dementia - in itself a reflection of the impact of intersecting exclusionary mechanisms, important
input from experts by experience who live with dementia and support people living with dementia
helped to arrive at recommendations for future research, policy, and practice that are relevant to these
stakeholders.

Intersectionality is inherently complex and multi-faceted in addressing interactions and power
dynamics between individuals and social systems to understand how inequity arises from
accumulative exclusionary mechanisms. The design of this review allowed for scoping the state of
current guidelines with respect to aspects of a model of intersectionality. Future studies should build
on this with richer and more detailed critical readings of dementia guidelines from an intersectional
perspective. Another important limitation of the review design was the non-systematic approach to
identify relevant European guidelines. A convenience sample from all countries in which experts
from the research team were active, of guidelines with which they were familiar (or to which they
had contributed, in some cases), at a single point in time, allowed the research to be carried out
efficiently within the constraints of the available resources. We also did not collect data on the
professions or qualifications of the guideline developers, although this might be expected to account
for some of the observed variation in the results between countries and guidelines, and this should
be investigated further. This cross-sectional study could be improved upon by prospectively,
longitudinally reviewing the status of dementia care guidelines in all European countries. Such a
guideline observatory would enable monitoring of potential inequities between European countries,
and of the overall quality of evidence-based recommendations for health and care providers, and
targeted support for improvements where required. A further methodological consideration is the
inherently subjective nature of narrative synthesis and concept mapping, although the involvement
of two researchers per guideline and diverse stakeholder perspectives in interpreting results is
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expected to have increased the rigor and representativeness of the recommendations and
conclusions.

3.13. Conclusions

Whilst the majority of European dementia guidelines seem to recommend psychological or
social interventions, grounding in the theoretical model of social health as a mechanism of impact is
lacking. Few guidelines consider what works for whom and when, or the extent to which inequity in
care and outcomes may arise from intersectional social positions. Within European countries,
research and guideline development should be more targeted toward understanding how individual,
community, and societal and infrastructure characteristics can impact access to and effectiveness of
psychological and social interventions, by either acting as barriers or facilitators, and how this may
lead to health inequities. Guideline recommendations should be revised accordingly. Guideline
developers should account for social health as a mechanism of impact of psychological and social
interventions, because recognition of mechanisms is expected to help ensure efficient translation of
future research into practice, with respect to interventions harnessing established, recognized
mechanisms of impact. Given the poor cost-effectiveness of novel pharmacological agents and the
growing prevalence of dementia in Europe, addressing heterogeneity in European dementia care
guidelines in the extent to which they recommend effective psychological and social interventions
should be a priority for European researchers and policymakers, to ensure equitable access to
effective care that supports good quality of life by optimising mental and social health.

Supplementary Materials: The following supporting information can be downloaded at the website of this
paper posted on Preprints.org. Supplementary file S1 provides a full list of the guidelines reviewed, and the data
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