
Page 1/12

How is migration background considered in the treatment and care of people -
a comparison of national dementia care guidelines in Europe
Tim Schmachtenberg  (  tim.schmachtenberg@dzne.de )

Deutsches Zentrum fur Neurodegenerative Erkrankungen https://orcid.org/0000-0002-4232-5095
Jessica Monsees 

Deutsches Zentrum fur Neurodegenerative Erkrankungen
Wolfgang Hoffmann 

Deutsches Zentrum fur Neurodegenerative Erkrankungen
Neeltje van den Berg 

Universitatsmedizin Greifswald
Ulrike Stentzel 

Universitatsmedizin Greifswald
Jochen René Thyrian 

Deutsches Zentrum fur Neurodegenerative Erkrankungen

Research article

Keywords: dementia, migration, care, healthcare services, Europe, guidelines, policies, recommendations

Posted Date: February 19th, 2020

DOI: https://doi.org/10.21203/rs.2.23983/v1

License:   This work is licensed under a Creative Commons Attribution 4.0 International License.   Read Full License

Version of Record: A version of this preprint was published on October 15th, 2020. See the published version at https://doi.org/10.1186/s12889-020-09668-4.

https://doi.org/10.21203/rs.2.23983/v1
mailto:tim.schmachtenberg@dzne.de
https://orcid.org/0000-0002-4232-5095
https://doi.org/10.21203/rs.2.23983/v1
https://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1186/s12889-020-09668-4


Page 2/12

Abstract
Background People with a migration background are a vulnerable group regarding dementia. Providing care for this group is a public health challenge in
Europe. Many countries are issuing care guidelines, but a systematic overview of their references to migration is lacking. This study aims to determine the
extent to which care guidelines take people with a migration background into account, which migration-related content focuses are set and to what extent
speci�c actions are considered or recommendations are made to ensure their care.

Methods This study is a systematic analysis of national dementia care guidelines of the EU and EFTA (European Free Trade Association) countries. Using the
discourse analysis model by Rainer Keller (2011), n=43 documents from n= 24 EU and n=3 EFTA countries were systematically screened for migration
references via keyword and context analysis. The content of the migration-related section was paraphrased, memos and comments were added and the
individual text passages were coded using the strategy of open coding.

Results 27 of the 35 EU- and EFTA countries have guidelines or similar documents on care for people with dementia and twelve refer to migration. Norway,
Sweden, and Northern Ireland refer to this topic in detail. The focus of the migration-related documents is on the early detection and diagnosis of dementia.
The main message is that standardized diagnostic tools such as the Mini-Mental State Examination (MMSE) or the clock test are not suitable for linguistic
minorities. Nine countries make recommendations for the care of people with a migration background and dementia but only Norway, Sweden, and Denmark
point to available healthcare services. A key recommendation is that the linguistic and cultural background of people should be taken into account when
selecting diagnostic tests. Several countries refer to the validity of the RUDAS (Rowland Universal Dementia Assessment Scale) for migrants.

Conclusions The topic of migration plays a subordinate role in the care guidelines of European countries. Almost all countries lack appropriate diagnostic
tools and healthcare services for people with a migration background. Consequently, people with a migration background are a risk group for underdiagnosis
and a lower level of care.

Background
Caring for people with dementia, especially people with dementia and a migration background, is a major challenge for public health in Europe. Due to
demographic changes, the number of people with dementia (PwD) in Europe is increasing [1] from a prevalence of 9.95 million in 2010 to an estimated
increase of 40 percent to 13.95 million in 2030 [2]. Among these PwD, is the vulnerable subgroup of people with a migration background (PwM). Their
prevalence will increase particularly strong because the number of older PwM is rising signi�cantly [3] and the risk of dementia increases at a higher age [4]. In
the EU, the number of PwM who are over 64 years of age rose from 4.73 million in 2000 to 7.37 million in 2017 [5]. The United Nations de�nes PwM as people
who are living in countries other than their country of birth [6]. There are only limited valid data available to estimate the number of PwM with dementia in
Europe, partly due to a lack of data as well as the abscence of a common de�nition of migration background. For example, a recent analysis for Germany
estimates their number to be 96,500 [7], indicating the need to further examine this group. However, in contrast to the UN's de�nition, in Germany, a migration
background is de�ned as having at least one parent who was not born with German citizenship [8].

Due to the migration background, the validity of the diagnosis is less certain and reliable than in the general population, and dementia is underdiagnosed in
PwM [9]. As a consequence of this and various other reasons, several studies show that PwM use fewer dementia-related healthcare services [10–14]. Factors
that may explain this include convictions and beliefs about dementia (e.g. in some ethnic groups, the widespread perception that dementia is contagious or
due to spiritual forces or punishment from God), a lack of information and awareness about services, cultural and language barriers, inappropriate services,
and stigmatization [3, 15, 16]. In the case of stigmatization, the World Alzheimer Report 2019 has described country-speci�c differences. For example,
according to the ADI (Alzheimer Disease International) global survey on attitudes toward dementia, 69 percent of Romanians consider PwD to be dangerous,
while this �gure is 29 percent in Greece, 20 percent in Poland, 15 percent in Germany and two percent in Portugal. Almost 67 percent of the participants from
Russia and approximately 58 percent of Polish people said they wanted to keep dementia a secret. This was the intention of approximately 20 percent of
respondents in Germany and almost three percent of participants in Iran and Kenya [17]. These and other identi�ed country-speci�c differences in perceptions
of dementia are likely to have an impact on the care requirements and utilization of care services by people who emigrated from these countries. Thus,
different cultural backgrounds must be taken into account to avoid the risk that the growing numbers of PwM with dementia are treated differently or do not
access adequate health services [3]. There are efforts in different countries to remedy these problems. On the European level, Alzheimer Europe provides
information on established initiatives and materials for the care of PwM with dementia [18]. In the UK a project exists for PwD and their carers from black,
Asian and ethnic minorities (The Dementia Alliance for Culture and Ethnicity) [19]. There is also the ETNIMU initiative in Finland for people from the Roma
population and for people with a Russian, Estonian or Somali background [20]. Switzerland has initiated the project 'Doppelt fremd', which refers to Italian
migrants [21]. However, a European-wide analysis of existing strategies is lacking.

On the broader level of dementia care in general, several European countries have issued dementia strategies or national dementia plans (NDPs) [22]. While
these are targeted at the population as a whole, the topic of migration plays a subordinate role in most NDPs [15, 23]. Only ten of the 35 EU and EFTA
countries (28 percent) have a national dementia plan (NDP) that refers to migration, and one NDP (Austrian Dementia Report) has a separate chapter on this
topic. Eight NDPs have planned actions to care for PwM with dementia, but speci�c healthcare services for them exist only in Norway, Northern Ireland and the
Netherlands. Almost all European countries seem to have large gaps in the care of PwM with dementia at the national level [23]. However, in treatment and
care, there are other forms of national guidelines, policies, and recommendations issued by professional medical and nursing associations and health care
organizations. Their aim is usually to guide, standardize and/ or increase the quality of treatment and care. A large number of such documents exist, but to
our knowledge, there is no systematic analysis of their consideration of migrant-related characteristics. A systematic overview could identify common topics
and provide information about approaches in different parts of Europe from which other parts could bene�t.
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This study aims to analyze national treatment and care guidelines, policies, and recommendations on dementia with regard to PwM. The topics of interest are:
their focus, what speci�c actions to ensure healthcare have been undertaken to what extent at the national level and whether recommendations for action are
made for this target group.

Methods
This study is a systematic analysis of the public national (political and medical) discourse on the care of PwM with dementia in EU and EFTA countries,
represented by written statements in national documents on dementia care.

Data Sources

In this study, healthcare services at the national level are de�ned as all services involving healthcare, such as information, support, advice, diagnosis, or
treatment plans, which are not limited to speci�c regions, companies or institutions and are referred to in o�cial national documents by country
representatives (e.g., representatives of health ministries, other members of government or representatives of national professional societies).  

The following organizations were contacted for information about the existence of national guidelines, policies, and recommendations: n=28 national
Alzheimer societies, n=32 health or social ministries and n=27 professional societies for geriatrics, gerontology or neurology of the EU and EFTA states. The
Alzheimer societies were contacted �rst (on 02./03.05.), the health ministries second (on 20./21.05.), and the professional societies third (on 10./11.07.2019).
These organizations were asked whether care or treatment guidelines for PwD exist at national level and how these documents can be accessed. To integrate
documents from as many countries as possible, no de�nitions or restrictions were made. All documents mentioned by these organizations were included in
this study. The organizations either sent the documents themselves or referred to online platforms where they were accessible. Accordingly, the websites of the
national Alzheimer societies, the health ministries, and various professional societies (geriatrics, neurology, psychology) and associations (medical
association) served as the sources of data. In addition, a Google search was conducted. The corpus of documents for this study contained n=43 documents.

Procedures

The document corpus was heterogeneous and contained different document types with different de�nitions of policies, guidelines, and recommendations
(Table 1). To structure this corpus, the documents were assigned to the following standardized terms.

Table 1: Structure of document corpus and overview of publishers
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ountries National document
available

Number of
documents

Document type by country
definition

Document type by own
definition

Reason for
classification

Publisher

ustria Yes  2 Guideline
 
 
Evidence report

Guideline
 
 
Evidence report

Evidence-based 
Nonbinding
 
No recommendations

Competence Center Integrated Care, Vienna Regional Health
Insurance Fund 
Ministry of Health

elgium
Flanders)

Yes 4 Memorandum Memorandum 
Action framework 
 
Transition plan

Recommendations 
Recommendations
Guideline
 
Guideline 

Low normative
character
Evidence-based
Nonbinding   
Evidence-based 
Nonbinding

Dementia Competence Center, Alzheimer League 
European Patent Office publishing company
Cabinet Minister for Public Health

ulgaria Yes 1 National consensus Guideline Evidence-based 
Nonbinding

Society of Neurology

roatia No 0        

yprus No 0        

zech
epublic

Yes 3 Recommendations
(three times)

Recommendations
(three times)

Evidence-based 
Nonbinding

2 x Neurological Clinic, 1 x Society for General Practitioners

enmark Yes 4 Policy
(four times)

Guideline 
(four times)

Evidence-based 
Nonbinding

Ministry of Health

ngland,
Wales

Yes 1 Policy Guideline Evidence-based 
Nonbinding

NICE – Institution of the Ministry of Health

stonia Yes 1 Guideline Guideline Evidence-based 
Nonbinding

Society for Neurologists and Neurosurgeons

inland Yes 1 Recommendations Guideline Evidence-based 
Nonbinding

Medical Council

rance Yes
 
 

4
 
 
 

Guideline
Continuation sheet
Recommendations
Recommendations

Guideline
Continuation sheet
Recommendations
Recommendations

Evidence-based
Recommendation
 
Low normative
character

Ministry of Health
Ministry of Health
 
Ministry of Health
Ministry of Health

ermany Yes 1 Guideline Guideline
 

Evidence-based 
Nonbinding

Society of Neurology, DGPPN

reece No 0        

ungary Yes 1 Protocol Guideline Evidence-based 
Nonbinding

Ministry of Health

eland Yes 1 Guideline Guideline Evidence-based 
Nonbinding

Quality and Safety in Practice Committee

aly No 0        

atvia Yes 1 Policies Guideline Evidence-based 
Nonbinding

Society for Neurodegenerative Diseases

ithuania No 0        

uxembourg Yes 1 Guideline Recommendations Low normative
character

Ministry of Health

alta Yes 1 ― Recommendations Low normative
character

Ministry of Health

etherlands Yes 2 Policy
 
Guideline

Guideline
 
Guideline

Systematically
developed     
Evidence-based 
Nonbinding

Association for Clinical Geriatrics 
 
Ministry of Health, Alzheimer Netherlands 

orthern
eland

Yes 1 Policy Guideline Evidence-based 
Nonbinding

The British Psychological Society and Gaskell

oland No 0        

ortugal Yes 1 Standards Guideline Evidence-based 
Nonbinding

Ministry of Health

omania Yes 1 Guideline Guideline Evidence-based 
Nonbinding

Ministry of Health

cotland Yes 1 Standards Policy Instruction,
legal foundation

Government

lovakia No 0        

lovenia Yes 2 Policy
 
Official gazette

Guideline
 
Strategy

Evidence-based 
Non-binding 
No recommendations

Psychiatric Association of the Medical Council
Government

pain Yes 1 Guideline Guideline Evidence-based 
Nonbinding

Ministry of Science and Innovation 

weden Yes 2 Policy 
(two times)

Guideline
(two times)

Evidence-based 
Nonbinding

Central Office for Health (governmental authority)

eland Yes 1 Guideline Guideline Evidence-based 
Nonbinding

Ministry of Health

iechtenstein No 0        

orway Yes 1 Policy Policy Legal basis Ministry of Health

witzerland Yes 3 Policy
 
Recommendations
Recommendations

Policy
 
Guideline
Recommendations

Legally binding
 
Evidence-based
Low normative
character

Academy of Medical Sciences
 
Medical associations
Swiss Alzheimer's Association
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U/EFTA 27 43        

Legend: DGPPN: German Society of Psychiatry and Psychotherapy, Psychosomatics and Neurology 

 

 

 

 

 

 

Policies: Instructions for action published by legally legitimated institutions that must be followed in a binding manner and that re�ect the state of knowledge
of medical science at a certain point in time [24-26].                                                                                                                         

Guidelines: Systematically developed and scienti�cally based, legally nonbinding decision-making assistance on the appropriate procedure for speci�c health
problems [27, 28].                  

Recommendations: Suggestions, advice, hints, or consensual solution strategies for selected questions. They have lower scienti�c evidence and a much lower
normative character than guidelines [25, 26].

Subsequently, the content of the documents was described. First, the tables of contents were examined for an existing migration chapter. Then, the continuous
text was screened for the following key terms: minorities, minority, migration, culture, ethnic, background, migrant, sensitive, cultural, diverse, diversity,
language, origin, nonwestern, characteristic, communities, religious, native and guest. If a migration reference was identi�ed, the content of the respective
section was paraphrased, memos and comments were added and the text passages were coded using the strategy of open coding. The procedure of open
coding shows what happens in the text and which categories the text passages refer to. Central code categories are generated and assigned to the different
characteristic values [29]. This approach was chosen because it allows to interpret the importance of a topic such as dementia and migration in a speci�c
discourse, the content focuses and which conclusions were drawn or actions were derived from the discussed issues. The categories presented in Table 2
were derived from the documents. Then, the results were interpreted and assessed [29]. The procedure was based on the model of qualitative discourse
analysis by Reiner Keller. The data were �rst interpreted individually for each country, short country pro�les were produced, and the �ndings were compared.

Results
In 24 of 31 EU countries (77.5 percent) and three of four EFTA countries, there are documents at the national level with recommendations, guidelines, or
policies for the care of PwD. The 27 EU and EFTA countries have a total of 43 documents. Most of these are guidelines (30). Only three countries (Scotland,
Norway, and Switzerland) have policies. In addition, seven recommendations for action and three reports/strategies were taken into account. Eight countries
(Greece, Italy, Croatia, Liechtenstein, Lithuania, Cyprus, Slovakia, and Poland) have no such documents (Table 1). Fifteen documents from 11 EU countries
(Belgium/Flanders, Denmark, Germany, England, Ireland, Northern Ireland, Austria, Scotland, Sweden, Spain, and Wales) and the EFTA country Norway
consider the topic of migration. Twenty-eight documents from 13 EU and two EFTA countries do not refer to it. Norway and Sweden have a chapter on
migration (Table 2). Most other countries refer only brie�y with individual sentences or short sections to speci�c aspects of this topic. In addition to country-
speci�c differences, there are document type-speci�c differences. While none of the three reports/strategies refers to migration, two of seven
recommendations, 11 of 30 guidelines and two of three policies have a reference.

[Table 1 near here]

Table 2: Reference of the national  dementia care guidelines of the EU/EFTA countries to migration
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Countries Migration reference of
national guidelines

Subthemes related to migration Migrant-related need
recommendations f

Reference
to
migration

Chapter
on
migration

Needs Dementia
diagnosis

Care Care-
inequalities

Service
access

Utilization
of formal
services

Care
barriers

Suitability
screening
tests

Identi�cation
of special
needs

Spe
serv
ava

Norway Х Х Х Х Х Х Х Х Х Х Х Х

Sweden Х Х Х Х Х Х Х Х Х Х Х Х

Northern
Ireland

Х ― Х Х Х Х Х Х Х Х Х ―

Spain Х ― Х Х Х Х ― Х Х Х Х ―

Scotland Х ― Х Х Х Х Х ― Х ― Х ―

Belgium
(Flanders)

Х ― Х ― Х Х Х ― Х ― Х ―

England,
Wales

Х ― ― Х Х Х Х ― ― Х ― ―

Denmark Х ― Х Х ― ― ― ― ― Х Х Х

Germany Х ― ― Х ― ― ― ― Х ― ― ―

Austria Х ― ― Х ― ― ― ― ― Х ― ―

Ireland Х ― ― Х ― ― ― ― ― Х ― ―

Bulgaria ― ― ― ― ― ― ― ― ― ― ― ―

Estonia ― ― ― ― ― ― ― ― ― ― ― ―

Finland ― ― ― ― ― ― ― ― ― ― ― ―

France ― ― ― ― ― ― ― ― ― ― ― ―

Iceland ― ― ― ― ― ― ― ― ― ― ― ―

Latvia ― ― ― ― ― ― ― ― ― ― ― ―

Luxembourg ― ― ― ― ― ― ― ― ― ― ― ―

Malta ― ― ― ― ― ― ― ― ― ― ― ―

Netherlands ― ― ― ― ― ― ― ― ― ― ― ―

Portugal ― ― ― ― ― ― ― ― ― ― ― ―

Romania ― ― ― ― ― ― ― ― ― ― ― ―

Switzerland ― ― ― ― ― ― ― ― ― ― ― ―

Slovenia ― ― ― ― ― ― ― ― ― ― ― ―

Czech
Republic

― ― ― ― ― ― ― ― ― ― ― ―

Hungary ― ― ― ― ― ― ― ― ― ― ― ―

 

Overview of country-speci�c guidelines and policies

Austria: The medical guideline for integrated care for dementia patients from 2011 notes that neuropsychological tests for differential diagnosis must take
into account a person's sociocultural background and language skills. Furthermore, reference is made to the Mini-Cog-Screening-Test, whose signi�cance is
not affected by linguistic and cultural differences [30].

Belgium (Flanders): The Memorandum from 2019 states that the number of older people with an Italian, Moroccan or Turkish background is increasing [31].
The reference framework for quality of life, housing and care for people with dementia from 2018 explains that the increasing diversity in Western societies
poses challenges for caregivers. Cultural and ethnic background affects the view of dementia and which aspects of care are considered important. In some
cultures, dementia is strongly tabooed. People from these cultures need to be better informed and their awareness of dementia should be increased. Current
care services for migrants offered by nursing homes are inadequate. Therefore, nursing homes are recommended to take into account the culture-speci�c
needs of PwM without falling into stereotyping and overculturalization [32].

Denmark: The policy on the diagnosis and treatment of dementia from 2013 and the policy on the diagnosis of mild cognitive impairment and dementia from
2018 describe the problem of linguistic and cultural differences complicating the diagnosis of people from certain ethnic groups and note that the number of
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older people from non-Western countries is increasing. The screening tool RUDAS (Rowland Universal Dementia Assessment Scale) has been validated for
PwM [33].

England and Wales: The NICE Guideline Assessment for management and support for people living with dementia and their carers from 2018 indicates that
people from minority ethnic groups have less access to health and social services. In addition, some diagnostic tools are not appropriate for cultural
differences and language de�cits, leading to biased outcomes among certain population groups. Health and social service providers are recommended to
consider the appropriateness of cultural and linguistic differences when selecting diagnostic tests. In general, service providers should design their services to
be accessible to people from ethnic minorities [34]

Germany: According to the S-3 guideline from 2016, a person's sociocultural background and language competence can in�uence the results of diagnostic
tests for dementia. It is recommended that neuropsychological tests for differential diagnosis of questionable or mild dementia take into account a person's
sociocultural background and language skills [35].

Ireland: The Dementia - Diagnosis and Management in General Practice guideline from 2019 identi�es the problem in which a person's cultural background
can affect their performance in cognitive impairment screening tests. Two instruments are mentioned that are particularly appropriate for ethnic minorities, the
MIS (Memory Impairment Screen) and the Mini-Cog Screening Test [36].

Northern Ireland: The NICE-SCIE Guideline on supporting people with dementia and their carers in health and social care from 2007 identi�es people from
black and ethnic minority communities as a group with special linguistic, cultural, religious and spiritual needs. It classi�es ethnic minorities as a risk group
for underdiagnosis and a lower level of care. Causes are communication di�culties, culturally and linguistically inadequate care, stigmatization, family
pressure, and a lack of knowledge about care options. In addition, non-native English-speaking people are identi�ed as vulnerable to the effects of dementia,
and people from Africa, the Caribbean, and Asia are identi�ed as a risk group for dementia. Care providers are recommended to develop special support
services, special information material and culturally oriented training for ethnic minorities. With regard to dementia screening tests for non-native speakers
and language barriers, the use of independent interpreters and the provision of information in the preferred language are recommended [37].

Norway: The Professional Policy for Dementia from 2017 attributes special needs (other ideals, ideas, and desires regarding information and self-
determination) to people with minority backgrounds and considers them vulnerable to misdiagnosis of dementia and lower utilization of healthcare services.
The central problem identi�ed is that the cultural and linguistic background of immigrants complicates diagnosis and that existing cognitive tests are not
suitable as assessment tools for this population. Therefore, the use of the intercultural screening test RUDAS is recommended for this group, as well as an
extended assessment by the specialist medical service and a neuropsychological examination. In addition, the Ministry of Health and the Competence Center
for Migrant and Minority Health (NAKMI) has published information on dementia in four different languages (Norwegian, English, Polish, and Urdu) and a
brochure on interpreters in the health system [38].

Scotland: The Dementia Care Standards from 2011 note that language, cultural and ethnic barriers pose a challenge to communication in dementia treatment.
The diagnostic tools are based on the needs of the majority population. Ethnic minority groups do not receive special attention in dementia diagnostics.
National care services should ensure that PwD from black and ethnic minority groups are given timely access to the assessment of cognitive impairments. In
addition, communication and language support should be offered in the case of language, cultural and knowledge barriers [39].

Spain: The Clinical Practice Guideline on the Comprehensive Care of People with Alzheimer's Disease and other Dementias from 2009 states that cultural
differences and language barriers have an impact on diagnosis, opportunities for health and social care, participation in support services and the risk of abuse
related to dementia. It notes that PwD from other cultural and religious groups have special needs and that dementia care is increasingly provided by carers
with migration backgrounds. It recommends the development of individual information services with consideration of culture, religion and ethnic origin as well
as communication support by a cultural mediator in case of language barriers [40].

Sweden: The Dementia Care Policy from 2017 describes the right to individually and linguistically adapted information about health status and available care
services for linguistic minorities. Furthermore, it recommends that stationary facilities design the physical environment of residents with dementia according
to their cultural and religious needs [41]. The 2018 evaluated version of the policy points to the lower chances of early detection and the lack of appropriate
drug treatment and speci�c care services (daycare, home care, and family care) for people with different language or cultural backgrounds. People born
abroad bene�t less from community support than people born in Sweden. Districts and municipalities are recommended to work more actively to diagnose
dementia in people from other countries and to gain more knowledge about the examination and treatment of dementia in this group. Sweden has validated
the RUDAS assessment tool for linguistic and cultural minorities and developed a training program for the use of this tool. Currently, approximately half of the
Swedish districts use RUDAS [42].

Comparisons between countries

The focus of the national documents of the EU and EFTA states on the care of PwM with dementia is on early detection and diagnosis. Only Belgium
(Flanders) does not take this topic into account. The main problem, identi�ed is that the cultural background and language skills of PwM can in�uence the
results of dementia diagnostic tests. Consequently, the focus in most countries (9 out of 12) is on the suitability of cognitive screening tools for minority
groups. Norway, Northern Ireland, England, Wales, and Spain report that standardized cognitive tests such as the MMSE (Mini-Mental State Examination) or
the clock test are not suitable for people with a different linguistic or cultural background. Ireland and Austria refer to cognitive screening tests such as the MIS
and the Mini-Cog Screening Test, which are less prone to linguistic and cultural in�uences. Norway, Sweden, and Denmark point to the validity of RUDAS for
people with a different linguistic or cultural background. The second central topic is the existence of care inequalities between ethnic minorities and the
majority population (in 8 of 12 countries). Norway and Sweden note that PwM use fewer formal healthcare services (primary healthcare services, community
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support services, inpatient care services). In seven countries, the access of PwM with dementia to healthcare services is being discussed. Some countries
report that PwM or ethnic minorities have less access to adequate healthcare services, and they have fewer chances of early detection and appropriate drug
treatment. Six countries point to care barriers such as stereotyping or linguistic, cultural, and ethnic barriers. As a result, PwM are mentioned by several
countries as a risk group for lower use of care and underdiagnosis. Seven countries identify the speci�c needs of PwM. They refer to a different perspective on
dementia, different preferences for care and other ideals, ideas, and desires regarding information and self-determination.

Nine countries provide recommendations for the care of PwM with dementia. Norway, Sweden, Germany, England, and Wales recommend that the linguistic
and cultural background of people should be taken into account when selecting diagnostic test procedures. Norway, Sweden, Northern Ireland, and Spain
recommend that care providers offer speci�c support and information to PwD and their ethnic minority relatives, taking into account their cultural, religious,
and linguistic needs. Norway, Northern Ireland, and Spain note that information in the preferred language and an independent interpreter should be offered to
PwD and their carers in case of language barriers. Currently, only Norway, Sweden, and Denmark have speci�c healthcare services at the national level for
PwM with dementia (Figure 1). Norway has published a brochure on interpreters and informational material on dementia in four different languages
(Norwegian, English, Polish, and Urdu). Sweden has adapted RUDAS to people with different linguistic and cultural backgrounds and developed a training
program for health professionals regarding the application of this tool. Denmark has validated RUDAS for PwM. Sweden, Denmark, England, Wales, and
Belgium (Flanders) follow an integrative care model. They adapt the mainstream services of the healthcare system to people with different linguistic or
cultural backgrounds. Northern Ireland recommends that healthcare providers develop specialized services for ethnic minorities. The Norwegian Directive
pursues a segregative care strategy with specialized services for cognitive assessment, dementia diagnosis, and follow-up, while subsequent treatment and
care are provided as part of general medical care. This study has shown that some models of good practice exist in individual countries, but in Europe, as a
whole, there is a signi�cant gap in care for PwM with dementia.

Discussion
Similar to the study on the focus of NDPs in the care of PwM with dementia [23], this study shows that migration plays a subordinate role in national
documents on dementia care. More than half of the countries with national guidelines, policies, or recommendations do not refer to this topic. Most of the
documents from the 12 countries with a migration reference address it only brie�y. Norway, Sweden (both with their own chapters) and Northern Ireland refer
to migration in detail in their guidelines and policies. The focus of the migration-related documents is on the early detection and diagnosis of dementia.
Therefore, standardized cognitive test procedures such as the MMSE or the clock test are not suitable for linguistic and cultural minorities. In addition, in many
countries reference is made to inequalities in care, such as the lower utilization of formal healthcare services by PwM and the lower offering of appropriate
services compared to the majority population. In most countries, PwM are identi�ed as a risk group for a lower level of care and underdiagnosis. Nine
countries provide recommendations for action. They recommend that the linguistic and cultural background of PwM be taken into account when selecting
diagnostic test procedures. In addition, care providers should provide PwD and their relatives from ethnic minorities with speci�c information and support
services that take their cultural and linguistic background into account. Only the documents from Norway, Sweden and Denmark refer to currently available
speci�c healthcare services for PwM with dementia. Norway provides multilingual information material on dementia. Sweden and Denmark have adapted the
cognitive screening tool RUDAS to people with different linguistic and cultural backgrounds. This study con�rms the �ndings of the study on NDPs of the EU
and EFTA states [23] that in almost all European countries a lack of culturally and linguistically appropriate healthcare services for PwM with dementia exists
at the national level.

In addition, document type-speci�c differences with regard to migration references become apparent. While none of the reports considers the topic of
dementia in PwM, two of seven recommendations, 11 of 30 guidelines and two of three policies refer to this topic. Thus, the proportion of migration-related
documents increases with their scienti�c evidence, normative character, and legal signi�cance. There are also clear differences in the scope of the documents
(Northern Ireland: 392 pages, Norway: 304 pages, Germany: 134 pages, Bulgaria: 32 pages, Iceland: 10 pages). These differences have a signi�cant impact on
reference to migration. The documents with a large number of pages (Norway, Northern Ireland) address this topic in detail, those with a medium size
(Germany) address it brie�y, and those with a small number of pages (Bulgaria, Iceland) do not address it at all. These �ndings illustrate that the topic of
dementia and migration is not at the top of the political agenda in European states. It is only considered when the documents have a larger scope, stronger
scienti�c input, and greater legal signi�cance, as illustrated by the fact that most of the policies, but only a quarter of the recommendations consider
migration. Furthermore, there are signi�cant differences in the publication dates (Hungary: 2005, Northern Ireland: 2007, Luxembourg: 2018, Ireland: 2019).
However, there is no relationship between the publication date and the migration reference. There are both older documents (Northern Ireland, Spain) that take
the topic into account and newer documents (Luxembourg, France) without a reference. The country-speci�c differences are more likely to be explained by the
different thematic focuses of the documents and the different importance of migration in the individual countries. A further in�uencing factor may be the
different names of the people considered PwM in this study (Norway: immigrant, people with minority backgrounds [38], UK: people from minority ethnic
groups [34, 37], Belgium/Flanders: people with a migrant background [31, 32], Spain: people from different cultural or religious groups [40], Sweden: people
with different cultural or linguistic backgrounds [41], people born abroad [42]). Heterogeneity in the use of terms regarding migrants and the different
de�nitions of such terms across Europe are likely to impact the attributed importance of migration concerning dementia. For a more exact determination of
the importance of the topic dementia and migration in Europe, a better comparability of country-speci�c data (prevalences, healthcare services, dementia care
guidelines), and to provide recommendations for action of this vulnerable group an uniform use and de�nition of terms such as "migrant" would be essential
[3]. The de�nition of the United Nations, which is used by many experts, is recommended: An "international migrant" is "any person who changes his or her
country of usual residence" [43]. Overall, this study provides the �rst overview of country-speci�c and transnational guidelines for the care of PwM with
dementia.

Limitations
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Except for Belgium/Flanders, this study refers only to national policies, guidelines, and recommendations on dementia care published by national
organizations or authorities such as the Alzheimer Societies, professional societies, or ministries of health. Therefore, only those documents were taken into
account that were sent on request by the respective organizations or ministries. We cannot rule out the possibility that organizations and documents exist that
were not identi�ed or contacted by the authors. However, the organizations involved in this study were asked to refer to appropriate information or informants,
which we then included. But there were also organizations that did not give any response. Accordingly, in the individual EU and EFTA countries, there are other
documents on the care of people with dementia (e.g. at the local level) that are not included in this study. However, this was not the aim of the study, and
addressing it would have been a threat to the standardization of the procedure and would have reduced comparability.

In addition, due to the level of comparison (across nations, countries, and languages) there are differences in the de�nition of the target group (e.g.
immigrants, minority ethnic groups) and thus different terms used in the context of migration in the analyzed documents. Furthermore, there is a certain
heterogeneity in terms of content focus, aims, scope, publisher, publication dates, and type of documents. This limits comparability; however, these limitations
are well known in international comparison research and must be weighed against the new knowledge generated. This new knowledge needs to be taken into
account in further research.

Conclusions
This study supplements the current literature with a systematic analysis of the migration reference of the EU and EFTA countries' national dementia treatment
and care guidelines, policies, and recommendations. The topics of interest were the migration-related content focus, the speci�c actions taken to ensure
healthcare and the recommendations made for the care of this vulnerable population. Currently, migration plays a subordinate role in national documents on
dementia care. Only 3 of 35 EU and EFTA countries (Norway, Sweden, and Northern Ireland) refer in their guidelines, policies or recommendations in detail to
the topic of migration. The focus of the migration-related documents is on early detection and diagnosis of dementia. The main message of these documents
were that standardized cognitive test procedures such as the MMSE or the clock test are not suitable for linguistic and cultural minorities. To tackle this
problem, several countries recommend that the linguistic and cultural background of PwM should be taken into account when selecting diagnostic test
procedures. While Ireland and Austria point out that the cognitive screening tests MIS and Mini-Cog are less prone to linguistic and cultural in�uences, Norway,
Sweden, and Denmark refer to the validity of RUDAS for people with a different linguistic or cultural background. In most countries with migration-related
national documents on dementia care PwM are identi�ed as a risk group for a lower level of care and underdiagnosis. To meet this problem, policy-makers,
researchers, and care providers should pay more attention to the translation, validation, and nationwide availability of intercultural dementia diagnostic tools
such as RUDAS for PwM. In addition, specialized tools for PwM with language, cultural and/or educational barriers should be developed and tested. However,
we assume that the current lack of migrant-speci�c diagnostic tools at national level, if not remedied in a timely manner, may lead to a growing population
being excluded from care.
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Figure 1

EU/EFTA countries with migration-related National Dementia Care Guidelines and available healthcare services


