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Authors

Dear readers,

thank you for your interest in the topic of dementia and migration! You are about to read the result of an
intensive work effort lasting 2 % years, which have been quite an exciting journey for all of us involved.
In 2018 we, a small team of researchers from Deutsches Zentrum fir Neurodegenerative Er-
krankungen (DZNE), site Rostock/Greifswald, were chosen by the Robert Bosch Stiftung to un-
dertake this important project. In April 2019, our team was officially set up and started working
in close cooperation with the Institute for Community Medicine on this interesting and under-re-
searched topic. Looking back, we would say we started our work with basic knowledge about
dementia and migration, but with curiosity, a thirst for accumulating knowledge, enthusiasm, and
the wish to shine a light on a topic that does not get the attention it deserves and needs. Through-
out these 2 % years, we were sometimes overwhelmed about the complexity of the topic, the
heterogeneity of views and learned to know what a unigue and multi-faceted phenomenon we
were describing.

Fairly quick we developed a plan and already in October 2019, we were able to conduct a workshop
to present and discuss our project, procedures, and first preliminary results to experts in the topic
of dementia and migration at the 29th Alzheimer Europe Conference in The Hague. The excellent
feedback was used to adjust our work and strategy to make it more appropriate for this research
fleld. We were anticipating to dive into more detail in all countries by researching literature, calcu-
lating statistics, but also visiting and interviewing experts throughout Europe in 2020. However,
the COVID19 pandemic emerged and put an end to the personal encounters planned. We had to
adjust and changed to conducting more and more videoconferences. These interviews gave us the
opportunity to have fascinating talks with knowledgeable people, who were all immensely helpful
and gave us intriguing insights in the care situations of different European countries!

Gathering all the data and information however was just one milestone and for us as researchers
the dissemination of this work introduced us to an exciting topic: designing the layout of this
atlas, creating a website, and planning events to make the atlas publicly known to stakeholders,
politicians, service providers, and people affected. During this time, we collaborated with various
dedicated and competent professionals in the fields of science communication, webdesign and
programming, layout and graphic creation, as well as printing, which has been a lot of fun and
resulted in a high learning effect.

In the end, we created something we are proud of and we cherished the opportunity to expend
our knowledge on a topic as compelling as this. We would like to thank the Robert Bosch Stiftung
for funding this special project, all the experts who supported our work by giving us advice and/
or participating in the interviews and the professionals who helped in creating this atlas! And last
but not least, we hope that our work is beneficial to all people affected by dementia and migration
in a personal and/or professional way!

Jessica Monsees, Tim Schmachtenberg and Dr. Jochen René Thyrian
On behalf of all authors



Robert Bosch Stiftung

In our demographically changing societies, dementia poses particular challenges due to the large
number of people affected, the loss of memory as a key feature of the disease, and the lack of
cure options to date.

According to estimates, the number of people with dementia in Europe will increase significantly
in the coming years: While in 2010 almost 10 million people were living with dementia in Europe-
an countries, an increase of about 40 percent to approximately 14 million is expected for 2030.
Due to internal mobility in Europe and immigration from outside the Union, the issue of dementia
is also becoming increasingly important for older people with a migration background and their
families. Particularly because there are additional challenges for these people. For example, in the
course of the disease, the language learned in the country of destination might be forgotten. Or
biographical work, which is successful in the case of dementia, is made more difficult because
characteristics and customs from the country of origin are not known. Finally, access to medical
information and the fit between medical and nursing care may not be completely satisfactory due
to language barriers and cultural differences.

Effective remedies begin with better knowledge of the situation. However, the database on the
prevalence and the health and care situation of people with a migration background and dementia
in Europe is difficult to access. Analysis-related evaluations of individual European countries are
only rudimentary and do not allow reliable statements on the care situation of those affected.
The present EU-Atlas of Deutsches Zentrum fiir Neurodegenerative Erkrankungen (DZNE), site
Rostock/Greifswald closes important knowledge gaps. With the funding of the 'EU Atlas: Demen-
tia & Migration’, we hope to support transnational exchange, networking, and cooperation be-
tween stakeholders from politics, science, practice, and professional areas for the benefit of those
affected and their families.

Professor Dr. Joachim Rogall
President and CEO

Board of Management
Robert Bosch Stiftung GmbH



Alzheimer Europe

As our societies are ageing, the number of people with dementia is increasing. Many people who
migrated to Europe in the 1960s are now reaching an age at which their likelihood of developing
dementia and needing care is significantly higher. As a result, the number of people with dementia
from minority ethnic groups in Europe is similarly predicted to rise in the coming decades.
Despite this, a recent Alzheimer Europe report found that there was a general lack of appropriate
intercultural care and support for both people with dementia and their informal carers from mi-
nority ethnic groups. In this report, we made a number of recommendations on how to improve
the awareness and understanding of dementia, encourage help seeking for people affected, de-
velop culturally sensitive diagnosis and assessment methods and promote culturally appropriate
care and support.

This European Atlas on Dementia and Migration provides much needed additional information on
the numbers of people with dementia and carers with a migration background or from minority
ethnic groups. All European countries will be confronted with growing numbers and healthcare
systems should identify ways to support better and culturally appropriate diagnosis, care and
treatment.

Despite these population trends, this excellent publication highlights that few dementia strategies
and few diagnostic and treatment guidelines take into account their specific needs and experienc-
es. By carrying out an in-depth literature review and an analysis of national dementia strategies
and care and treatment guidelines, the authors identify shortcomings as well as good practices
which will hopefully provide guidance and advice for countries interested in further developing
intercultural care and support.

| wanted to congratulate the authors on their thorough analysis, the instructive country profiles of
32 European countries and the important conclusions and recommendations they make. | hope
that this report is widely read by policy makers, healthcare providers and national Alzheimer's
associations and be seen as a call to action to better take into account the needs of the growing
numbers of people with dementia from minority ethnic groups.

Jean Georges
Executive Director of Alzheimer Europe



Deutsches Zentrum fiir Neurodegenerative Erkrankungen
(DZNE)

Globalization as result of economic pressure and migrations forced by underdevelopment, war
and famines have been reshaping our societies over the past decades. Migrations are not a new
phenomenon in Europe and blending different ethnicities has created challenges. Different cul-
tures, life styles, nutrition and hygienic habits have resulted in new complex interactions between
genetic backgrounds and acquired environmental influences. In modern societies this is exempli-
fled by acquisition by migrant populations of typical patterns of disease risk factors common in
our societies.

The challenge posed by the diversity of genetic and epigenetic factors in autochthone and mi-
grant populations is complex. It goes from the understanding of genetic diversity to measures
aimed to improve selective healthcare protocols.

Nutrition and lifestyle do play important roles. However, good healthcare and disease prevention,
while increasing longevity in migrant populations have also increased their risk for age-related
chronic diseases such as diabetes, cardiovascular disease, some forms of cancer and neurode-
generative diseases, including dementia.

The Deutsches Zentrum fir Neurodegenerative Erkrankungen (DZNE) is a national research organ-
ization founded by the Federal and State Governments in Germany with the mission to understand,
prevent and cure neurodegenerative diseases. Since its inception in 2009, the DZNE has aimed to
carry out high-quality research on dementia, including research to foster better healthcare. Under
the leadership of Prof. Rene Thyrian, and his colleagues, DZNE uses quantitative methods to esti-
mate the dementia prevalence in people with migration background, qualitative discourse analyses
of dementia plans and care guidelines as well as qualitative (guideline-based) interviews with coun-
try-specific experts to obtain information on the available care services for people with a migration
background with dementia. People with a migration background who develop dementia are a par-
ticularly vulnerable group and require special care. The goal is to suggest first measures to meet the
dementia-related needs of migrant individuals and their families and carers.

The EU-Atlas on Dementia and Migration funded by the Robert Bosch Stiftung aims to consoli-
date and analyse information of migration in Europe and the resulting implications for our health-
care systems. It estimates the number of people with a migration background who might have
dementia and takes into consideration whether or not national dementia plans as well as national
dementia care and treatment guidelines of European countries pay sufficient attention to mi-
gration background. It examines the care situation of people with a migration background and
dementia and available healthcare services for this group in Europe and focus on possible recom-
mendations for a culturally sensitive care.

DZNE welcomes the initiative of the Robert Bosch Stiftung to support this work and looks forward
to contribute to the publication of the EU-Atlas on Dementia and Migration.

Kind regards,

Prof. Pierluigi Nicotera, MD PhD
Scientific Director and Chairman of
the Executive Board
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1. Introduction

Migration on a global scale occurred as early
as in the 15th century, when Europe’s cultural,
economic, and political-territorial expansion
started. At first, Europeans would mostly mi-
grate within Europe, but from the early 19th to
the early 20th century this changed and Euro-
peans have been migrating to other parts of
the world ever since [1]. Emigration and immi-
gration in Europe from the 19th century on-
wards can be divided into different waves, with
Europe initially being a continent of emigration
and gradually turning into an immigration des-
tination. These waves are characterised by
wars, labour migration, collapsing systems,
and economic crises. By mid-2020, the total
number of international migrants amounted
to 280.6 million globally according to the Mi-
gration Data Portal. This data portal provides
statistics and information about global mi-
gration data and is part of the International
Organization for Migration (I0M). Of the 280.6
million migrants, 86.7 million live in Europe,
out of which 16.2% are 65 years or older (ap-
prox. 14 million) [2]. This group is at risk for
the development of age-associated diseases,
an important disease being dementia. There
is an increased risk of developing this disease
with growing age, for example, the dementia
prevalence in Europe is estimated to be 1.5
for the age range 65-69 and 24.9 for the
age range 85— 89. There is an increased risk
of developing this disease with growing age,
for example, the dementia prevalence in Eu-
rope is estimated to be 1.5 for the age range
65— 69 and 24.9 for the age range 85 — 89 [3].
Dementia affects cognitive functioning and is
often associated with problems in motivation,
emotional control, or social behaviour. Memo-
ry, language, orientation, learning capacity, or
thinking are only a few functions that worsen
over the course of this chronic, progressive
syndrome. The impact is not limited to the per-
son affected since dementia has ramifications
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for the families and the caregivers as well. In
addition to persons living with dementia and
their families, dementia has a considerable so-
cial and economic impact [4].

According to Barbarino et al. (2020), over 50
million people were affected by dementia
worldwide in 2020. This number is expected
to increase to 152 million by 2050 [5]. Accord-
ing to ‘Dementia in Europe Yearbook 2019’ by
Alzheimer Europe, the number of people with
dementia in Europe was 9.78 million in 2018
and is expected to be 18.85 million in 2050
[3]. Research has highlighted that people with
a migration background (PwM) often have a
higher risk of dementia than the population
without a migration background. For example,
black people from the Caribbean in the Unit-
ed Kingdom (UK) display higher prevalence of
dementia than white UKborn people [6] and
in the Netherlands, dementia and mild cogni-
tive impairment have been shown to be more
prevalent in non-western immigrants than in
the autochthonous population [7]. An analysis
from 2019 estimates the number of PwM with
dementia in the European Union (EU) and Eu-
ropean Free Trade Association (EFTA) mem-
ber states to be about 475,000 [8].

It is not just that PwM are at higher risk for
dementia, but the health outcomes are worse.
For example: the Alzheimer Europe Report
‘The Development of Intercultural Care and
Support for People With Dementia from Mi-
nority Ethnic Groups’ from 2018 points out in
great detail the various problems PwM face
when trying to get help for dementia from
healthcare systems. It further highlights that
action can be taken to tailor services and in-
formation to the needs of this population and
to educate people working in healthcare about
PwM with dementia. On the PwM's side, there
is often a lack of knowledge about dementia,
the healthcare system and its services, and
how to obtain support. Additionally, the health-
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care system is often not equipped to take care
of this population and does not have servic-
es appropriate for their needs. Furthermore,
healthcare professionals and service provid-
ers may have misconceptions about PwM,
for example, they may think that certain PwM
groups with familism-based cultures prefer
to take care of sick family members at home
and therefore do not require specialised sup-
port from the state. These are only just a few
existing challenges and problems that this
report highlights. A more detailed and recent
overview of this topic is provided by Alzheimer
Europe (2018) [9].

The challenges mentioned above and the ex-
pected increase in the number of PwM with
dementia in the coming years pose a chal-
lenge of an unknown magnitude for health-
care systems in Europe and the world. To face
this challenge and to provide the people af-
fected with the best support and information
possible, healthcare systems, healthcare pro-
fessionals, politicians, and stakeholders need
more information on this vulnerable popula-
tion and its situation. Evidence is needed on
the number of PwM with dementia, how they
are included in the healthcare systems at the
moment, and where room for improvement
exists. Such insights can not only guide peo-
ple and organisations working with people on
a daily basis, but also and equally important
can be of significance in strategically develop-
ing healthcare systems and its services on a
political level in laws, policies, strategies, and
action plans. This atlas is especially intended
to be used for the latter.

Data on the number of PwM with dementia
in Europe exist, however they are scarce, and
data for all EU and EFTA countries and the
UK broken down by individual countries of
birth are missing. Within different countries,
there are more and more strategies, plans,
and guidelines raising awareness on demen-
tia and discussing improvement of treatment
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and care for people with dementia and their
families. However, to the best of the author’s
knowledge no data has been produced that
gives an overview of the prevalence of de-
mentia and national documents on dementia
across Europe with a focus on PwWM.

Having identified this gap of information, the
aim was to create an atlas that provides: (1)
prevalence data and graphical presentation
for the 27 EU and 4 EFTA member states as
well as the UK; (2) analyses of national de-
mentia plans (NDPs) and guidelines on diag-
nosis, treatment, and care; and, (3) analyses
of healthcare systems in terms of the services
and support they provide for the people affect-
ed. This atlas focuses on dementia in PwWM.
It is a supplement to the vast literature and
knowledge about dementia, and a valuable re-
source due to its sharp focus on the care situ-
ation of PwM with dementia.

Since 'migration’ is a widely used term with
many facets and implications, labelling a group
of people with having a migration background
creates definitional problems on many levels
[9]. Migration background is associated, for
example, with ethnicity, culture, socialisation,
and certain stereotypes. Referring to PwM as
one group might disregard the heterogenei-
ty of this group and one has to be very cau-
tious when drawing conclusions. The group is
heterogeneous and while looking at it from a
national or even a European perspective the
challenge is to define who talked about, whose
situation is described and what conclusions
can be drawn. This goes hand in hand with
limitations in comparability and perhaps over-
simplification of the situation. The authors are
aware of this challenge, but to make analyses
possible a definition is needed and limitations
have to be taken into account. The primary fo-
cus of the atlas is on measures to improve the
care situation of people who have immigrated
to the European country they currently live in.
To illustrate some fields of discussion: in this



atlas the authors do not refer specifically to
‘minority ethnic groups’ as it is used in many
international studies and reports. The specific
challenges of PwM discussed in this atlas dif-
fer from the challenges faced by people from
minority ethnic groups who might already be
living in the respective country for generations.
While there are many similarities and intersec-
tions between these groups, not every mem-
ber of a minority ethnic group is a migrant [9].
In some European countries, certain minority

ethnic groups have specific rights (for exam-
ple, concerning linguistic and culturally sen-
sitive information) that PwM currently do not
have in most countries [10]. Along these lines
the authors also do not refer to groups with
certain cultural background, shared ethnicity,
and the like in the analyses. This is acknowl-
edged in the limitations sections and the au-
thors believe that there is a clear benefit of the
analyses to advance the field and healthcare
for this vulnerable group.
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2. Method

To fulfil the aim of this project the work was
divided in different work packages. The migra-
tion history was illustrated, the number of PwM
with assumed dementia was estimated, the
NDPs and guidelines on treatment, care, and
diagnosis were analysed as well as interviews
with experts on the actual state of healthcare
were conducted for the EU and EFTA member
states and the UK.

2.1 Definitions

2.1.1 People with a migration background
A central challenge for comparative studies is
the fact that there is no common definition of
PwM at the European level currently. The indi-
vidual EU, EFTA, and UK countries use different
terms in official national documents for this
population. For example, these are the terms
they used in national dementia care guidelines:
immigrant, people with minority backgrounds
(Norway); people from minority ethnic groups
(UK); people from different cultural or religious
groups (Spain); and people with different cul-
tural or linguistic backgrounds, people born
abroad (Sweden). Furthermore, the definition
of the frequently used term ‘migrant’ also var-
ies [1]. For instance, in the UK a migrant can
be a person whose country of birth is different
from the country of residence, whose nation-
ality is different from the country of residence,
or who changes the country of usual residence
for a period of at least a year [2]. In Germany,
the concept of migration background is based
on an individual's own and parents’ citizenship;
that is, those who are not born with German
citizenship or have at least one parent who
was not born with German citizenship are con-
sidered PwM. [3].

To be able to compare data (number of PwM
with dementia, results of expert interviews) at
the European level, uniform use of terms and a
clear definition of the term used was needed.
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In this study, the United Nations definition is
used as it is the basis for most international
migration-specific databases and data sets
(for example, the Migration Data Portal of the
IOM) and is also used by most national statis-
tical offices of the EU, EFTA, and UK countries.
Therefore, in the authors’ view, it is the most
suitable definition for comparing data on de-
mentia and migration at the European level.
Besides, the definition is also clear and has a
well-defined inclusion and exclusion criterion.
The United Nations defines PwM as people
who are residing in a country other than that
in which they were born [4]. Consequently, in
this study, all people who are residing in the
country in which they were born, including the
offspring of foreign-born immigrants, are ex-
cluded.

This study includes all older people (65 years
or older) who reside in an EU, EFTA, or UK
country and were born abroad.

2.1.2 Individual/local/regional/national level
Individual level: Represents individuals such as
one or several caregivers or doctors. It is in con-
trast to the organisational level, which includes
one or several organisations such as nursing
homes, nursing services or hospitals, and the
systemic level, which includes, for example, the
healthcare system with all organisations, pro-
fessionals, and care planners.

Local level: Level of individual cities, municipali-
ties, or communities.

Regional level: Includes several cities, munic-
ipalities, or communities located in a certain
geographically contiguous territory.

National level: Level of the nation-states. When
referring to measures at the national level, this
includes measures taken by the respective
national government and its representatives,
ministries or institutions, or by other national
organisations that have a nationwide relevance
or whose functions concern the whole country.



Healthcare services at the national level: De-
fined as all services involving healthcare, such
as information, support, advice, diagnosis, or
treatment plans, which are not limited to spe-
cific regions, companies, or institutions and
are referred to in official national documents
by country representatives (e.g., representa-
tives of health ministries, other members of
government, or representatives of national
professional societies).

2.1.3 Policies, guidelines, recommendations
Policies: Instructions for action published by
legally legitimate institutions that must be
followed in a binding manner and that reflect
the state of knowledge of medical science at a
certain point in time [5-7].

Guidelines: Systematically developed and
scientifically based, legally non-binding deci-
sion-making assistance on the appropriate
procedures for specific health problems [8, 9].

Recommendations: Suggestions, advice, hints,
or consensual solution strategies for selected
questions. They are based on relatively weak-
er scientific evidence and have a lower norma-
tive character than guidelines [5, 7].

2.1.4 Inpatient and outpatient care

The authors understand inpatient care as the
permanent accommodation, care, and treat-
ment of a person in need of care in a nursing
facility. Examples include nursing homes, hos-
pices, and rehabilitation facilities [10].

Outpatient care comprises support for per-
sons in need of care and their relatives through
the provision of medical or non-medical care
in their residence. A home care provider offers
day-to-day support to the patient and the fam-
ily, which enables family caregivers to better
organize care, and other obligations, such as
work or childcare, and to provide the highest
possible level of care to the individual living
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with the disease [11].

2.1.5 Healthcare and healthcare services
Integrative, segregative, and hybrid care model
The authors have defined the integrative care
model as a model where PwM are provid-
ed with mainstream services together with
non-migrants (people without a migration
background).

In a segregative care model, PwM or individual
migrant groups are offered specialised servic-
es that are tailored for them (based on Kaiser
2009 [12]).

A hybrid care model comprises both integra-
tive and segregative elements. This model ex-
ists, for example, when the healthcare system
has areas where PwM with dementia are of-
fered the same services as the autochthonous
population, as well as areas where specialised
care services are provided for this population
or certain groups from this population.

Inclusion of people with a migration background
with dementia in healthcare

Generally, inclusion is defined as the social in-
volvement of people or their participation in the
life of society [13]. With regard to the social sub-
system of healthcare and the population in fo-
cus in this study, inclusion is the involvement of
PwM with dementia in the healthcare system.
Concretely, the inclusion of PwM with demen-
tia in the healthcare system means that: 1.
Providers of healthcare services (e.g. general
practitioners, specialists, nursing homes, and
home care providers) are sensitised to the
unique (e.g. cultural or linguistic) needs that
PwM or people from certain migrant groups
with dementia may have. 2. Service provid-
ers offer PwM care, treatment, and support
services adapted not only to the cultural and
linguistic, but also their individual needs. 3.
PwM with dementia receive these services. 4.
PwM are aware that the services are tailored
to their needs.
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To include PwM with dementia, the services
offered to this group must be validated and
evaluated by them. Only if PwM with dementia
have a sense of participation in the healthcare
system and its services, and feel that the pro-
fessionals working in the system are respon-
sive to their individual needs, inclusion could
be considered successful.

Participation in the development of healthcare
services

One key element of inclusion is the participa-
tion of PWM with dementia as well as their
family members, especially the family caregiv-
ers, in the development and implementation of
specialised PwM-oriented care structures and
services. The participatory approach means
that PwM-specific care services would not
only be developed for, but also by or at least
with the PwM. Full participation means that
their views are taken into account throughout
the development process. One way of imple-
menting such an approach is integrating them
into the respective project teams. Another
possibility is to systematically ask them be-
fore the beginning of the development phase
about their core needs and what kind of care
services would they find helpful. Moreover,
they should have the opportunity to assess
the implementation of the specialised servic-
es in the development as well as post-finalisa-
tion stages. In both cases, the designed care
services must be systematically validated in
the care practice by PwM with dementia and/
or their family caregivers.

Culturally sensitive care

Culturally sensitive care is the orientation of
care practices and treatments to the specific
culture the person in need of care belongs to
[14]. Such care is characterised by an intercul-
tural orientation (an attitude that is in harmo-
ny with the cultural, ideological, and religious
identity [15] of the individual professional car-
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egivers), an intercultural opening (a strategy
that lays emphasis on equality of access to
and quality of services for people with differ-
ent cultural backgrounds) of care facilities,
and intercultural competence (ability to derive
concrete forms of action and interaction from
these positions [16]) of the professional car-
egivers and facilities [14]. For nursing staff,
culturally sensitive care means consciously,
consistently, and continuously considering
cultural and migration-related dimensions
in the care relationship. In other words, they
would be expected to accept and respect the
lifestyles, traditions, values, and beliefs of the
people in need of care [17].

The central goal of culturally sensitive care
is to recognise and fulfil the specific needs
of PwM and enable equal access to care.
Through knowledge and appreciation of cultur-
al differences both on the part of nursing staff
and on the part of the persons in need of care,
the care relationship should be improved and
the intercultural competence of the respective
care facility should be further developed [18].
To be able to provide culturally sensitive care,
healthcare staff must perform their duties,
such as detailed documentation of life his-
tory and anamnesis, in a way that takes into
account the cultural background of patients
and how it may affect their healthcare needs.
In addition, care standards and, particularly, a
standardised procedure for informing nursing
staff must be defined [18].

Intercultural care

By intercultural care, it is meant that a profes-
sional caregiver looks after a person in need of
care who has a different cultural background
and the care practice is based on the mutu-
al understanding of the respective cultures
(based on Yakar und Alpar 2018 [19]).



Vulnerability of people with a migration back-
ground with dementia

In the context of PwM with dementia, a group
is described as vulnerable in this study if their
members either have a higher risk of develop-
ing dementia, the disease occurs on average
earlier in their lives, the course of the disease
is worse (e.g. faster degeneration of cognitive
abilities, poorer health outcomes), the neg-
ative effects of the disease are greater (e.g.
loss of knowledge of the language of the host
country, loss of employment, previous need of
care), the care situation is worse, or they are
affected by inequalities such as underdiagno-
sis or underprovision.

2.2 Expert workshop at the 29th
Alzheimer Europe Conference

An essential step in this project was the recruit-
ment of experts. The experts were recruited by
an official call via European Foundations’ Initi-
ative on Dementia (EFID), Alzheimer Europe,
The network on ‘Early detection and timely
INTERvention in DEMentia’ (INTERDEM), the
European Network of Intercultural Elderly Care
(ENIEC), and the Alzheimer Societies of the EU
and EFTA countries and the UK. In this call, a
brief project description was given along with
an invitation to support this project, attend an
expert workshop at the 29th Alzheimer Europe
Conference in The Hague in October 2019, and
take part in an interview. The organisations
were sent the call, which they then forwarded
to their partners in their mailing lists. Interested
potential experts contacted the project team
and were invited to participate in the expert
workshop. At this workshop, the project was
presented along with the interview guide to get
feedback, discuss the planned approach with
the experts, and adjust the work packages.
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2.3 Migration history

A literature analysis was conducted to deter-
mine the history of migration. For this pur-
pose, the search engines Google and Google
Scholar were searched for scientific literature
(including documents by historians, political
scientists, and other migration experts). In
addition, political documents, European and
national migration reports, data from national
statistical offices, and international databases
such as the Migration Data Portal as well as
articles from migration-specific websites such
as those of the Migration Policy Institute or the
IOM were studied. The search was limited to
documents published in English and German.
The date of screening of the search engines
and websites was 1 July 2019. For each coun-
try and for the history of migration on a Euro-
pean level, different documents, reports, and
data were evaluated and a consensus was
formed from the results of this evaluation. For
the analysis of the history of migration at the
European level, the period from the beginning
of the 19th century to the present was taken
into account. This period was chosen as it
provides a useful background to present-day
migration, historically established and current-
ly relevant migration flows, the composition of
the European migrant population, and the his-
torical and current significance of migration in
Europe. The selection of this period, and espe-
cially the inclusion of the 19th century, allows,
inter alia, to illustrate the changes in Europe
in terms of the direction of migration. In pre-
senting the migration history of the individual
countries, no uniform period was chosen, as
the developments in the individual countries
vary considerably. There are countries with a
long migration history where developments
or occurrences from past centuries have a
major influence on current migration patterns
or at least contribute to the understanding of
recent developments, and there are countries
where the topic of migration has only played
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a relevant role for a few decades. In addition,
the terms used to describe the respective pop-
ulation (e.g. migrant, immigrant, emigrant, ref-
ugee, guest worker) were taken from the origi-
nal documents when describing the migration
history of the individual countries.

2.4 Number of people with a
migration background with
dementia

2.4.1 NUTS level

The system ‘Nomenclature des Unités territo-
riales statistiques’ (NUTS) is a geographical
classification system that subdivides EU and
UK countries in hierarchical levels: NUTSO,
NUTS1T, NUTS2, and NUTS3. There is also a
NUTS coding system for countries outside of
the EU. These are the EFTA countries, coun-
tries joining the EU, and potential EU countries.
NUTSO corresponds to the member state. The
NUTS1 regions (large regions) house 3 to 7
million people. NUTS2 regions (medium-sized
regions) are inhabited by approx. 800,000 to 3
million people while the NUTS3 regions (small
regions) have 150,000 to 800,000 residents.
The intention of this subdividing is "..the col-
lection, development and harmonisation of EU
regional statistics; socioeconomic analyses of
the regions; (...); framing EU regional policies;..”
[20, 21].

For the following sections, the intended proce-
dures will be explained first. Since these were
not applicable for every country, the section
‘Exceptions’ will describe the changed ap-
proaches that were done for these cases.

2.4.2 Data and dementia prevalence rates

To determine the number of PwM with demen-
tia, the statistical offices of the EU and EFTA
countries and the UK were contacted to obtain
data divided by different ethnicities on PwM
who are 65 years and older living in the respec-
tive countries. These data were sought for the
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NUTS3 regions. The statistical offices either
provided data or a link to a statistical data
portal where data could be obtained. Due to
data protection reasons only a few countries—
Finland, Greece, Hungary, Ireland, Romania,
Slovenia, and the UK—could hand out the re-
quired data on NUTS3 regions. Because only
a few countries could provide NUTS3 data, it
was then decided to display NUTS2 data in-
stead of NUTS3. Some countries, such as Bul-
garia or Romania, do not show data below a
certain value out of data protection reasons.
The data will be presented as absolute num-
bers of PwM with dementia aged 65 or older
for the whole country (NUTST or NUTSO) and
NUTS2. Data will also be showcased as PwM
with dementia aged 65 or older in relation to
the whole population aged 65 or older of the
respective country (per 100,000) and in rela-
tion to the population aged 65 or older with a
migration background (per 10,000). These two
will be shown for the whole country and the
NUTS2 level, if available. Values below 5 will
not be shown because of confidentiality rea-
sons. Absolute numbers below five will not be
displayed due to data protection reasons.

The prevalence rates for dementia used for
the calculations were taken from the ‘World
Alzheimer Report 2015 by Alzheimer's Dis-
ease International (ADI). In this report, ADI
depicts the prevalence rates of dementia for
different parts of the world (e.g. North Africa,
Central Europe, the Caribbean, South Asia, and
Oceania) as well as for the world as a whole.
These prevalence rates refer to people aged 60
or older [22]. It was decided to use the demen-
tia prevalence rate of the country the people
are living in. The data in this atlas refer mostly
to people at the age of 65 or older—except for
Bulgaria, Lithuania, Malta, and Poland whose
data refer to people aged 60 or older—which
points to the risk that the numbers of PwM
with dementia are underestimated.



2.4.3 Calculations

To determine the absolute number of PwM
with dementia aged 65 or older the dementia
prevalence rate of a country was applied to
every ethnic group living in that country and
the single NUTS2 regions. These absolute
numbers were taken and put into relation to:
a) the whole population aged 65 or older of that
country or the NUTS2 regions (per 100,000 in-
habitants aged 65+) with the formula

PwM with dementia * 100,000

Population 65+

b) the population with a migration background
aged 65 or older of that country or the NUTS?2
region (per 10,000 inhabitants with a migra-
tion background aged 65+) with the formula

PwM with dementia * 10,000

Population with migration background 65+

2.4.4 Maps

The maps were created based on the estimat-
ed data on PwM with dementia. The program
that was used is ESRIOArcGISd 10.7.1 Esri
Inc., Redlands/California (USA). The statistical
offices that provided data either refer to the
NUTS-system 2016 or 2010 which were used
for the creation of the maps. To depict non-Eu-
ropean countries and waters ‘World Countries’
or ‘World Ocean Background' by Esri were
used [23, 24].

In total, there are five different maps designed
to display the data. For the whole country
there is one map with a bar chart displaying
the absolute numbers of PwM with demen-
tia aged 65 or older and one map with a pie
chart showing the number of PwM with de-
mentia per 100,000 people aged 65 or older in
that country. These data were always shown
for the population (with and without a migra-
tion background) as a whole and for the five
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countries most PwM with dementia originated
from. The other countries of origin were sum-
marised in the category ‘other’. Furthermore,
choropleth maps were created. A choropleth
map shows how many people with dementia
of a particular ethnicity are living in the differ-
ent NUTS2 regions of the respective country.
These were prepared for the population with-
out a migration background and the top five
countries of origin. The categorisation within
the choropleth maps follows the median of
the autochthonous population for the popula-
tion without a migration background. For the
different ethnicities it is the median of all PwM
from these five ethnic groups combined.

On the NUTS2 level are two maps for each
country. One map shows the absolute numbers
of PwM with dementia aged 65 or older in a bar
chart and the other map depicts the number of
PwM with dementia per 100,000 people aged
65 or older in that country in a pie chart.
Furthermore, two choropleth maps for Europe
are included. One map shows the absolute
number of PwM with dementia in the EU and
EFTA states and the UK. The other shows the
number of PwM with dementia per 100,000
inhabitants aged 65+. For these maps the cat-
egories were created using the Jenks Natural
breaks algorithm. This algorithm summarizes
cases with similar value into one category.
That way the within difference (or variance) in
the categories is small while the between dif-
ferences between the categories is as large as
possible [25].

In the maps as well as in the tables codes are
used for the countries. The country codes can
be found in the list of abbreviations (chapter 8).

2.4.5 Tables

To elaborate on every relevant figure depicted
in the maps, tables are provided: one table for
the country as a whole and one table for the
NUTS2 regions. Both tables show the absolute
number of PwM with dementia (Absolute num-
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bers), PwM with dementia per 10,000 PwM
aged 65 or older (Prevalence/10,000 inhabit-
ants with a migration background aged 65+)
in the country or the respective NUTS2 region,
and PwM with dementia per 100,000 people
aged 65 or older (Prevalence/100,000 inhab-
itants aged 65+) in the country or the NUTS2
region. This is shown for the population (with
and without a migration background) as a
whole and the top five countries of origin of
PwM with dementia. Remaining countries of
origin are summarised in the category ‘other’
which is calculated by subtracting the popu-
lation without migration with dementia and
the PwM with dementia from the top five
countries of origin from the total number of
people with dementia living in the country or
the NUTS2 region respectively. For the sec-
tion ‘Prevalence/10,000 inhabitants with a mi-
gration background aged 65+ no figures are
shown for the population without a migration
background. To calculate this value, only PwM
were included in the computation, making the
population without migration not relevant for
this section.

2.4.6 Exceptions

Countries with only one NUTS level

A number of countries are not differentiated
by NUTST, NUTS2, and NUTS3 regions be-
cause the allocation by NUTS region is not ap-
plied equally to all countries. Some countries
are not that large and use only one NUTS-level
as a whole while others are just divided into
NUTS1T and NUTS3 regions. Hence, in this at-
las, for some countries, only data for the whole
country are shown. This pertains to Cyprus,
Estonia, Iceland, Liechtenstein, Luxembourg,
Latvia, Malta, and Northern Ireland.

Countries with data only for the whole country
despite having NUTSZ2 regions

Some countries did not have the kind of data
that were needed on NUTS2 level. These
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countries were Croatia, France, Italy, Lithuania,
and Sweden. For Croatia and Lithuania, only
NUTS1 data could be obtained, while the data
for France was for people aged 55 years or
older. Italy did not have country-of-origin data
as they had only recorded larger regions, rath-
er than single countries, as places of origin of
PwM. Sweden only provided data for the coun-
try as a whole. In these cases, data for the en-
tire country were used.

Countries with data on NUTST1 level instead of
NUTS2 level

For Germany and England, it was decided to
present the data on NUTST instead of NUTS2
level because the number of NUTS2 regions
was so big that it was not possible to portray
all the data on the maps in a legible way.

Data obtained from Eurostat instead of the sta-
tistical offices

For three countries, the data on PwM being 65
or older available from the statistical offices
did not meet the requirements of this atlas.
These countries were France, Italy, and Lux-
embourg. Luxembourg did not provide a huge
selection of different countries of origin, while
the data for France were for people aged 55
years or older. The data for Italy either referred
to places of previous residence or the region
of the continent a person was born in but not
the individual countries. Therefore, the Europe-
an Statistical System (Eurostat) was consult-
ed to acquire the required data.

Countries with missing choropleth maps

England and Wales only have four choropleth
maps each. For England, no data are available
for the population without a migration back-
ground, just a category ‘UK’ was used where all
UK countries were summarised in. Therefore,
there is no choropleth map for the autoch-
thonous population of England. For Wales, a
choropleth map for India was supposed to be



shown, but Wales does not provide data on
PwM originating from India on the NUTS2 lev-
el, so this choropleth map is also missing.

Changes in calculations

For England, the ‘other’ category is computed
by adding up PwM from all countries of origin
besides the five most relevant. This was done
because there are no data available for the
population without a migration background.

2.5 National dementia plans

The NDPs were subjected to a qualitative dis-
course analysis based on the model of Reiner
Keller (2011). This approach adopts the open
research logic of qualitative social research.
The proposed methods help in structuring the
analysis process but do not represent regula-
tions for the research process. The discourse
analysis focused on the analysis of natural
communication processes in different con-
texts. In the case of this study, discursive prac-
tices in the form of national documents were
used. This knowledge-sociological approach
aims to identify the processes and practices
of knowledge production at the level of insti-
tutional fields. This method can be used to
reconstruct whether and to what extent dis-
courses establish or organize relations be-
tween phenomena [26]. Thus, this model is
a suitable approach for revealing to what ex-
tent attention is paid at the national level to
the relation between dementia and migration
and what knowledge is available or imparted
about PwM with dementia. With this method,
an overview can be given of the institutionally
stabilised knowledge resources regarding the
care situation of PwM with dementia.

2.5.1 Data sources

The information sources for the identification
of NDPs were: the online platform of Alzheim-
er Europe [27], the ‘Dementia in Europe Year-
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book 2018’ [28], the ADI's overview of demen-
tia plans from 2018 [29], and the report ‘From
Plan to Impact Il - Maintaining Dementia as
a Priority in Unprecedented Times' from 2020
[30]. The online platform of Alzheimer Europe
and the search engines Google and Google
Scholar served as a database for the docu-
ments. These data sources were selected
because they best meet the criterion of wide
public accessibility. They should serve as a
central source of information on dementia for
relatives of people with dementia, care provid-
ers, and policymakers. The databases were
screened on two dates: 1 June 2019 and 4
January 2021. As a result of the first search
on 1 June 2019, the data corpus for the analy-
sis of the NDPs of EU, EFTA, and UK countries
included 30 documents from 23 countries.
In addition to 18 NDPs from 16 EU countries,
4 NDPs from 3 EFTA countries, and 6 NDPs
from 4 UK countries, one more national doc-
ument from England and Northern Ireland
valid at the time of the search was taken into
account (as the NDPs of these two countries
were no longer valid in 2019). In Belgium, the
dementia plan of the northern region Flan-
ders was considered, as Belgium is a federal
state, and dementia is only treated at the lev-
el of the Flemish (official language: Dutch) or
French-speaking community (Wallonia, parts
of Brussels) [31]. Consequently, there is no de-
mentia plan for the whole of Belgium. The oth-
er two regions, Brussels-Capital and Wallonia,
do not have a dementia plan. The data corpus
was then extended to include NDPs that were
found during the second search on 4 January
2021 (8 NDPs from 6 EU and 2 EFTA coun-
tries). Furthermore, 9 additional national doc-
uments on dementia from 5 EU countries and
England were found in the search for NDPs,
which were also screened for a migration ref-
erence and considered in the individual coun-
try profiles. The corpus for the comparative
analysis of the NDPs, the findings of which are
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presented in chapter 3.3, comprises 38 docu-
ments. (30 documents from the first search
and 8 from the second search). The corpus for
country-specific analyses, whose results are
included in chapter 3.7, comprises 47 docu-
ments. All the documents utilized in the com-
parative analysis and country-specific analy-
ses were published in the period 2008-2020.

2.5.2 Procedures

These documents were systematically screened
for their relevance to migration. The first step
was to examine whether the documents in-
cluded separate chapters on migration. Then,
the NDPs were screened for these key terms:
minorities, minority, migration, culture, ethnic,
background, migrant, sensitive, cultural, di-
verse, diversity, and language. If the migration
topic was found, a content analysis of the sec-
tionin which it was located was carried out. For
this purpose, the contents were paraphrased,
memos and comments were added, and the
text passages were coded using the strategy
of open coding. The categories were derived
from the contents of the documents. First, the
content was roughly structured according to
the categories’ problem description and ac-
tions and then fine-tuned according to the cat-
egories presented in table 2 in section 3.3.1.
These categories were selected because they
describe the content of the sections related to
migration in the best way and include the cen-
tral elements of the research question. Then,
the contents of the statements were recon-
structed in an interpretative-analytical way.
Afterward, the results were interpreted and
assessed [26]. The data were first interpreted
individually for each country, then short coun-
try profiles were produced, and, in the end, the
findings were compared.

2.5.3 Language of national dementia plans

In the search for NDPs, primarily English and
German terms were used. If no documents
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could be found in this way, a search was con-
ducted using terms translated into the respec-
tive national language. A total of 47 documents
were examined out of which 23 were available
in English and 8 were in German, the native
language of the authors. These 8 documents
in German were from: Austria (2), Germany (4),
Liechtenstein (1), and Switzerland (1). Nine of
the remaining 16 documents (from France, It-
aly, Luxembourg, the Netherlands (2), Poland,
Portugal (2), and Spain) were translated using
the translation program DeepL. The remaining
7 documents from Cyprus, The Czech Repub-
lic, Hungary, Iceland, Norway, Slovenia, and
Sweden were found (on Google Search) and
screened by translating the keywords into the
respective national languages using Google
Translate.

2.6 National dementia care and
treatment guidelines

The national guidelines of the EU, EFTA, and
UK countries for the care and treatment of de-
mentia patients were also systematically ana-
lysed using the qualitative discourse analysis
method of Keller (2011). Basically, the same
analysis steps were carried out as in the study
of the NDPs. The documents were obtained
with the help of national non-governmental
organisations (NGOs), ministries, and profes-
sional societies. The organisations were con-
tacted (by e-mail) in the period: 2 May-11 July
2079.

2.6.1 Data sources

The following organisations were contacted
for information about the existence of nation-
al guidelines, policies, and recommendations:
national Alzheimer societies (n=28), national
health or social ministries (n=32), and national
professional societies for geriatrics, gerontol-
ogy, or neurology (n=27) of 27 EU, 4 EFTA and
4 UK countries. The Alzheimer societies were



contacted first (on 2 and 3 May 2019), the
health ministries second (on 20 and 21 May
2019), and the professional societies third (on
10 and 171 July 2019). These organisations
were asked whether care or treatment guide-
lines for people with dementia exist at the na-
tional level and how these documents could
be accessed. The response rate was just over
39% (33 of 87 organisations responded). It
was particularly high in the national health or
social ministries (almost 72%, i.e. 23 of 32),
but significantly lower in the national Alzheim-
er societies (about 21%, i.e. 6 of 28), and the
national professional societies for geriatrics,
gerontology, or neurology (almost 15%, i.e. 4
of 27). The ministries and professional socie-
ties were identified by a Google search, while
the Alzheimer Europe website served as the
basis for the contact data of the Alzheimer
societies [30]. To substitute for the organisa-
tions that did not respond, a Google search
was carried out to find research institutions,
university faculties, medical facilities, clinics,
or NGOs, and a PubMed search was conduct-
ed to find researchers dealing with the topic of
dementia in the individual countries, who were
then written to. In two cases (Slovakia and Po-
land), the respective embassies in Germany
and the German embassies in the respective
capitals were also contacted. Finally, respons-
es were received from 47 organisations of 35
countries and thus it was possible to create a
profile for each EU, EFTA, and UK country. The
list of responding organisations is attached
in the appendix (table 4). To integrate docu-
ments from as many countries as possible, no
definitions or restrictions were made. All doc-
uments offered by these organisations were
included in this study. The organisations either
sent the documents themselves or pointed
to online platforms where they were accessi-
ble. Accordingly, the websites of the national
Alzheimer societies, the health ministries, and
various professional societies (geriatrics, neu-
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rology, psychology), and associations (med-
ical association) served as sources of data.
Besides, a Google search was conducted. The
corpus of documents for this analysis was 45
documents from 29 countries (36 documents
from 21 EU countries, 6 documents from 4
EFTA countries, and 3 documents from 4 UK
countries). In the comparative analysis of the
national treatment and care guidelines (chap-
ter 3.4.1), the two documents from Croatia
and Liechtenstein, which were taken into ac-
count in the respective country profiles, were
excluded, as they are not national documents
(Croatia and Liechtenstein) and do not contain
recommendations, guidelines, or directives on
dementia care (Liechtenstein). Therefore, the
corpus comprises 43 documents.

2.6.2 Procedures

The documents were heterogeneous and con-
tained different document types with different
definitions of policies, guidelines, and recom-
mendations. To structure this corpus, the doc-
uments were assigned to standardised cate-
gories (for an overview and definition of these
categories see the section definitions below in
this chapter). Subsequently, the content of the
documents was described. First, the tables of
contents were examined for an existing migra-
tion chapter. Then, the continuous text was
screened for the following key terms: minori-
ties, minority, migration, culture, ethnic, back-
ground, migrant, sensitive, cultural, diverse,
diversity, language, origin, non-western, char-
acteristic, communities, religious, native, and
guest. If a migration reference could be identi-
fied, the content of the respective section was
subjected to detailed analysis.

The data were analysed according to the fol-
lowing scheme: 1. The relevant text passages
were read repeatedly. 2. The contents were
paraphrased. 3. The individual text passages
were assigned memos and comments. 4. The
text passages were coded. 5. The statement
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contents were recorded and reconstructed in
an interpretative-analytical way. 6. The empir-
ical results were interpreted and assessed. 7.
The results were presented in tabular and text
form. In the comments, it was noted which
criteria were used to formulate the respective
codes and assign them to a text passage, and
in the memos, it was documented what fur-
ther considerations, ideas, and hypotheses
arose regarding the specific text passage. For
the coding of the text passages, the strategy
of open coding was used [26]. Table 3 in chap-
ter 3.4.1 shows the categories derived from
the documents that were analysed. As in the
analysis of the NDPs, the data were first inter-
preted individually for each country, then short
country profiles were produced, and finally, the
findings were compared.

2.6.3 Language of national dementia care
guidelines

During the data collection, the languages Eng-
lish and German were primarily used. Coun-
try-specific institutions and experts were
contacted in English and the German-speak-
ing countries (Germany, Austria, Switzerland,
Liechtenstein, and Luxembourg) in German.
In some (mainly Eastern European) coun-
tries, after a certain period without response,
follow-up contact was made in the respec-
tive national language. For this purpose, the
translation program Deepl, Google Translate,
and the support of a native speaker from the
environment of the authors were used. The
45 documents sent in by the institutions and
experts were mostly (29) written in the respec-
tive national languages. Eight documents (1
each from England, Wales, Scotland, Ireland,
Malta, Flanders, Spain, and the Netherlands)
were available in English, and eight docu-
ments (3 from Switzerland; 2 from Austria; 1
each from Germany, Liechtenstein, and Lux-
embourg) in German. Of the 28 documents
published exclusively in the respective mother
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tongues, 9 (4 by France, 3 by Belgium/Flan-
ders, 1 each by the Netherlands and Portugal)
were translated with the help of DeepL. The
remaining 20 documents were searched for
keywords in the respective national languages
with the help of Google Search, Google Trans-
late, and a native speaker (Polish/expertise in
some related Eastern European languages).
The documents were translated using the
Pro version of the translation service DeepL
and the Google Translator. The results of the
analyses of the NDPs and care guidelines as
well as the further preliminary project results
were discussed, with a focus on dementia and
migration, with various experts from different
EU, EFTA, and UK countries (Belgium/Flan-
ders, Bulgaria, Denmark, England, the Neth-
erlands, Norway, Portugal, and Romania) at a
workshop in The Hague (the Netherlands) in
2019 and a project session during the virtual
Alzheimer Europe conference 2020.

2.7 Expert interviews

In addition to the document analyses, it was
decided to conduct interviews with experts
on dementia and migration. This was done to
obtain further views on this topic and receive
in-depth responses on how the care situation
looks like in practice. This way it was also pos-
sible to verify whether the NDPs and guidelines
reflect the actual care situation of the PwM with
dementia and their family members or if they
are disconnected from what is happening in the
healthcare landscape.

The experts who participated in the expert work-
shop were invited to take part in the interviews.
Since experts were not found for every country
inthat initial recruiting process, researchers and
care providers were contacted during events
or presentations on the topic of dementia and
migration. Furthermore, databases such as Pu-
bMed were searched for articles on dementia
and migration, and the relevant authors were



contacted. Google searches for healthcare pro-
viders who focus on this topic were conducted
and editors or authors of NDPs, national health
ministries, professional societies, and Alzheim-
er societies were written to.

The first interview was done in person while the
rest were conducted via the videoconference
platform Zoom over the course of 12 months.
Overall, 25 experts were interviewed from 17
countries: Austria, Belgium, Bulgaria, Denmark,
Finland, Germany, Greece, Ireland, Italy, Liech-
tenstein, Luxembourg, the Netherlands, Nor-
way, Portugal, Romania, Sweden, and England.
For almost all countries oral interviews were
conducted. The only exception was the expert
from Sweden who provided written statements.
Almost all interviews were conducted in English
with the exception of Germany, Liechtenstein,
and Luxembourg, which were held in German.
The experts were researchers, care planners,
care providers, and representatives of demen-
tia associations or Alzheimer societies. Thus,
this study includes representatives of people
with dementia, but primarily representatives
of the scientific and healthcare systems. The
participants were not always experts in the
fleld of dementia and migration, as dementia in
immigrants is not an important topic of study
in some countries. Therefore, in such cases,
health and migration experts or dementia ex-
perts were interviewed or a round table was
organised in which both dementia experts and
migration experts participated. For a few coun-
tries, such as the Baltic States, no researchers
or care providers working on this topic could be
found. In some cases, the topic of immigration
does not play a major role and the topic of de-
mentia is rarely addressed. Overall, the recruit-
ment of experts was a challenge that was in-
tensified by the COVID-19 pandemic. Since the
outbreak of the pandemic, for example, no re-
sponse from some countries were received for
a certain amount of time.
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2.7.1 Interview guide

The questions for the interviews were derived
from scientific articles, national and interna-
tional reports, and the analysis of NDPs. The
primary source was the Alzheimer Europe re-
port ‘The Development of Intercultural Care
and Support for People With Dementia from
Minority Ethnic Groups' from 2018. Topics of
the interview were: general questions, care, in-
clusion, and information of PwM (with demen-
tia), professional care, and support for family
caregivers. The experts were sent the inter-
view guide together with a document contain-
ing definitions of key terms and the research
proposal of this project before the interview.
Besides, the experts were offered a fee of
400€ for their participation in the interview.
The interview guide and the document with
the key terms can be found in the appendix in
English and German.

2.7.2 Data evaluation

The interviews, which lasted 90 minutes on
average, were recorded and then transcribed.
Thereby, the transcription rules of Kuckartz's
qualitative content analysis (2010) were ap-
plied and a verbatim transcription was con-
ducted. The evaluation of the interviews was
based on the method of qualitative content
analysis of Mayring (2014). To structure the
content, a combination of deductive and in-
ductive categorisation was used. First, three
categories were deductively derived from the
categories for the interview agenda—1. servic-
es and information for PwM with dementia, 2.
professional qualification and PwM in health-
care, 3. support for family caregivers. The text
sections directly relating to one of these three
topics were assigned to the categories and ex-
tracted. The other sections were not included
as they do not provide direct answers regard-
ing the main aims of the interviews and the
atlas. Afterward, the extracted material was
sorted and the content was summarised into
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individual categories. Then subcategories were
inductively derived from the data. Sub-topics
were formed for the three main topics and ge-
neric terms were derived for the respective phe-
nomenon described. In the end, a final category
system was created and the material was sort-
ed, summarised, and integrated into the coun-
try profiles for the atlas.

For a few countries (8), interviews were con-
ducted with several experts. In the country pro-
files, the central statements of all experts were
mentioned and divergent statements of differ-
ent experts from one country were marked ac-
cordingly. In chapter 3.6 ‘Care situation of peo-
ple with a migration background and dementia
and available healthcare services for this group
in Europe’, where the results are first presented
quantitatively, and in figures, only one answer
per country was taken into account. In most
cases, especially among the experts who were
interviewed together, their central statements
were in agreement. However, in two cases there
were discrepancies in central statements—
once for the two experts from Bulgaria and
once for the two experts from Liechtenstein. In
both cases, the answer of the expert who, ac-
cording to a self-assessment conducted at the
beginning of the interview, had the higher ex-
pertise in this field and who substantiated the
given answer was given weightage.

2.7.3 Changes due to the COVID-19
pandemic

The global COVID-19 pandemic necessitated
changes to the planned procedures. The orig-
inal plan for the interviews was to visit the ex-
perts in their respective countries and do the
interviews face-to-face. However, due to the
heightened health risks and travel bans, the
format changed to interviews via videoconfer-
ence. Also, the circumstances resulting from
COVID-19 and the need for modifications to
the approach led to the extension of the pro-
ject duration by six months.
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2.8 Important elements for the
provision of culturally sensitive
care to people with a migration
background with dementia

To provide a brief overview of key elements
of culturally sensitive care that considers the
specific needs of PwM with dementia accord-
ing to the current state of scientific knowl-
edge, a systematic analysis of articles from
peer-reviewed scientific journals, scientifical-
ly oriented oral statements from conference
presentations, governmental dementia plans
and international reports, as well as medi-
cal-oriented guidelines on the care of PwM
with dementia was performed. Thereby, three
methodical models were combined (triangu-
lation) as follows. For the collection of state-
ments from scientific articles, the systematic
literature analysis by Becker (2018) was used;
for the analysis of the data, the discourse anal-
ysis by Keller (2011) was implemented; and
for the coding, qualitative content analysis by
Mayring (2014) was applied.

2.8.1 Data collection

1. To identify relevant articles in scientific jour-
nals, the databases PsycARTICLES, Psychol-
ogy and Behavioral Sciences Collection, and
PsycINFO on the platform EBSCOhost and
the PubMed database were screened. There-
by, the key terms—care, Versorgung, demen-
tia, Demenz, migration, and Migration —were
used. In this analysis, only articles in German
and English were considered as these repre-
sent the mother tongue and second language,
respectively, of the authors. The study covers
the period from 1 January 2009 to 1T Novem-
ber 2019. This period is based on the validity
of recommendations for action from guide-
lines and NDPs of various European countries.
In most EU, EFTA, and UK countries, the va-
lidity of guidelines and dementia plans is five
years. Since the recommendations for action
in two successive documents often differ only



slightly and since clear discrepancies only
occur after a gap of more than 10 years, this
period was used as a basis for this analysis.
The database search was limited to abstracts
and titles because the study was supposed to
only consider articles that focus on the care of
PwM with dementia.

The formal search criteria were as follows.
Language: German and English, publication
date: 1 January 2009—1 November 2019, pub-
lication type: Open Access, and search date:
1 November 2019. The search terms and re-
sults were as follows: PubMed: (((Versorgung
[Title/Abstract] OR care [Title/Abstract])) AND
(Demenz [Title/Abstract] OR dementia [Title/
Abstract])) AND (Migration [Title/Abstract] OR
migration [Title/Abstract]): 17 hits; EBSCO-
host: database: PsycARTICLES, Psychology
and Behavioral Sciences Collection, PsycINFO:
(((versorgung or care [Abstract])) AND (De-
menz or dementia [Abstract])) AND (Migration
or migration [Abstract]): 21 hits. Thus, the total
number of articles after excluding duplicates
was 25.

After excluding four articles due to the date of
publication and four articles due to the imple-
mentation of material quality criteria requiring
inclusion of elements/measures on the top-
ic of care of PwM with dementia, the corpus
comprised n=17 articles.

2. Afterwards, the following documents were
integrated into the corpus:

- NDPs of the EU, EFTA, and UK countries,
which were available via the website of
Alzheimer Europe or the search engine
Google on 1 November 2019

- dementia care guidelines received until 1
November 2019 from the national Alzheim-
er societies, health ministries, and profes-
sional societies for geriatrics, gerontology,
and neurology of the EU, EFTA, and UK
countries. These guidelines were provided
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in response to mail requests that were sent
out between 2 May and 11 July 2019.

- articles referenced in the systematically de-
rived articles

—> international reports, books, databases,
and websites available online on 1T Novem-
ber 2019 in which elements or measures
regarding the care of PwM with dementia
were present. These were found through
a Google search using several keywords
such as: report/book/database/website
and dementia and migration, dementia
care, or migrants and health.

3. Finally, oral statements were derived from
conference presentations, workshops, and
discussion panels in EU countries on the topic
of dementia and migration. Only contributions
from events attended by the authors were con-
sidered. The authors evaluated the programs
of various events organised at the EU level and
attended those that highlighted topics the au-
thors deemed relevant in the context of caring
for PwM with dementia. Additionally, an event
of the German Alzheimer Society in which sci-
entists, practitioners, and family caregivers
gave their inputs on the topic of dementia and
migration was considered.

2.8.2 Basis of the data

The search resulted in the following hits:
n=113 documents, books, databases, and
websites and n=4 events. After screening the
content of these texts and events, the follow-
ing discourse fragments remained: n=64 doc-
uments, books, databases, and websites and
n=4 events. Their breakdown is as follows:
28 scientific articles; 15 national guidelines;
11 NDPs; 6 international reports on dementia,
health, and migration; 2 books on dementia
and migration; 1 database with initiatives on
intercultural care; 1 website on health and mi-
gration; the North Sea Dementia Group Meeting
2019; the Alzheimer Europe Conference 2019;
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the European Public Health Conference 2019;
and the Symposium on Dementia and Migra-
tion of the German Alzheimer Society 2019.
These texts, publications, and events represent
the database for the results of this study.

2.8.3 Data evaluation

The relevant text sections and oral contribu-
tions were paraphrased; memos and com-
ments were added; and the text was coded
[26]. A combination of deductive and induc-
tive categorisation was used. First, categories
were derived from other guidelines on de-

mentia care [33-37]. These categories were
assigned to the individual text sections. From
data material that could not be coded in this
way, content categories were aggregated.
Then, the category set was structured by for-
mulating main categories. Afterward, a rough
structure was generated from the main cat-
egories, and the content was ordered [38]. A
consensus was built, central statements were
derived, and deviating or singular statements
were excluded [39]. Subsequently, the central
statements were summarised into a cata-
logue of measures and finally structured.
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3. Results

3.1 Europe’s migration history

Migration in Europe is not a modern or recent
phenomenon. Since the beginning of human
history, migration has been a central element of
social change. Global migration on a larger scale
began in the 15th century, when Europe began
to expand worldwide politically-territorially, eco-
nomically, and culturally. Until the early 19th
century, the emigration of Europeans to other
regions of the world was still moderate [1].

3.1.1 Waves of European migration

history since the beginning

of the 19th century
Recent migration history can be divided into
Six waves:
1st wave: Early 19th century—early 20th cen-
tury: Europe was a continent of emigration and
more than 60 million Europeans left the con-
tinent for North and South America (most of
them for the USA), Australia, and New Zealand.
2nd wave: Beginning of the First World War-
end of the 1940s: The two world wars led to
large internal and intercontinental flight move-
ments. During the wars, soldiers from Asia,
Africa, and the Caribbean were also recruited
by the colonial powers, with several thousand
remaining in Europe at the end of the war. Af-
ter the Second World War, massive migratory
movements occurred due to the displacement
of entire ethnic groups (for example in the for-
mer German eastern territories).
3rd wave: 1950 to mid-1970s: Mass immi-
gration into Europe began. Large groups of
migrants immigrated from former European
colonies and developing countries to France,
United Kingdom, Belgium, Portugal, and the
Netherlands. In the 1950s and 1960s, the in-
dustrial core countries (Western) Germany,
northern Italy, Switzerland, Austria, France,
Belgium, the Netherlands, Luxembourg, Unit-
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ed Kingdom(England), Denmark, and Sweden
also recruited labour migrants from the less
developed countries such as Spain, Italy, Yugo-
slavia, Greece, Ireland (to United Kingdom), and
Finland (to Sweden). From the 1960s onwards,
German, Belgian, Dutch, French, and Scandina-
vian employers began to recruit workers from
Turkey, Morocco, Algeria, and Tunisia, as well
as from certain former colonies such as Sen-
egal or Mali (former French colonies), and the
Caribbean (for British colony). As a result of
positive migration balances, the population in
Europe increased by about 10 million.

4th wave: Mid-1970s—early 1990s: The halt
in the recruitment of labour migrants by most
Northern and Western European countries dur-
ing the economic recession of the mid-1970s
resulted in a large number of migrants settling
permanently in the host nations and relocating
their families in order to live with them. Family
reunification from the Maghreb states, Turkey,
and other countries of origin characterised
the European migration process. Moreover,
the recruitment halts caused a shift in labour
migration towards the southern European pe-
ripheral states, which successively developed
from countries of emigration to countries of
immigration. After economic growth resumed
from the mid-1980s and a structural econom-
ic transformation towards a service-oriented
economy occurred, the demand for low- as
well as highly-skilled labour migrants in the in-
dustrial core countries grew again.

5th wave: Early 1990s-2007: After the col-
lapse of the communist systems, the end of the
Cold War, and the Yugoslavian wars, the Cen-
tral and Eastern European countries (Poland,
Ukraine, Albania, Romania, Bulgaria, and the
Baltic states) developed into major countries
of origin of migrants moving to Western and
Southern Europe, and partly into independent



transit and immigration countries. In addition,
the southern and western peripheries (Ireland,
ltaly, Spain) were established as destination
countries. Furthermore, immigration from
Africa has increased since the mid-1990s. At
the beginning of the 21st century, immigration
from East, South, and Southeast Asia, as well
as from Latin America, also increased signifi-
cantly. Overall, there has been a diversification
of countries of origin and migration motives
(e.g. nurses and doctors from the Philippines;
refugees and asylum seekers from Africa, the
Middle East, Asia, the Balkans, and the former
Soviet Union; students from China).

6th wave: 2008—-Present: The world econom-
ic crisis of 2008 was the starting point for the
current phase of the stabilisation of intra-Eu-
ropean migration and the increasing immi-
gration of non-EU citizens. The crisis initially

led to a decrease in migration within and to-
wards the EU and stimulated emigration from
particularly crisis-ridden countries such as
Greece, Spain, Portugal, and Ireland to North-
ern Europe. From 2012 onwards, immigration
from non-EU countries increased, partly due
to the Syrian and Ukrainian conflicts. Besides,
some countries such as Germany, Sweden,
Denmark, and the UK have initiated programs
to recruit international students and highly
qualified migrants, and the EU has established
an EU-wide residence and work program for
non-EU immigrants (Blue Card system). In
2015, intra-EU migration was 1.4 million, and
legal migration from non-EU countries 2.4 mil-
lion. While Romania and Poland are the main
countries of origin for intra-EU migration, Syria
and Ukraine have become the main countries
of origin for external migration [2-5].

3.1.2 Current situation in the EU, EFTA, and UK countries

Tab. 1: Overview of migration data of EU/EFTA/UK countries

Country Number of | Migrant Migrant Net Total Migrant stock:
migrants*1 | share in population | migration- | number Top 3 countries
in 2019 the total trends number*2 | of new of origin 2013
population | between | (rate*3) migrants
in 2019 1990 and | 2020 in 2013
2019
| y 325,000 Germany (199,935)
Austria 1.8 million |19.9 % 226.93 % (7.4) 101,900 Serbia (174,437
' Turkey (165,206)
ltaly (189,367)
. . 0 . | 240,000 France (155,879)
Belgium 2 million 172 % 153.85 % 4.2) 118,300 Netherlands
(148,440)
Russian federation
. o o -24,000 (19,733)
Bulgaria 168,500 2.4 % 783.72 % -07) 18,600 Romania (6.371)
Ukraine (6,193)
Bosnia and
. - 40000 Herzegovina
Croatia 518,100 12.5% 108,98 % -19) 10,400 (499,059)
' Serbia (118,071)
Slovenia (47,768)
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Country Number of | Migrant Migrant Net Total Migrant stock:
migrants*1 | share in population | migration- | number Top 3 countries
in 2019 the total trends number*2 | of new of origin 2013
population | between (rate*3) migrants
in 2019 1990 and | 2020 in 2013
2019
UK (42,854)
25,000
Cyprus 191,900 16 % 438.13 % (4.2) 13,100 Greece (27,912)
’ Georgia (17,994)
Ukraine (127,239)
EZETJEHC 512700 | 48% 464.40 % 221?)1 00 130100 | Slovakia (73437)
Viet Nam (61,744)
26,000 Germany (35,316)
Denmark | 722,900 12.5% 307.36 % 2 6) 60,300 Turkey (32,829)
i Poland (30,931)
Russian Federation
. \ . 19,600 (159,036)
Estonia 190,200 14.4 % 4979 % (3.0) 4,100 Ukraine (21,014)
Belarus (12,419)
Russian Federation
: o o 70,000 (68,434)
Finland 383,100 6.9 % 605.21 % (2.5) 31,900 Sweden (36,117)
Estonia (34,013)
182600 Algeria (1,406,845)
France 8.3 million |12.8% 140.68 % © 6’) 332,600 Morocco (911,046)
’ Portugal (629,118)
Turkey (1,543,787)
Germany |13 milion |157% | 22203% |2/ TMON | g0r 709 | Poland (1146,754)
(6.6) Russian Federation
(1,007,536)
- 80,000 Albania (574,840)
Greece 1.2 million [11.6% 194.14 % -1 '5) 57,900 Bulgaria (55,988)
’ Romania (38,597)
30,000 Romania (232,793)
Hungary | 512,000 53 % 147.34 % © '6) 39,000 Germany (33,896)
’ Ukraine (31,632)
Poland (9,357)
Iceland 52,400 15.5% 545.83% | 1,900 (1.1) | 6,400 Denmark (3,066)
Sweden (1,876)
118,000 UK (253,605)
Ireland 833,600 171 % 365.61 % v 9') 59,300 Poland (124,566)
’ Lithuania (37,823)
N 244700 RomaAnia (1,008,169)
[taly 6.3 million | 10,4 % 450.00 % 2.5) 307,500 Albania (448,657)

Morocco (425,188)
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Country Number of | Migrant Migrant Net Total Migrant stock:
migrants*1 | share in population | migration- | number Top 3 countries
in 2019 the total trends number*2 | of new of origin 2013
population | between (rate*3) migrants
in 2019 1990 and | 2020 in 2013
2019
Russian Federation
. . . - 74,200 (146,628)
Latvia 237,300 12,4 % 36.73 % (-76) 8,300 Belarus (49,235)
Ukraine (36,106)
2013: No data
Liechten- 2016: Switzerland
stein 25,500 67 % 233.95% | No data 696 (3,612)
Austria (2,203)
ltaly (1,572)%4
Russian Federation
Lithuania [117,200 |42% 33.55 % &_1 1613,'69)00 22,000 Sj;ﬁi)@ 5708)
Ukraine (13,322)
Portugal (85,716)
tgzerrg“ 291,700 | 47.4% 256.33 % 386')_730)0 21,100 France (32,752)
Iltaly (18,667)
UK (11,429)
Malta 84,900 19,3 % 562.25% | 4,500 (2.1) | 8,400 Australia (5,463)
Canada (2,136)
Turkey (303,483)
::itdh:r' 2.3 million | 13,4 % 191.67 % 2300,90)00 129,400 | Suriname (191,182)
' Morocco (173,489)
140,000 Poland (76,184)
Norway 867,800 16.7 % 450.57 % 5 3’) 68,300 Sweden (53,082)
' Germany (30,819)
147,000 Ukraine (221,307)
Poland 656,000 1.7 % 59.64 % -08) 220,300 Germany (81,779)
' Belarus (81,363)
- 30,000 Angola (161,395)
Portugal 888,200 8.7 % 203.81 % -0 6) 17,600 Brazil (138,664)
' France (93,781)
4 370,000 Moldova (49,785)
Romania | 462,600 % % (-3.8) 153,600 ltaly (27,462)
' Bulgaria (18,271)
Czech Republik
Slovak o o 7,400 (83,050)
E— 188,000 34 % 45521 % 03) 5,100 Hungary (15.895)

Ukraine (9,398)
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Country Number of | Migrant Migrant Net Total Migrant stock:
migrants*1 | share in population | migration- | number Top 3 countries
in 2019 the total trends number*2 | of new of origin 2013
population | between (rate*3) migrants
in 2019 1990 and | 2020 in 2013
2019
Bosnia nad
' 10,000 Herzegovina
Slovenia | 253,100 122 % 14211 % ) 13,900 (98,501)
Croatia (49,475)
Serbia (36,719)
Romania (797,603)
) . 200,000
Spain 6.1 million | 13,1 % 742.45 % 09) 280,800 Morocco (745,674)
’ Ecuador (451,184)
N 2000 Finland (167,185)
Sweden 2 million 20 % 253.55 % @) 115,800 Iraq (130,449)
Poland (76,848)
) Germany (356,974)
Zvrrgzer' 2.6 million | 29.9 % 185,71 % (266?')000 160,200 | Italy (260,746)
’ Portugal (202,745)
. - India (756,471)
Eir;';dom 9.6 million |14.1% | 259.46 % zé?QT""On 526000 | Poland (661,482)
Pakistan (476.144)
Elli/EFTA/ 61,657,700 3,635,596

*1 Born abroad, *2 immigrants minus emigrants (in the last 5 years), *3 immigrants minus emigrants per 1,000 in-

habitants (in the last 5 years), sources: Columns 2-6: IOM (International Organization for Migration) 2019: Migration
Data Portal, Column 7: United Nations, Department of Economic and Social Affairs 2013: Population Division. Trends
in International Migrant Stock: The 2013 Revision, *4 Column 7 Liechtenstein: Office of Statistics (Principality of
Liechtenstein) 2017: Liechtenstein in Figures 2018, in bold: Highest figure per column
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Table 1 presents the key data on migration in
the individual EU and EFTA countries and the
UK. The migrant population (born abroad) of
all EU and ETFA states and the UK compris-
es almost 61.7 million people. Approximately
70% of all migrants of the EU, EFTA, and UK
states live in Germany (13.1 million), the UK
(9.6 million), France (8.3 million), Italy (6.3 mil-
lion), and Spain (6.1 million). In terms of the
proportion of immigrants in the total popula-
tion, itis highest in Liechtenstein, Luxembourg,
Switzerland, Sweden, and Austria. In Liechten-
stein, about two-thirds of the population was
born abroad; in Luxembourg, it is just under
half; in Switzerland almost one third; and in
Sweden and Austria about one fifth. However,
there are fundamental differences between
the countries with the highest proportion of
migrants and the countries with the largest
number of migrants in terms of the dominant
regions of origin. In Liechtenstein and Luxem-
bourg, the largest migrant groups come from
other EU, EFTA, and UK states and neighbour-
ing countries with the same national language,
for example, from Switzerland and Austria to
Liechtenstein, and from Portugal and France
to Luxembourg. In contrast, in Germany (from
Turkey, Russia) and United Kingdom(from
India, Pakistan) several non-EU states are
among the main countries of origin of mi-
grants. In 23 of 31 EU and EFTA states and
the UK, migrants represent more than 10% of
the total population. In Finland, Hungary, the
Czech Republic, Lithuania, Slovakia, Romania,
Bulgaria, and Poland the migrant population
and especially the proportion of migrants in
the total population is rather small (below 7%).
Portugal has a slightly larger migrant popu-
lation than these countries (888,200), but the
proportion of migrants there is also below 10%
(8.7%). Since 1990, the migrant population has

increased almost eightfold in Bulgaria (the
highest figure of all EU/EFTA/UK states), near-
ly sixfold in Finland, and almost fivefold in Slo-
vakia and the Czech Republic. Besides, in the
last five years before 2020, the Czech Republic
had a positive net migration of 110,100; Fin-
land of 70,000; Hungary of 30,000; and Slova-
kia of 7,400. This shows that even in some of
the countries where the migrant population is
currently relatively, the number of immigrants
and the proportion of the migrant population
is growing. In these countries, migrants come
almost exclusively from the neighbouring re-
gions and mainly from the immediate neigh-
bouring countries. Lithuania and Poland are
the only two countries with a migrant propor-
tion of less than 10% (4.2 and 1.7%), a clearly
negative net migration (-163,900, -147,000),
and a declining migrant population compared
to 1990 (down to about one-third, almost
halved). In all EU, EFTA, and UK countries ex-
cept Estonia, Latvia, Lithuania, and Poland, the
migrant population has increased since 1990
and in 20 of the 32 countries, it has more than
doubled. Net migration has been positive in 23
countries (in the last five years before 2020).
In absolute terms, it was highest in Germany
(2.7 million), and in terms of population size,
it was highest in Luxembourg (net migration
rate’: 16.3). In 2013, there were over 3.6 mil-
lion new international migrants in all EU, EFTA,
and UK countries, most of them in Germany
(692,700). Almost 65% of the new migrants
lived in Germany, the UK (526,000), France
(832,600), lItaly (307,500), Spain (280,800),
and Poland (220,300). The example of Poland
shows that the immigration of international
migrants is of central importance even (and
especially) in traditional emigration countries.
Overall, migration and especially the immi-
gration of international migrants represents

1 The net migration rate is the total number of immigrants less the annual number of emigrants during the period (in the last
5 years prior to 2020) per 1,000 persons of the population of the respective country.
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a central element of the social change in Eu-
rope, which is characterised by globalisation
and digitalisation. In recent decades, most
EU, EFTA, and UK states have developed into
immigration countries whose migrant popula-
tions have grown significantly and will proba-
bly grow at a fast rate in the future [6].

3.1.3 References
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38.

6. International Organization for Migration: Migration Data
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3.2 Estimated number of people
with a migration background
with dementia in Europe

As described in the migration history of Europe
as a whole and the individual countries, Europe
is a continent of emigration and immigration.
However, the number and proportion of PwM
varies significantly across these countries.
Countries such as Germany, France, Spain,
and Italy are typical immigration countries.
Therefore, they have higher numbers of PwM
living there as opposed to other countries in
Europe that might not be attractive destination
countries, or might be just transit countries, or
people stay there temporarily for work and go
someplace else after that.

When looking at the population of PwM that is
at least 65 years old, it is apparent that these
migrant groups are mostly originating from
another European country. Of course, there
are exceptions. For example, in France: Peo-
ple from Algeria and Morocco are two of the
biggest migrant groups and people originating
from Indonesia and Suriname are two of the
largest migrant groups in the Netherlands. The
European countries that host the most PwM
aged 65 or older are Germany (1,990,000),
France (1,440,400), the UK (919,400), Poland
(437,200), and Romania (405,900). Natural-
ly, in countries with a high number of PwM
aged 65 or older there is a higher occurrence
of PwM with dementia in absolute numbers.
Therefore, the European countries with the
highest number of estimated PwM with de-
mentia aged 65 years and above are: Germany
(137,300), France (99,400), the UK (63,600),
Switzerland (25,400), and Spain (24,900) (see
figure 3.2.7).
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Fig. 3.2.1: Absolute number of PwWM with dementia aged 65+ in Europe

In total, there are approx. 531,400 PwM with
dementia living in the EU and EFTA member
states and the UK. This total number of PwM
with probable dementia is to be taken careful-
ly since the literature suggests there is a high
number of unknown cases amongst PwM due
to lack of diagnosis. Therefore, the estimated
numbers in this atlas are to be interpreted with
caution keeping this fact in mind.

The distribution of the highest numbers of es-
timated PwM with dementia changes across
the European countries regarding relative in-
stead of absolute data. This is the case when
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putting the absolute numbers of PwM with
probable dementia in relation to the whole
population aged 65 or older of the respective
country (combining the population with a mi-
gration background and the autochthonous
population). Taking this ratio into account, the
countries with the most PwM with assumed
dementia per 100,000 inhabitants are Liech-
tenstein (3,500), Luxembourg (1,900), Swit-
zerland (1,800), Latvia (1,400), and Estonia
(1,400) (see figure 3.2.2).
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Dementia prevalence of people with migration background
in the population 65+*

N

Prevalence per 100,000
inhabitants 65+*, calculated
by country of residence

(Natural Breaks)
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Data source: Eurastat 2018

Fig. 3.2.2: Prevalence of PwM with dementia among the population aged 65+ in Europe

All over Europe, the migrant groups estimated ria (27,300), the Russian Federation (24,400),
to be mostly affected by dementia in absolute ~ Germany (22,800), and Poland (22,200).
numbers originate from Italy (30,300), Alge-
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3.3 National dementia plans and
strategies: Focus on migration

This chapter summarizes the results of the
systematic analysis of the NDPs and strat-
egies of the EU, EFTA, and UK countries.
Sub-chapter 3.3.1 presents the findings of
the first analysis, which covers all documents
published until 1 June 2019. In the next sec-
tion (3.3.2) the results of the comparison of
the NDPs that were found during the second
search on 4 January 2021 are reported. In the
concluding section 3.3.3, the principal results
of both searches are merged. The detailed re-
sults for the documents of the individual coun-
tries are presented in chapter 3.7.

3.3.1 Results from the first search
on 1 June 2019

The analysis of NDPs and strategies published
until 07 June 2019 showed that 16 of the 27
EU countries (59%), 3 of the 4 EFTA countries,
and all 4 UK countries have issued NDPs.
More than half (13) of the countries with NDPs
do not refer to migration. Ten countries dis-
cuss migration in their documents (Austria,
Belgium/Flanders, Cyprus, England, Northern
Ireland, Norway, Scotland, Switzerland, the
Netherlands, and Wales). These 10 countries
published a total of 14 NDPs or similar docu-
ments with migration references. This means
that more than half (53%) of the 30 documents
identified in the first search did not include mi-
gration issues at all. Besides, only one state
(Austria) has an NDP with a chapter on migra-
tion (table 2).
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The NDPs with migration references differ
considerably in terms of the scope of the ref-
erence, the range of topics, and the focus and
depth of the content [1]. The ‘Austrian Demen-
tia Report 2014, for example, devotes four full
pages in detail to PwM with dementia [2]. Other
NDPs, such as those in Scotland, Switzerland,
or Cyprus, minimally touch upon this topic,
with only a few sentences addressing varying
aspects of the issue (Scotland: early diagno-
sis and care, Switzerland: migrant needs and
diagnostic challenges, Cyprus: dementia risk
and care) [3-5]. Eight of the ten NDPs with
migration references identify specific needs
of PwM in dementia care. Nine countries are
planning migrant-related actions. However,
only Norway, Northern Ireland, and the Nether-
lands currently provide specialized healthcare
services for PwM at the national level (table 2).
Norway is improving the skills of staff mem-
bers working with language minorities and de-
veloping a post-diagnostic follow-up program
for people with dementia with different cultural
backgrounds and their relatives [6]. Northern
Ireland has developed a self-assessment tool
for service providers that contains a whole
guestionnaire with items around the topic of
migration [7]. In the Netherlands, special atten-
tion has been paid to PwM in the early detec-
tion and prevention of dementia [8]. Such con-
cepts, communicated at the national level by
representatives of the state, can help to raise
awareness on the topic of migration among
providers of dementia-specific care services
and can serve as models of good practice for
other countries.
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Tab. 2: Migration reference in NDPs of EU/EFTA/UK countries

Countries

Dementia plans and migration reference

Sub-themes related to migration

Dementia
plan available

Reference
to migration

Chapter
on migration

Prevalence

Needs

Dementia
diagnosis

Austria
Switzerland
Netherlands
Belgium /
Flanders
England
Scotland
Wales

Northern
Ireland

Norway
Cyprus
Denmark
Finland
Ireland
Czech
Republic
Slovenia
Liechtenstein
Luxembourg
France
Greece
[taly
Spain
Portugal
Malta
Sweden
Iceland
Estonia
Latvia
Lithuania
Germany
Poland
Bulgaria
Romania
Slovakia
Hungary
Croatia

X
X
X

>

X X X X X X X X X X X X X X X X X X X

X X X X X X X X X X

X

xX X X

>

X
X
X
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Migrant-related needs and services

Utilization . . Specific Specific Countries

Care | of formal Identlﬁ(?atlon services actions
. of special needs .

services available planned
X X X — X Austria
— — X - X Switzerland
X = X X X Netherlands
X Belgium /

B X B X Flanders
= = X - X England
X - - - X Scotland
X X X = X Wales
X _ X X X Northern

Ireland

X X X X X Norway
X - - - - Cyprus
= = = = = Denmark
- - - - - Finland
= = = = = Ireland
- Czech

B B B B Republic
= = = = = Slovenia

_ — — — — Liechtenstein
_ — — — — Luxembourg
_ — — — — France

— — = — = Greece

_ _ — — — [taly

—_ — = — = Spain

_ — — — — Portugal

_ — — — — Malta

_ — — — — Sweden

_ — — — = Iceland

_ - — — — Estonia

_ — — — = Latvia

_ — — - — Lithuania

_ — = — = Germany

_ — — — — Poland

_ — — = — Bulgaria

—_ — - - - Romania

_ — — = — Slovakia

— — — — — Hungary

— - = — — Croatia

The countries are sorted according to the scope and thematic range of their migration references. The more of the selec-
ted categories were considered in the document of the respective country, the higher the country is listed in the table.

< back to Table of Content



42

In most NDPs, the focus is on the problem
description. The most frequently addressed
problems are: cultural and language barriers,
late diagnosis, and lower utilisation of care
services. Language barriers, cultural factors,
inappropriate diagnostic instruments, and a
lack of migrant-specific services were named
as obstacles to receiving care. While in some
countries such as the Netherlands or Belgium/
Flanders, PwM are identified as a risk group
for dementia, and in almost all countries as a
risk group for underdiagnosis and a lower level
of care, England seems not to perceive PwM
as a vulnerable group. The planned actions are
that attention will be paid to the conception of
tailored information materials; training of car-
egivers; training medical and nursing profes-
sionals or staff to operate migrant counselling
centres; and the development of language and
culturally appropriate diagnostic tools. Addi-
tionally, several countries would like to take
greater account of cultural aspects in preven-
tion or early detection and the needs of PwM
regarding living spaces. Thus, it was found
that at present the topic of migration in the
context of dementia plays a subordinate role
at the national level in most European coun-
tries, and there are hardly any specific care
plans for PwM [1].

3.3.2 Results from the update of the data
on 4 January 2021

In the second search on 4 January 2021, 17
national documents from EU, EFTA, or UK
countries on dementia were found, of which
12 (71%) take migration into account. Eight
of these 17 documents are NDPs or dementia
strategies (Austria, Germany, Hungary, Iceland,
ltaly, the Netherlands, Norway, and Spain).
With the exception of the dementia plan of
Iceland, all NDPs include the topic of migra-
tion. Compared to the first search, where only
half of the NDPs found (43%) mentioned or
discussed migration, the proportion of NDPs
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with a migration reference doubled in the sec-
ond search (88%). However, the first search
included almost three times more NDPs (23).
Among the NDPs found in the second search,
only the German dementia strategy has a
chapter or several chapter sections on issues
related to migration.

Regarding the extent of the migration refer-
ence, there are clear differences between the
individual NDPs, just like in the first search.
While several NDPs (Austria, Hungary, Italy)
only refer to migration in a single sentence in
one passage, the NDPs of Norway and Germa-
ny each address this topic in 14 sections with-
in different chapters and several separate par-
agraphs. A few documents, such as that of the
Netherlands, do not have separate sections on
this topic but refer to it in different chapters
with several sentences.

In terms of content, there are some differenc-
es but also many parallels between the migra-
tion-related sections of the different NDPs.
While in the NDPs of Austria, Italy, and Germa-
ny the framework for action predominates, in
the documents of the Netherlands and Spain
almost only descriptions of the care situation
are given. The Norwegian NDPs contain both
a relatively detailed description of the situation
and the problems in dementia care as well as
a comprehensive framework for action. Sever-
al documents state that the number of older
PwM with dementia is increasing [9, 10]. Fur-
thermore, it is identified that the investigation
and diagnosis of dementia as well as demen-
tia counselling are challenging due to cultural
and language barriers and inappropriate diag-
nostic procedures. The NDPs of Germany and
Norway also state that PwM with dementia do
not use healthcare services to the same ex-
tent as other people with dementia. In addition
to linguistic, cultural-religious, and institutional
barriers, insufficient culturally sensitive servic-
es and lack of access to the healthcare system
are cited as causes of not using care services



[9,11]. Overall, four (Germany, the Netherlands,
Norway, and Spain) of the seven NDPs with a
migration reference identify specific needs
(in terms of communication, language, cul-
ture, and religion) of PwM with dementia that
need to be given special consideration in care.
Several NDPs with a migration focus have set
themselves the goal of taking greater account
of linguistic and cultural diversity in the pop-
ulation of older people when developing di-
agnostic, information, counselling, care, and
treatment services for people with dementia
and tailoring services to the specific needs
of PWM. Three countries (Austria, Germany,
and Norway) refer in their NDPs to concrete
measures they plan to take or recommend
to achieve this goal. These measures include
adapting cognitive assessment tools to peo-
ple with different cultural and linguistic back-
grounds; developing culturally and religiously
sensitive support, counselling, and advice for
family caregivers; training staff in healthcare
facilities in language skills and cultural under-
standing; as well as training staff in migrant
associations on dementia [9-11]. Currently,
only the NDPs of Germany and Norway refer
to existing services. Norway's dementia plan
cites a project completed in 2020 that adapt-
ed test procedures for assessing cognitive
abilities and dementia symptoms to foreign
languages [9]. The German dementia strategy
refers to various counselling services tailored
to PwM with dementia and their relatives [11].
Almost all the NDPs analysed after the sec-
ond search address the topic of migration. In
the Norwegian and German documents, older
PwM are identified as being vulnerable to prob-
lems such as late diagnosis of dementia and
insufficient access to post-diagnostic care,
and in the Dutch document older migrants
with non-Western background are identified
as a risk group for the development of demen-
tia [10]. However, considering the length of the
documents, migration appears to be a minor
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topic in most of the NDPs examined and only
singular or few aspects of this complex topic
are highlighted.

3.3.3 Summary of the results

According to this analysis, a total of 18 of 27
EU countries (67%) as well as all 4 EFTA coun-
tries, and all 4 UK countries have NDPs or a
dementia strategy. Of these 26 countries with
NDPs, 14 countries (54%) address migration
in their documents. The proportion of NDPs
with migration reference in the second search
was twice as high as that in the first search.
A separate chapter or sub-chapter on demen-
tia care for PwM is only included in the ‘Aus-
trian Dementia Report 2014' and the German
dementia strategy. The majority of the other
NDPs with a migration reference, address the
topic only briefly. While in the NDPs of the first
search the focus was primarily on the descrip-
tion of the issues related to the care of PwM
with dementia, the relationship between the
problem description and the framework for
action is relatively balanced in the documents
of the second search. Ten countries refer in
their NDPs to planned measures or provide
recommendations for action for care planners
and care providers (first and second search).
However, only the documents of Germany, the
Netherlands, Northern Ireland, and Norway
refer to measures already taken to improve
the care situation of PwM with dementia or
available services for this population (figure
3.3.3.1). The causes for these country-specif-
ic differences in terms of migration reference
and focus may be the different years of pub-
lication and length of the documents as well
as social and political reasons and the varying
relevance of the topic of migration in the in-
dividual European countries. An analysis con-
ducted within the framework of this project in-
dicates that immigration countries with a high
proportion of migrants are more likely to ad-
dress the topic of migration in their NDPs than
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emigration countries with a low proportion of ~ of European countries and is not addressed
migrants [1]. in almost half of the documents from the EU,

Overall, this study shows that the topic of mi- EFTA, and UK countries.
gration plays a subordinate role in most NDPs

Migration-related National Dementia Plans in Europe

- Countries with migration-related NDPs and available services for migrants
' | Countries with migration-related NDPs
1 | Countries without migration-related NDPs
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Fig. 3.3.3.1: EU/EFTA/UK countries with migration-related NDPs and available healthcare services
(as of 04 January 2021)
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3.4 National dementia care
and treatment guidelines:
Focus on migration

In this chapter, the results of the national care
and treatment guidelines analysis of the EU,
EFTA, and UK countries are presented (status:
July 2019). The results are summarised here
for Europe. The detailed results concerning
guidelines of individual countries are present-
ed in chapter 3.7.

3.4.1 Results

There are documents at the national level with
recommendations, guidelines, or policies for
the care of people with dementia in 20 of 27
EU countries (74 %), 3 of 4 EFTA countries, and
all four UK countries. Those 27 EU, EFTA, and
UK countries provided a total of 43 documents.
Most of these are guidelines (n = 30). Only three
countries (Scotland, Norway, and Switzerland)
have policies. In addition, 7 recommendations
for action and 3 reports/strategies were taken
into account. Eight countries (Greece, Italy, Cro-
atia, Liechtenstein, Lithuania, Cyprus, Slovakia,
and Poland) have no such documents. Fifteen
documents from seven EU countries (Belgium/
Flanders, Denmark, Germany, Ireland, Austria,
Sweden, and Spain), four UK countries (Eng-
land, Northern Ireland, Scotland, and Wales),
and the EFTA country Norway touch upon or
discuss the topic of migration. Twenty-eight
documents from 13 EU and 2 EFTA countries
do not refer to migration at all. Norway and
Sweden have a chapter on migration (table 3).
Northern Ireland also addresses this topic in
detail in its guidelines. Most other countries re-
fer only briefly with single sentences or short
sections to specific aspects of this topic. In ad-
dition to country-specific differences, there are
document type-specific differences. While none
of the 3 reports/strategies refers to migration, 2
of 7 recommendations, 11 of 30 guidelines, and
2 of 3 policies do have a reference [1].
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Tab. 3: Migration reference in national dementia care guidelines of the EU/EFTA/UK countries

Countries

Migration reference
of national guidelines

Subthemes related to migration

Reference
to migration

Chapter
on
migration

Needs

Dementia
diagnosis

Care

Care-
inequalities

Service
access

Norway
Sweden

Northern
Ireland
Spain
Scotland
Belgium
(Flanders)
England,
Wales
Denmark
Germany
Austria
Ireland
Bulgaria
Estonia
Finland
France
Iceland
Latvia
Luxembourg
Malta
Netherlands
Portugal
Romania
Switzerland
Slovenia
Czech
Republic
Hungary

> > x X

pasd

>

X X X X

X
X

> x X

x X

pasd x X

x X

>

X X X X

> x X

x X

> x X

x X
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Migrant-related needs, services,
and recommendations for action

Care
barriers

Utilization
of formal
services

Suitability
screening
tests

Identification
of special
needs

Specific
services
available

Recommen-
dations
for action

Countries

X
X
X

X X X X X X

X
X

X
X

X
X

X
X

Norway
Sweden

Northern
Ireland
Spain
Scotland
Belgium
(Flanders)
England,
Wales
Denmark
Germany
Austria
Ireland
Bulgaria
Estonia
Finland
France
Iceland
Latvia
Luxembourg
Malta
Netherlands
Portugal
Romania
Switzerland
Slovenia
Czech
Republic
Hungary

The countries are sorted according to the scope and thematic range of their migration references. The more of the
selected categories were considered in the document of the respective country, the higher the country is listed in the table.
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The focus of the national documents of the
EU, EFTA, and UK countries 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
identified is that the cultural background and
acquired language skills of PwM can influence
the results of dementia diagnostic tests. Con-
sequently, the focus in most countries (9 out
of 12) is on the suitability of cognitive screen-
ing tools for minority groups. Norway, North-
ern Ireland, England, Wales, and Spain report
that standardised cognitive tests such as the
Mini-Mental State Examination (MMSE) or the
clock test are not suitable for people with a
different linguistic or cultural background. Ire-
land and Austria refer to cognitive screening
tests such as the Memory Impairment Screen
(MIS) and the Mini-Cog as a ‘Screening for
Cognitive Impairment in Older Adults’, which
are less prone to linguistic and cultural influ-
ences. Norway, Sweden, and Denmark point
to the validity of Rowland Universal Dementia
Assessment Scale (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 coun-
tries). Norway and Sweden note that PwM
use fewer formal healthcare services (primary
healthcare services, community support ser-
vices, inpatient care services). In documents
of 7 countries, the access of PwM with demen-
tia to healthcare services is discussed. Some
countries report that PwM or ethnic minorities
have less access to healthcare services, and
they have lower 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 re-
sult, PwM are mentioned by several countries
as a risk group for underdiagnosis and lower
use of care. Seven countries identify the spe-
cific needs of PwM. They refer to a different
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perspective on dementia, different preferenc-
es 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 rec-
ommend that the linguistic and cultural back-
ground of people should be taken into account
when selecting diagnostic test procedures.
Norway, Sweden, Northern Ireland, and Spain
recommend that care providers offer special-
ised support and tailored information to PwM
dementia and their ethnic minority relatives,
regarding their cultural, religious, and linguis-
tic needs. Norway, Northern Ireland, and Spain
note that information in the preferred language
and an independent interpreter should be of-
fered to PwM with dementia and their caregiv-
ers in case of language barriers [19]. Currently,
only Norway, Sweden, and Denmark have spe-
cialised healthcare services at the national lev-
el for PwM with dementia (figure 3.4.1.1). Nor-
way has published informational material on
dementia in four different languages (Norwe-
gian, English, Polish, and Urdu) and a brochure
with information on rights, requirements, and
guidelines concerning the provision and use
of professional interpretation services [2].
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 [3]. Denmark has validated RUDAS for
PwM [4]. Sweden, Denmark, England, Wales,
and Belgium (Flanders) follow an integrative
care model. They adapt the mainstream ser-
vices of the healthcare system to people with
different linguistic or cultural backgrounds.
Northern Ireland recommends that healthcare
providers develop specialised services for
ethnic minorities [5]. The Norwegian Directive
pursues a segregative care strategy with spe-
cialised services for cognitive assessment,
dementia diagnosis, and follow-up, while



subsequent treatment and care are provided
as part of general medical care [2]. Another
central finding of this analysis is the different
naming of the people considered as PwM,
which is as follows: Norway: immigrant, peo-
ple with minority backgrounds [2]: UK: people
from minority ethnic groups [5, 6], Belgium/
Flanders: people with a migrant background
[7, 8]; Spain: people from different cultural or
religious groups [9]; Sweden: people with dif-
ferent cultural or linguistic backgrounds [10],

people born abroad [3]. Heterogeneity in the
use of terms regarding migrants and the dif-
ferent definitions of such terms across Europe
are likely to impact the attributed importance
of migration concerning dementia. Similar to
the study of the NDPs, this analysis shows
that migration plays a subordinate role in na-
tional documents on dementia care. In some
countries, models of good practice exist, butin
Europe, as a whole, there is a significant gap in
care services for PwM with dementia.

@ 1CM-VC 2020
Dala source: Eurostat 2018

l:l Countries with migration-related guidelines

Migration-related National Dementia Care Guidelines in Europe

| | Countries without migration-related guidelines

- Countries with migration-related guidelines and with available services for migrants

Fig. 3.4.1.1: EU/EFTA/UK countries with migration-related national dementia care guidelines

and available healthcare services (as of 11.07.2019)
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3.5 Conclusions on national
dementia documents:
Focus on migration

Thirty-one of the 35 EU, EFTA, and UK coun-
tries have NDPs, national treatment guide-
lines, national care guidelines, or national doc-
uments with recommendations for the care
of people with dementia. Only Croatia, Lithu-
ania, Poland, and Slovakia have not published
such a document (NDPs: as of January 2021,
guidelines: July 2019). Twenty-one European
countries (60%) have both NDPs and national
documents with guidelines, policies, or rec-
ommendations on dementia care. Seventeen
of 31 countries (55%) refer to the topic of mi-
gration in their dementia plans or national care
guidelines. Four of these 31 countries (Austria,
Germany, Norway, and Sweden) have a sepa-
rate chapter or subchapter on dementia care
for PwM. Thirteen countries refer in their doc-
uments to planned measures or make recom-
mendations for care providers to improve the
care situation of PwM with dementia. Already
implemented measures or currently available
services for this population group are referred
to in documents from 6 different countries
(Denmark, Germany, Northern Ireland, Norway,
Sweden, and the Netherlands). Nine of the 35
EU, EFTA, and UK countries (26%) have NDPs
and documents with national policies, guide-
lines, or recommendations addressing migra-
tion. Norway is the only country that refers to
already implemented measures and/or cur-
rently available healthcare services for PwM
with dementia in both its NDP and its national
professional guidelines on dementia.

Overall, 90 documents on the care of people
with dementia were considered in this analy-
sis, of which 38 contain migration references
(42%). Although the proportion of NDPs has
increased slightly due to the integration of
documents published in 2019 and 2020 into
the corpus of this study, migration is still a mi-
nor topic in the national plans, strategies, and



guidelines for the care of people with demen-
tia in most European countries.

3.6 Care situation of people
with a migration background
with dementia and available
healthcare services

Conducting interviews with experts is a good
way of obtaining relevant first-hand practical
insights about a field, making the interviews a
valuable source of information for this atlas.
The experts spoke about how the healthcare
situation for PwM with dementia in different
countries actually looks like. Interviews and
discussions could be conducted with 25 ex-
perts for a total of 17 countries. These coun-
tries were: Austria, Belgium, Bulgaria, Den-
mark, Finland, Germany, Greece, Ireland, Italy,
Liechtenstein, Luxembourg, the Netherlands,
Norway, Portugal, Romania, Sweden, and Eng-
land. In these interviews, different aspects of
dementia in PwM were discussed such as de-
mentia and migration, inclusion in the health-
care system, dissemination of and access to
information, professional care, and support
for family caregivers.

While naturally, all parts of the interviews were

relevant, important, and interesting, the follow-
ing paragraphs highlight some of the most
noteworthy points.

3.6.1 General aspects on people with
a migration background with
dementia

First, the interviewed experts were asked
some general questions about dementia and
migration to be able to classify the societal
importance and healthcare policy relevance
of the topic in the respective country and to
determine the priority it has in the national
healthcare systems as well as among regional
care planners and service providers. Further-
more, the authors of this atlas wanted to find
out to what extent PwM as a whole or individ-
ual migrant groups are identified by the health-
care system as vulnerable groups in terms of
healthcare and whether PwM with dementia
are treated as a group with specific healthcare
needs. These questions were of fundamental
importance to the authors, as the identifica-
tion of specific needs of a group or population
is the basis for the development of specialized
services.

According to your opinion, how important is the topic

dementia and migration regarded in your country?

Very important
1 of 17 countries

Important
0 of 17 countries

Fig. 3.6.1.1: Importance of dementia and migration

Figure 3.6.1.7 shows that, according to the ex-
pert interviews, only one country (Austria) con-
siders dementia and migration as a serious
concern at the national level, with other coun-
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8 of 17 countries

Rather unimportant
6 of 17 countries

Not important
2 of 17 counlries

tries giving no importance to the topic. Half of
the remaining answers are divided between
the categories ‘partly important’ and ‘rather
unimportant/not important’. While the coun-

51



52

try-specific experts stated that the topic is not
seen as important by the healthcare system in
Belgium and Greece, it is perceived as rather

unimportant in Finland, Ireland, Liechtenstein,
Luxembourg, Norway, and Romania.

According to your opinion, are PwM generally identified as a

vulnerable group in healthcare in your country?

Yes
16 of 17 countries

Fig. 3.6.1.2: PwM as a vulnerable group in healthcare

Simultaneously, according to the statements
of the experts, PwM (regardless of dementia)
are identified as a vulnerable group in health-
care in all countries except Greece (figure

No
1 of 17 countries

3.6.1.2). That is because Greece does not de-
fine people as vulnerable based on place of
birth, but rather on their age and whether they
have special needs.

According to your opinion, does the healthcare system treat

PwM with dementia and their family members as a group with
specific needs?

[ [

Always Mostly
0 of 17 countries 3 of 17 countries

Sometimes Rarely Never
8 of 17 countries

2 of 17 countries 4 of 17 countries

Fig. 3.6.1.3: PwM with dementia as a group with specific needs in healthcare

Concerning PwM with dementia, the picture
is different again (figure 3.6.1.3). Based on
the expert interviews, there are twice as many
countries whose health systems never (Bel-
gium, Ireland, Italy, Romania) or rarely (Greece,
UK) treat PwM with dementia and their family
members as a group with specific needs than
countries whose health systems always (no
country) or mostly (Austria, Bulgaria, Finland)
do so. Almost half of the countries have a
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health system that partly treats PwM with de-
mentia as a group with special needs.

3.6.2 Care

The questions about care of PwM with de-
mentia focused primarily on the availability
and suitability of formal care services. Regard-
ing the question about the distribution of care
services, a distinction was made between out-
patient and inpatient care.



Could you please estimate how widely available services for

outpatient care of PwM with dementia are In your country?

| I

Almost nationwide
1 of 17 countries

Nationwide
5 of 17 countries

Fig. 3.6.2.1: Availability of outpatient care services for PwM

As seen in figure 3.6.2.1, the expert inter-
views revealed that just over a third (n=6) of
the countries have nationwide (Finland, Liech-
tenstein, Luxembourg, Norway, UK) or almost
nationwide (Bulgaria) coverage of specialised
services in outpatient care for PwM with de-
mentia. In contrast, more than one-third of the

In several regions
1 of 17 countries

Not available
6 of 17 countries

In single regions
3 of 17 countries

countries, which include Belgium, Greece, Ire-
land, Italy, Portugal, and Romania, do not offer
such services. In Netherlands, such services
can be found in several regions, while in Aus-
tria, Denmark, and Germany, they are available
in one region only.

Could you please estimate how widely available services for

inpatient care of PwM with dementia are in your country?

[ [

Nationwide
5 of 17 countries

Almost nationwide
1 of 17 counlnes

Fig. 3.6.2.2: Availability of inpatient care services for PwM

With regard to inpatient care, the situation is
the same as for outpatient care, with two ex-
ceptions (see figure 3.6.2.2): 1. In the Nether-
lands, specialised services in inpatient care
for PwM with dementia are only available
in a few regions. 2. Denmark, does not offer
specialised services in inpatient care for this
population. Thus, in terms of inpatient care,
the expert interviews show that in 10 of 17
countries, specialised services for PwM with
dementia are either only available in individ-
ual regions (n=3) or not available at all. As in
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In several regions
0 of 17 countries

[ |

In single regions
3 of 17 countries

Not available
7 of 17 countries

the case of outpatient care, the experts from
Finland, Liechtenstein, Luxembourg, Norway,
and the UK also refer to a nationwide availa-
bility of inpatient care services for PwM with
dementia. The expert from Sweden pointed
out for both outpatient and inpatient care, that
everyone in Sweden has the same rights to
care and support. However, linguistic, cultural,
and educational differences, combined with a
lack of adaptation of healthcare, result in few-
er opportunities for PwM to use existing care
structures.

53



54

Fig. 3.6.2.3: Suitability of existing services for adequate care of people with dementia

The evaluation of the expert interviews showed
that in less than a third of the countries, the
existing care services are adequate for people
with dementia with and without a migration
background. According to the experts inter-
viewed, this is only the case in Austria, Bulgar-
ia, Liechtenstein, Luxembourg, and the Neth-
erlands, with the expert from the Netherlands
adding that the existing dementia-specific ser-
vices are more suitable for non-migrants. Still,
the expert from Austria pointed out that the
available care services are far from sufficient
to meet the current demand. Based on the
experts’ view, in almost half of the countries
(n=8) the existing dementia-specific care ser-
vices are only suitable for non-migrants, and in
three countries (Germany, Ireland, the UK) they
are neither adequate for PwM nor for non-mi-

grants. The experts from Portugal mentioned
some adequately effective services do exist
but not everyone can easily access them.

3.6.3 Inclusion and provision of
information to people with a
migration background (with
dementia)

In this category, the experts were asked
about the degree of inclusion of people with
dementia, PwM, and PwM with dementia in
healthcare. This is the case for instance when
these groups participate in the current care
structures and services or when they are also
actively involved, for example, in the develop-
ment, evaluation, and enhancement of care
services.

Could you please estimate the level of inclusion of PwM with

dementia into healtheare in your country?

| I

Completely
0 of 17 countries

Almost completely
0 of 17 countries

Fig. 3.6.3.1: Inclusion of PwM with dementia in healthcare

Figure 3.6.3.1 shows that in the opinion of the
experts, in no country PwM with dementia are
completely or almost completely included in
the healthcare system. In almost two-thirds
(n=11) of the countries, this population is either
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5 of 17 countries

Slightly Not at all
5 of 17 countries 6 of 17 countries

only slightly (Bulgaria, Italy, Liechtenstein, Nor-
way, Portugal) or not at all (Austria, Belgium,
Germany, Greece, Ireland, Romania) included
in the healthcare system. In Denmark, Luxem-
bourg, the Netherlands, Sweden, and the UK,



the experts rated the level of inclusion of PwM
with dementia as partial. The information about
this aspect was not available for Finland.

3.6.4 Professional care
In the section, the experts were asked, among

other issues, to assess the proportion of pro-
fessional caregivers with a migration back-
ground in outpatient and inpatient care and
whether the need for culturally sensitive care
for PwM with dementia is met by sufficiently
qualified professionals.

Could you please estimate the proportion of professional

caregivers with a migration background in outpatient care?

[ [

Very high High

3 of 17 countries 5 of 17 counlries

Moderate Low
3 of 17 counlries

[ |

Not existent

4 of 17 countries 0 of 17 countries

Fig. 3.6.4.1: Proportion of PWM in outpatient care (as healthcare workers)

In terms outpatient care (figure 3.6.4.1), the ex-
perts from almost half of the countries (n=8) es-
timated the proportion of professional caregiv-
ers with a migration background as very high
(Italy, Liechtenstein, Ireland) or high (Austria,
Denmark, Greece, Norway, Sweden). The ex-
pert from Italy even described the proportion of
migrants in this field as extremely high and es-
timated that the majority of Italian people with
dementia have a professional caregiver with a
migration background. Less than a quarter of

the countries (Bulgaria, Luxembourg, Portugal,
Romania) have a low proportion of professional
caregivers with a migration background in out-
patient care, based on the evaluation of the in-
terviews. The experts from Belgium and the UK
did not give an answer that could be assigned
to one of these categories. These experts re-
ported that the proportion of migrants among
care professionals is high in larger cities (e.g.
in London and Birmingham) and much lower in
rural areas.

Is the need for culturally sensitive care being met by

sufficiently qualified professionals in outpatient care?

Yes
1 of 17 countries

No
16 of 17 countries

Fig. 3.6.4.2: Need for culturally sensitive care in outpatient care

According to the expert interviews, the need
for culturally sensitive outpatient care for PwM
with dementia is not met by sufficiently quali-
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fled professionals, except the Netherlands (fig-
ure 3.6.4.2).
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Could you please estimate the proportion of professional

caregivers with a migration background in inpatient care?

[ [

Very high High
2 of 17 countries 6 of 17 countries

Moderate Low
1 of 17 countries

[ |

Not existent

4 of 17 countries 0 of 17 countries

Fig. 3.6.4.3: Proportion of PWM in inpatient care (as healthcare workers)

In terms of inpatient care (figure 3.6.4.3), in
almost half (n=8) of the countries consid-
ered the proportion of professional caregivers
with a migration background is also estimat-
ed by the experts to be very high (Ireland and
Liechtenstein) or high (Austria, Denmark, Ger-
many, Italy, Norway, Sweden), and low in the
same four countries (Bulgaria, Luxembourg,
Portugal, Romania) that were mentioned in
outpatient care. At the level of the individual
countries, however, there are a few minor dif-
ferences compared to outpatient care. The

expert from lItaly, for example, estimates the
proportion of migrants in inpatient care not
as extremely high, but as high. The situation
is reversed in Germany, where the proportion
of professional caregivers with a migration
background is higher in inpatient care than
in outpatient care (moderate). Moreover, the
experts from Finland and Greece could not
answer this question. The answers of the ex-
perts from Belgium and the UK could not be
assigned to any of the categories listed, just
as in the case of outpatient care.

Is the need for culturally sensitive care being met by

sufficiently qualified professionals in inpatient care?

Yes
2 of 17 countries

Fig. 3.6.4.4: Need for culturally sensitive care in inpatient care

Based on the interviews, it is observed that, as
in outpatient care, there is a lack of sufficient-
ly qualified professionals to provide culturally
sensitive inpatient care to PwM with dementia
with the Netherlands again being an excep-
tion along with Liechtenstein (figure 3.6.4.4).
It must be noted that Liechtenstein was lack-
ing in this respect in terms of outpatient care,
but was evaluated positively for inpatient care.
The experts from Finland and Greece did not
answer this question.
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No
13 of 17 countries

3.6.5 Support for family caregivers

The last section of the interviews focused on
the important issue of support for family car-
egivers of PwM with dementia. The experts
were asked about the need for specific infor-
mation and formal support services for family
caregivers of PwM with dementia and the cur-
rent differences in the provision of information
and support services for family caregivers of
people with dementia with and without a mi-
gration background.



According to your opinion, what differences are there
regarding information and services for family caregivers of

people with dementia with and without migration

background?

Rather major
differences

3 of 17 countries

Major differences
5 of 17 countries

Moderate differences
1 of 17 countries

Hardly any differences
0 of 17 countries

No differences
8 of 17 countries

Fig. 3.6.5.1: Differences in information and services for family caregivers

The evaluation of the interviews indicated that
in eight countries there are either major (Ger-
many, Greece, Italy, the Netherlands, Portugal)
or rather major differences (Norway, Sweden,
UK) and in eight of the other nine countries
there are no differences in the provision of
information and services to family caregivers
of people with dementia with and without a
migration background. Only for Liechtenstein
the differences were estimated as moderate
(figure 3.6.5.1). This large variance can be ex-
plained primarily by the experts’ different inter-
pretations of the question. The experts who
stated that there are no differences in their
country explained their answer by referring
to the existing equal rights to care (Bulgaria)
or the equal offer of information or support
services (Austria, Denmark, Finland, Ireland,
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Luxembourg). The experts from Belgium ex-
plicitly pointed out that no differences exist
because there are no specialised services for
PwM with dementia and their relatives. With
the same argumentation, the experts from
Greece and Portugal, for example, substanti-
ated their answer that the differences in their
country are large. In addition to the lack of spe-
cialised services for family caregivers of PwM
with dementia, the experts from Norway and
Germany also stated that often no cultural-
ly sensitive instruments and media channels
are used to communicate the multilingual
information that is already available in some
cases. Overall, almost all experts stated that
there are clear differences between PwM and
non-migrants in the utilisation of information
and support services by family caregivers.
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3.6.6 Conclusions

The evaluation of the interviews indicated that
there is a great lack of attention in society, care
policy, and science regarding dementia and mi-
gration. According to the experts interviewed,
this topic is not declared as important in the
healthcare systems of the countries included in
this study. As a result, in most countries, the ex-
perts identified that either there are no special-
ised services for PwM with dementia or these
services exist only in individual regions. Based
on the experts’ assessments, in approximate-
ly two-thirds of the countries, the currently ex-
isting dementia-specific care services are not
adequate for the care of PwM with dementia.
Furthermore, the existing need for culturally
sensitive care is not met by sufficiently qualified
professionals in almost all countries. Addition-
ally, the experts stated that family caregivers of
PwM with dementia use formal support much
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less frequently. Most experts believe that this is
due to the absence of specialised services pro-
viding support and information to them. This
lack of services is particularly problematic as
in 14 of the 17 countries there is either a very
high need (n=10) or a high need (n=4) for such
specialised services, according to the experts.
Only the expert from Romania and one of the
two experts from Bulgaria estimated the need
as low. In addition to these large care gaps, a
few examples of good care practice could be
identified in this study. In the Netherlands, for
example, there are models for culturally sen-
sitive care and inclusion of PwM with demen-
tia in various regions or cities. Besides some
challenges, the relatively high proportion of mi-
grants among professionals in outpatient and
inpatient care in many European countries of-
fers also great potential concerning the future
care of PwM with dementia.
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1. Migration history

Austria has a long history of migration, char-
acterised by waves of emigration of smaller
population groups, but mainly by immigration
and transit migration [1]. For example, more
than half of the increase in Vienna's popula-
tion between the end of the 18th century and
1916 (from 235,000 to 2,239,000) was due to
international migration [2]. From 1919 to 1937,
more than 80,000 people from Austria emi-
grated overseas and many more to Palestine,
Germany, and the Soviet Union. As a result of
Nazi annexation, 128,000 Jews had to leave
Austria between 1938 and 1941, and 64,500
Jews had been murdered by 1945 [1]. During
the Second World War, about one million slave
labourers (1944) worked on Austrian territory
[3]. Immediately after the war, about 1.4 million
foreigners were living in Austria. These includ-
ed more than half a million so-called 'displaced
persons’ (war refugees, former concentration
camp prisoners, forced labourers, prisoners of
war) and more than 300,000 German-speaking
expellees, so-called “Volksdeutsche” (ethnic
Germans) from Central and Eastern Europe.
Most of them left the country in the following
years [2]. After the Second World War, Austria
became one of the most important transit
countries for refugees from Eastern Europe.
Between 1945 and 1990 about 650,000 people
(mainly from Hungary, Czechoslovakia, and
Poland) migrated to the West via Austria [2, 3].
At the same time, about 20,000 people from
Hungary (1956/1957), 12,000 from the Czech
Republic and Slovakia (1968), and a few thou-
sand from Poland (1981/1982) settled perma-
nently in Austria. As a result of bilateral labour
recruitment agreements, about 265,000 guest
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workers immigrated to Austria between 1961
and 1974, most of them from Yugoslavia and
Turkey (in 1973, 78.5% of guest workers were
from Yugoslavia and 11.8% were from Turkey).
In 1974, the Austrian government decided to
stop the recruitment of guest workers and to
adopt a restrictive policy. This led to a 40%
decline in the number of foreign workers be-
tween 1974 and 1984. At the same time, many
guest workers extended their stay and family
reunification compensated the decline in la-
bour migration. The coup d'état in Romania at
the turn of the year 1989/1990 and the armed
conflicts in Croatia, Bosnia-Herzegovina, and
Kosovo between 1991 and 1999 resulted in
larger flows of refugees to Austria. After the
accession of Bulgaria and Romania to the
EU in 2007, the number of immigrants from
these countries increased [2]. Immigration to
Austria reached its peak with approximately
110,000 people during the wave of large-scale
migration of refugees in 2015 [3]. The big-
gest migrant groups in Austria according to
the country of birth are people from Germany
(232,200), Bosnia and Herzegovina (168,500),
Turkey (159,700), Serbia (143,200), and Roma-
nia (121,700) (as of 01.01.2019) [4]. The mi-
grant population (born abroad, 793,200 to 1.8
million) and its proportion in the total popula-
tion (10.3 to 19.9%) roughly doubled between
1990 and 2019 [5]. Austria has also had a posi-
tive net migration rate (the difference between
the number of persons immigrating and em-
igrating per year, per 1,000 persons) for dec-
ades and an increasing annual rate for some
years (2020: 7.4) [6]
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Fig. 3.7.1.2: Prevalence of PwM with dementia among the population aged 65+ (Austria — Nation)
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Tab. 5: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Austria — Nation)

1. 2. 3. 4, 5.
NUTS Total AT largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
. DE XS BA cz TR
Austria 115,131 199,302 3288 2050 1396 1374 1005 6,713
Prevalence/10,000 inhabitants with migration background 65+
. DE XS BA oy TR
Austria 5,019 - 143 89 61 60 44 293
Prevalence/100,000 inhabitants 65+
. DE XS BA cz TR
Austria 6,900 5,951 197 123 84 g7 60 402

Data source: Statistics Austria (2019)

There are 229,400 PwM aged 65 or older. Of
those, approx. 15,800 are estimated to exhibit
some form of dementia. Figure 3.7.1.1 shows
the most affected migrant groups presumably
originate from Germany (approx. 3,300), Ser-
bia (approx. 2,100), Bosnia and Herzegovina
(approx. 1,400), the Czech Republic (approx.
1,400) and Turkey (approx. 1,000). The second
graph highlights the number of PwM with de-
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mentia in Austria per 100,000 inhabitants aged
65 or older (figure 3.7.1.2). Table 5 displays the
values depicted in the maps on the national
level. The following maps show the distribu-
tion of non-migrants with dementia and PwM
with dementia from Germany, Serbia, Bosnia
and Herzegovina, the Czech Republic, and Tur-
key throughout the country in the NUTS2 re-
gions (figures 3.7.1.3 - 3.7.1.7.8).
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Fig. 3.7.1.3: Absolute number of PwM with dementia aged 65+.
Country of origin: Germany (Austria — NUTS2)
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Fig. 3.7.1.4: Absolute number of PwM with dementia aged 65+.
Country of origin: Serbia (Austria — NUTS2)
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Fig. 3.7.1.5: Absolute number of PwM with dementia aged 65+.
Country of origin: Bosnia and Herzegovina (Austria — NUTS2)

Absolute number of people with dementia in the population 65+ with migration background
Country of origin: Czech Republic &

Absolute numbers as at 01/2019,
calculated by country of residence |

NUTS2-level (medium-sized regions) Cauch Republic
| |s100PwD

[ > 100 - 250 PwD
B - 250 - 400 PwD
I - 400 PwD

— NUTSA (larga regions)
——— NUTS2 (medium-sized regions) Germany
P\IfD - Pmia with Dslmnus

Austria
d Hungary

: Bl
! r)"’\“‘ (B M}
e i
arihia

Swatzerand
Italy

- Slovenia
Croatia

BICMAVC 2020 ' 0 50 100 150

Data sources: Stalistics Ausiria 2019, Eurostat 2018

Slovakia

Fig. 3.7.1.6: Absolute number of PwM with dementia aged 65+.
Country of origin: The Czech Republic (Austria — NUTS2)
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Fig. 3.7.1.7: Absolute number of PwM with dementia aged 65+.
Country of origin: Turkey (Austria = NUTS2)
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Fig. 3.7.1.8: Absolute number of people with dementia aged 65+.
Country of origin: Austria (Austria — NUTS2)
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Austria

The graphics below highlight which immigrant ond graph shows the number of PwM with
groups are estimated to be the most affected dementia per 100,000 inhabitants aged 65 or
at the NUTS2 level. The first map illustrates  older in the NUTS2 regions. (figure 3.7.1.10).
the absolute numbers of PwM with dementia The values from the NUTS2 level can be found
in the NUTS2 regions (figure 3.7.1.9). The sec-  intable 6 [7, 8].
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Fig. 3.7.1.9: Absolute number of PwM with dementia aged 65+ (Austria — NUTS2)
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Fig. 3.7.1.10: Prevalence of PwM with dementia among the population aged 65+ (Austria — NUTS2)

Tab. 6: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Austria — NUTS 2)

1. 2. . 4. .
NUTS Total AT largest | largest ?a\rgest largest Iirgest Other
group group |group |group | group
Absolute Numbers
Burgenland 2,179 2,042 25 SSU 1C§ >8<S 50 39
Lower Austria | 23,272 | 21,085 1[1)2EO ;:3%4 >2<§3 ?¢2 1—; 877
Vienna 21,559 15,832 T? 50 257 (5?3%8 ‘BMAB Z; 2,623
Carinthia 8,404 7,593 25 5 2'6 gj |5T4 ég 237
Styria 17,377 | 16,040 ng 9 2'1 0 1851 '1_' 1R5 >7<§ 484
Upper Austria 18,851 16,771 27E7 228 gfg >2<j2 $609 675
Salzburg 7,167 6,101 2; T; ??6 ;Z ATE 349
Tyl oas |7gea |PE [T TR S ey,
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1. 2. 3. 4. 5.
NUTS Total AT largest |largest |largest |largest |largest | Other

group | group |group |group group

DE TR BA T XS
Vorarlberg 4,710 3,807 33 166 85 g9 70 267
Prevalence/10,000 inhabitants with migration background 65+
Burgenland 10,903 |- 1D§9 1H7US gzz 218 53? 200
Lower Austria | 7,342 - 1D3E 3 2355 >7<§ gj ATIS 276
Vienna 2,597 = 2(98;8 Eg 252 geA, ZI{ 317

s DE Sl BA IT XS

Carinthia 7,155 - 057 87 1 6 90 202
oo w3 mombe
Upper Austria | 6,253 - ?5E8 SS gé g? Eg 224
Salzburg 4,639 252 gi ;A ZE% ;R 182
R R A (S PO

DE TR BA IT XS
Vorarlberg 3,600 = 178 127 65 63 54 203
Prevalence/100,000 inhabitants 65+
Burgenland 6,900 6,463 ?QEO 1H1U1 g§ >2<§ ;O 126
Lower Austria | 6,900 6,252 1D2E5 gg >6<S ;A E 259
Vienna 6,900 5,067 ?3(28 1D7E 5 1C7Z 9 1822 ?; 6 840
Carinthia 6,900 6,235 258 % gé |4T4 >3<1S 194
Styria 6,900 6,369 5)5 ] ?3 EQ z 6R ;S 192
Upper Austria | 6,900 6,139 $7E4 SQ ;Z g: Eg 248
Salzburg 6,900 5874 258 ?52 ?; ZQZ ATKF; 336
Tyrol 6,900 5,870 ZOE 6 |1T5 6 ;—2 Zg EOA 254
Vorarlberg 6,900 5,577 ,OE)E ] ;Ff 4 182 4 |1T2 1 ?(CS)S 390

Data source: Statistics Austria (2019)
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3. National dementia plan

For Austria, two national documents that sup-
port care planners and care providers in devel-
oping strategies and action plans to improve
the living and care situation of people with de-
mentia and their relatives were found. The first
document of this type, the ‘Austrian Dementia
Report 2014', was published in January 2015.
This document has a separate chapter on mi-
grants with dementia. It comprises four pages
and points to the problems of late diagnosis
and the lower utilisation of care services, es-
pecially by migrants from Turkey. In this chap-
ter, reference is made to various international
studies on the situation of dementia patients
with a migration background and, in a sepa-
rate section, to a national study on the care
of migrants with dementia from Turkey (Bark-
hordarian 2013). The report points to major
gaps in information on dementia and migra-
tion. For example, it says that no definitive
statements can be made about the number
of PwM with dementia and on their care sit-
uation in Austria. Moreover, it also discusses
the evident lack of migrant-specific healthcare
services, especially with regard to dementia
prevention. In general, there seem to be both
qualified dementia experts and qualified mi-
gration experts, but there is a lack of coop-
eration, exchange, and networking between
these two groups. Dementia experts seem to
know little about the needs of migrants suf-
fering from dementia and their family carers,
and conversely, migration experts and family
carers seem to lack information on suitable
prevention or healthcare services. The gaps
in information and knowledge and the lack of
migrant-specific prevention services, together
with the use of dementia diagnostic tools that
are not suitable for migrants, and language
barriers are cited as reasons why migrants
with dementia are often diagnosed later than
non-migrants. Results of the national study
on the care of migrants from Turkey with de-
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mentia mentioned above indicate that PwM
with dementia from Turkey rarely make use
of formal care services and that their family
caregivers hardly use any support services.
Cultural and religious factors are mentioned
as central causes for this tendency. Health-
care providers are encouraged in this report to
pay special attention to the needs of PwM with
dementia. Specific needs may arise inter alia
from taboo and fear of stigmatisation within
the community, as well as previous traumatic
experiences associated with migration histo-
ry, which can again become a problem in the
case of dementia. To better address the needs
of migrants, native speakers with intercultur-
al experience should be employed, caregivers
trained, and staff in migrant counselling cen-
tres made aware of available services. For the
families of PwM with dementia, information
and support structures tailored to their needs
must be created. In the context of the problem
of standardised dementia diagnostic proce-
dures that are inappropriate for migrants, the
‘Austrian Dementia Report 2014’ also refers
to the screening instrument Transkulturelles
Assessment mentaler Leistungen (=Trans-
cultural Assessment of Mental Performance)
(TRAKULA) developed at the University of Co-
logne for the detection of cognitive disorders
in PwM, which has been in the testing process
since 2008 (status: 2015) [9].

The second document was also published
in 2015 and is entitled 'Dementia Strategy —
Living Well With Dementia’. This Austrian de-
mentia strategy contains seven impact goals
and 21 recommendations for action. However,
none of these goals and recommendations
directly relate to migration. The document
only refers to migration in two passages us-
ing different terms. First, in the section on
the ‘Principles for the development of impact
goals and recommendations for action’ at the
beginning of the dementia strategy, it is stated
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that in the context of identifying the needs of
people with dementia and their relatives, the
inequalities regarding the access of minorities
and PwM to support services must be taken
into account. Second, an indirect reference to
migration is made within the framework of the
recommendation for action for low-threshold
information services, that suggests conduct-

ing multilingual information dissemination
events. Overall, migration is treated as a very
minor topic ‘Dementia Strategy — Living Well
With dementia, in contrast to the ‘Austrian De-
mentia Report 2014'. The two recommended
actions that may be relevant for PwM are set
in brackets and therefore appear optional [10].

4. National dementia care and treatment guidelines

The ‘Medical Guidelines for the Integrated
Care of Dementia Patients’ from 2011 only re-
fers in two sentences within one chapter to a
subject area that is relevant for migration. The
topic of migration is briefly touched upon with-
out explicitly addressing it. It is pointed out
that neuropsychological tests for the differen-
tial diagnostic clarification of questionable or
mild dementia must consider the socio-cultur-
al background and language skills of a person.
In addition, reference is made to the Mini-Cog
screening test as a simple test procedure for
the early detection of dementia, whose va-
lidity is not affected by linguistic and cultural
differences. However, it is not pointed out that
a migration background or another cultural or
linguistic background can be a factor for an
uncertain diagnosis and that standardised
screening tests or common neuropsycholog-
ical test procedures may not be suitable for
these groups. Screening tests such as the

MMSE or clock test are listed, without refer-
ring to problems of use with cultural or lin-
guistic minorities. In subsequent chapters, no
reference is made to problems related to de-
mentia diagnosis or care for migrants/ethnic
minorities [11]. On behalf of the Federal Min-
istry of Health, the scientific report ‘Non-Drug
Prevention and Therapy for Mild and Moderate
Alzheimer's Dementia and Mixed Dementia’
was published in 2075. However, this 241-
page report does not refer to the topic of mi-
gration at any point [12].

The following parts on services and informa-
tion for PwM with dementia, professional care,
and support for family caregivers are based on
an interview with an expert and reflect the ex-
perience and opinion of the expert. A selection
bias in information and a discrepancy with re-
sults from the previous sections might ensue.

5. Services and information for people with a migration

background with dementia

Although the topic of dementia and migration
is considered very important by healthcare pro-
fessionals and health experts, there current-
ly seems to be no significant care structure.
However, sufficient multilingual information
material on dementia (for example in inpatient
facilities) is available. In addition, there are insti-

< back to Table of Content

tutions such as the Vienna-based joint venture
Terra, which provides multilingual counselling,
support, and mediation services for migrants
in areas such as health and social welfare [13].
According to the expert, there are only a few
specialised services for PwM with dementia in
Austria. With regard to both inpatient and out-



patient care, models of good practice seem
to exist only in individual regions, such as
the transcultural outpatient clinic at the AKH
(General Hospital) in Vienna. Concerning spe-
cialised services for PwM with dementia, the
expert could not name such models of good
practice. Since the demand is higher than the
supply, the expert mentioned insufficient provi-
sion as a problem. Moreover, according to the
expert, Austria has nationwide standards for
inpatient care regarding the consideration of
religion-based food needs (e.g. preparing dish-
es without pork), culture-specific needs during
family visits (e.g. setting up visitor rooms for
extended families), and language needs (e.g.
initiating a video interpreting service at the fed-
eral level and incorporating language-support
provisions such as professional interpreters
and multi-lingual brochures into inpatient facil-
ities). In terms of care for PwM with dementia,

there is apparently no uniform strategy at the
political or national level. How a person from
this population is cared for depends on the in-
dividual care provider in the respective region.
These care providers probably have different
care models. One approach that is widely used
and that is also part of the education of health-
care professionals is the model of validation.
This means that people with dementia are be-
ing heard, accepted, and respected. In doing
that healthcare professionals then might try to
accommodate the persons and their needs. In
the opinion of the expert, PwM with dementia
are not receiving adequate care not only due
to a lack of services, but also because they
rarely (or never) proactively utilise the exist-
ing services. In Styria, for example, there is a
gerontological psychiatric service that offers
state-sponsored home visits, but is not used
by PwWM.

6. Professional qualification and people with a migration

background in healthcare

Although there are dedicated courses on cul-
turally sensitive care for doctors and nursing
staff, culturally sensitive care does not exist as
a compulsory module within a traditional med-
ical study or nursing education according to
the expert. At the level of medical and nursing
academies, there are professional training and
further education opportunities in intercultural
care, but these are also optional courses that
are offered mostly in urban areas. In rural are-
as, there are only a few such training courses.
An interesting characteristic of the Austrian
healthcare system is the relatively high pro-
portion of PwM among the labour force in this
sector. According to the expert, the proportion
of migrants (in both inpatient and outpatient
care) among caregivers is at least 14 to 15%.
The expert pointed out that in the sector of
24-hour care, only PwM are employed. On the
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basis of a change in the law introduced in the
years 2006 to 2008, PwM can come to Austria
as so-called free self-employed persons for a
4-week period and care for a patient at home in
24-hour care. These people are mainly women
from Romania, Bulgaria, and Croatia. In gen-
eral, many caregivers with a migration back-
ground originate from former Yugoslavia (for
example Croatia) and border regions such as
Hungary and Slovakia. The healthcare system
and care providers try to use this diversity po-
tential to meet the needs resulting from the di-
versity of patients and to overcome the existing
language barriers between people from cer-
tain migrant groups and healthcare providers.
There are currently no nationwide interpreting
services in Austria, but most hospitals have
language lists in which professional caregiv-
ers with different mother tongues are listed.
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They are contacted and hired as needed, but
there are currently no set rules or training re-
quirements imposed on these interpreting
services, which leads to various problems.
Overall, the expert states that the need for cul-

7. Support for family caregivers

According to the expert, family caregivers of
PwM with dementia receive the same informa-
tion material (in the respective mother tongue)
as non-migrant family caregivers without a
migration background. There is also no signif-
icant difference in the provision of other sup-
port services. However, a huge difference can
be identified in the utilisation of these services
as PwM tend to use the services scarcely. For
instance, structurally itis possible to be insured
as a caring relative in Austria. This provides
the legal opportunity to be a professional fam-
ily caregiver. Recognised family caregivers re-
ceive a salary and are entitled to vacation and
paid rehabilitation. In principle, this structure is
available to regular migrants who are part of
the welfare state. Multilingual information ma-
terial about it is also available. However, this
opportunity is also much less used by PwM.
A central and huge barrier is the bureaucratic
apparatus. To receive such support services,

turally sensitive care is not met by sufficiently
qualified professionals and cites the lack of a
systematic approach and the absence of a na-
tionwide emphasis on diversity management
education as the central cause.

various forms must be filled out. PwM are
very often afraid of the bureaucracy and such
forms. They are afraid that they will not receive
assistance or will receive it very late if they fill
in a form incorrectly. As a result, a large part
of the services provided by organisations such
as Terra to support migrants consists of filling
in forms to help them apply for care allowance
or support.

While the utilisation of support services by
family caregivers of PwM with dementia is very
low, partly due to bureaucratic and language
barriers, the expert estimated the need for
specialised services and information for this
population as very high and very diverse. Apart
from having to cope with the responsibility of
being a family caregiver, which is extremely
demanding even for a person without a migra-
tion background, there are specific problems,
burdens, and care barriers that family caregiv-
ers of PwM with dementia are exposed to.
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1. Migration history

Belgium was an emigration country in the
past. Between 1830 and 1914, a large part of
the population emigrated due to poor working
conditions and economic circumstances. Dur-
ing the two world wars, about two million peo-
ple fled the country. The history of immigration
began during the First World War when people
from neighbouring countries, Eastern Europe,
and ltaly searched for work in Belgium. In the
interwar years, migration increased signifi-
cantly as a result of government recruitment
campaigns for the prospering coal industry. In
1930, the Belgian mining industry employed
approximately 30,000 foreign workers. Af-
ter an agreement with Italy, 110,000 workers
arrived between 1946 and 1956 from ltaly.
Subsequently, Belgium concluded bilateral
recruitment agreements with countries such
as Spain (1956), Morocco (1964), and Tur-
key (1964). In the late 1960s and early 1970s,
Belgium then attempted to limit immigration
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through strict guidelines. However, this led
to the situation wherein people who had al-
ready immigrated from non-European coun-
tries stayed permanently. In addition, refugees
from conflict areas, foreign students, and mi-
grants from the new EU member states took
the place of migrant workers. Overall, immi-
gration figures continued to rise until 2011.
After a brief decline in migration as a result of
a more restrictive immigration policy towards
non-EU foreigners, the figures increased again
from 2015 onwards. In 2017, migrants from
Morocco were the largest migrant group with
215,000 people, followed by France (185,000),
the Netherlands (130,000), and Turkey (98,000)
[1]. Between 1990 and 2019, the migrant pop-
ulation (born abroad) increased from 1.3 to 2
million people and the migrant proportion in
the total population rose from 12.8 to 17.2%
[2]. The net migration rate has always been
positive and as of 2020 amounts to 4.2 [3].
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Tab. 7: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Belgium — Nation)

1. 2. 3. 4, 5.
NUTS Total AT largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
. T FR NL MA DE
Belgium 129,939 | 115,517 3050 2 430 1707 1371 1104 4,762
Prevalence/10,000 inhabitants with migration background 65+
) IT FR NL MA DE
Belgium 6,217 - 146 116 . 66 53 227
Prevalence/100,000 inhabitants 65+
) T FR NL MA DE
Belgium 6,900 6,134 162 129 97 73 59 253

Data Source: Statistics Belgium (2011)

There are 209,000 PwM aged 65 or older. Of
those, approx. 14,400 are estimated to exhibit
some form of dementia. Figure 3.7.2.1 shows
the most affected migrant groups presumably
originate from Italy (approx. 3,100), France (ap-
prox. 2,400), the Netherlands (approx. 1,700),
Morocco (approx. 1,400), and Germany (ap-
prox. 1,100) (Fig. 3.7.2.1). The second graph
highlights the number of PwM with dementia
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in Belgium per 100,000 inhabitants aged 65 or
older (figure 3.7.2.2). Table 7 displays the val-
ues depicted in the maps on the national level.
The following maps show the distribution of
non-migrants and PwM with dementia from
ltaly, France, the Netherlands, Morocco, and
Germany throughout the country in the NUTS?2
regions (figures 3.7.2.3 - 3.7.2.8).
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Fig. 3.7.2.3: Absolute number of PwM with dementia aged 65+.
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Fig. 3.7.2.4: Absolute number of PwM with dementia aged 65+.
Country of origin: France (Belgium - NUTS 2)
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Fig. 3.7.2.5: Absolute number of PwM with dementia aged 65+.
Country of origin: The Netherlands (Belgium — NUTS2)
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Fig. 3.7.2.6: Absolute number of PwM with dementia aged 65+.
Country of origin: Morocco (Belgium - NUTS2)
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Fig. 3.7.2.7: Absolute number of PwM with dementia aged 65+.
Country of origin: Germany (Belgium — NUTS2)
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Fig. 3.7.2.8: Absolute number of people with dementia aged 65+.
Country of origin: Belgium (Belgium — NUTS 2)
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The graphics below highlight which immigrant ond graph shows the number of PwM with
groups are estimated to be the most affected dementia per 100,000 inhabitants aged 65 or
at the NUTS2 level. The first map displays the  older in the NUTS2 regions (figure 3.7.2.10).
absolute numbers of PwM with dementia in The values from the NUTS2 level can be found
the NUTS2 regions (figure 3.7.2.9). The sec-  intable 8 [4-6].
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Fig. 3.7.2.9: Absolute number of PwM with dementia in the total population aged 65+ (Belgium — NUTS2)
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Fig. 3.7.2.10: Prevalence of PwM with dementia among the population aged 65+ (Belgium — NUTS2)

Tab. 8: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Belgium — NUTS 2)

NUTS Total BE 1. 2. 3. 4, 5. Other
largest |largest |largest |largest |largest
group group | group group group

Absolute Numbers
MA FR T ES CD

Brussels 13,717 110,534 793 388 305 993 167 1,377
NL MA DE FR TR

Antwerp 23,359 | 21,684 662 211 189 103 60 450

. NL T TR DE MA

Limburg 10,918 19,813 470 103 115 83 51 193
NL FR DE TR MA

East Flanders 18,752 |18,060 167 112 104 79 56 181

Flemish NL DE FR IT MA

Brabant 14,058 13327 118 95 89 62 59 308
FR DE UK NL MA

West Flanders | 17,325 | 16,707 297 81 50 47 18 136

Walloon FR IT CD DE MA

Brabant 4736 4228 124 93 50 33 28 180
IT FR MA PL DE

Hai 17 14 44

ainaut b0 114899 11066 1813 93 74 72 3
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NUTS Total BE 1. 2. 3. 4. 5. Other
largest | largest |largest |largest |largest
group |group |group |group |group

Liege 14,706 | 12,518 |8T81 257 253 1E§6 :/|1A4 557

e e I A A L

Namur 5747 5277 1':23 |1T3 1 SE 25 1E§ 115

Prevalence/10,000 inhabitants with migration background 65+

Brussels 2,974 - :A5A7 gz |6T6 ES gg 299

Antwerp 9,624 = 2‘;‘ 3 g/|7A S 5 Zg ;F; 184

East Flanders | 18,697 |- :‘é_() 5?2 ?53 ;5 ’;A6A 181

A R L S R A D S

West Flanders | 19,353 526 S(IJE g: Tfl)‘ ;/IOA 152

ot |4 - P

Hainaut 4413 |- '; . 253 ;/'3A ?g ?5 o

Liege 4,637 - |2T7 g S7E sg Eg 2A6A 176

roac B R R[S N A N A

Namur 8,445 - ;59 |1T93 SSE gg Eg 168

Prevalence/100,000 inhabitants 65+

Brussels 6,900 5,299 g/léi 555 |1T53 1E1S2 SE 693

Antwerp 6,900 6,405 1N(|9' 5 EAZA EE g? 1T§ 133

Limburg 6,900 6,201 ;;‘7 |1T22 ;?Fj 25 g/le 122

East Flanders | 6,900 6,645 2‘1L ZT 28E ;s ;ATA 67

v BT (R [V A

West Flanders | 6,900 6,654 1F$6 C’E)ZE gg :‘é_ ;AA 55
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NUTS Total BE 1. 2. 3. 4. 5. Other
largest |largest |largest |largest | largest
group |group |group | group |group

Walloon FR [T CD DE MA

Brabant 6,900 6160 181 135 73 49 42 260

. T FR MA PL DE
Hainaut 6,900 5,821 495 318 6 29 28 173
. T DE FR ES MA
Liege 6,900 5,873 413 130 105 64 53 262
Luxembourg FR Ly T NL DE
7

(BE) 6,900 6:390 227 71 51 33 31 E
FR IT DE CD ES

Namur 6,900 6,336 196 157 08 7 13 138

Data source: Statistics Belgium (2011)

3. National dementia plan

Belgium's health system is organised at a re-
gional level. Therefore, it does not have a de-
mentia plan that applies to the whole country.
For the southern region Wallonia, no plan could
be identified [7]. The northern region Flanders
published ‘Dementia Plan for Flanders 2016—
2019 in 2016, but it has no separate chapter
on migration. However, in two paragraphs of
the chapter on the prevalence of dementia and
in three sections of the chapter on objectives
and measures, brief references are made to
migration. In these chapters, PwM are identi-
fled as a risk group for dementia. The propor-
tion of PwM in the Flemish population has in-
creased in recent years, especially in the 65+
age group, and a further increase is expected.
PwM suffering from dementia are considered
as a group that should be given special atten-
tion in scientific research and the develop-
ment of care strategies. It is pointed out that
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they have specific care needs that must be
taken into account when developing demen-
tia strategies. Flanders aims to offer neces-
sary care and support to PwM with dementia
and increase the knowledge about dementia
among immigrant communities. Simultane-
ously, it also intends to raise public awareness
regarding the importance of cultural diversity
in dementia care. The dementia plan of Flan-
ders aims to ensure that PwM have access
to dementia-specific care and that culturally
sensitive care services are made available.
Currently, there still seems to be a lack of cul-
turally sensitive healthcare services for PwM
with dementia in Flanders. The specific situa-
tion of this vulnerable group had not been giv-
en special attention in the past. According to
the ‘Dementia Plan for Flanders 2016-2019,
this is set to change in the future [8].
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4. National dementia care and treatment guidelines

According to a representative of the Agence
pour une Vie de Qualité (=Walloon Agency
for Quality of Life) (AVIQ), Wallonia does not
have any publicly accessible documents that
contain dementia-specific treatment or care
guidelines [9]. For Flanders, four such docu-
ments could be found. While the Transit Plan
Dementiekundige Basiszorg in het Natuurlijk
Thuismilieu’ from 2014 does not take migra-
tion into account [10], the other three guide-
lines refer to it to different extents. The doc-
ument You and Me, Together We are Human:
A Reference Framework for Quality of Life,
Housing and Care for People With Dementia’
from 2018 refers to migration in a section with
two large and one small paragraph. The fo-
cus is on the problem description. At first, it is
discussed that increasing diversity in western
societies poses challenges for carers. Then, a
few differences in the perception of dementia
and in the needs and care practices between
PwM and non-migrants are mentioned. It is
pointed out that some cultures perceive de-
mentia as a pathology of the brain, while oth-
er cultures see it as a part of normal aging, a
psychiatric problem, a religious or mystical ex-
perience, or punishment for bad behaviour. In
some of these cultures, dementia is strongly
taboo. As a result, such people need to be bet-
ter informed and their awareness of dementia
needs to be raised. The reference framework
concludes that current healthcare services
for migrants are insufficient. The care institu-
tions are directly invited to consider the cul-
ture-specific needs of people without falling
into stereotyping and over-culturalization. In
the future, Flanders wants to focus in particu-
lar on culturally sensitive healthcare for PwM

< back to Table of Content

with dementia. However, there are no plans to
develop specialised for this group [11]. In the
‘Memorandum’ of 2014 published in 2013 by
the 'Expertisecentrum Dementie Vlaanderen'
and the 'Vlaamse Alzheimer Liga, it is men-
tioned that the number of older people from
Italy, Morocco, or Turkey is increasing, which is
one reason for the growing pressure on infor-
mal care and the rising importance of diversity
of care [12]. The ‘Memorandum’ of 2019 from
2018 describes the situation with the same
wording. This indicates that the situation has
not changed in recent years—the number of
older migrants continues to rise, the pressure
on informal care continues to increase, and
diversity of care is still being neglected. This
could be the reason why at the end of the
memorandum the recommendation is made
that in the future greater attention should be
paid to PwM with dementia [13].

The analysis of the Flemish documents has
shown that the topic of dementia and migra-
tion is becoming more important in Flanders
and is also increasingly taken into account
while writing documents on dementia care.
PwM with dementia are identified as a vulner-
able group with specific needs to whom cul-
turally sensitive care should be offered in the
future. Currently, there seem to be major gaps
in this regard.

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based on
a conducted interview and reflect the experi-
ence and opinion of the experts. A selection
bias in information and a discrepancy to re-
sults from the previous sections might ensue.



5. Services and information for people with a migration

background with dementia

There are large gaps in care for PwM with
dementia since dementia and migration is a
new topic in society, politics, science, and the
healthcare system, and is currently not being
given any structural attention within these sys-
tems. The two experts interviewed are part of
the sole research project running on the top-
ic. Until now, the Belgian healthcare system,
policymakers, and care organisations have
not identiflied PwM with dementia as a group
with special needs. As a result, no national or
regional programs, guidelines, or official doc-
uments (published by the government) that
raise awareness of dementia and migration
among healthcare providers can be identified.
According to the interviewees, PwWM are not
included in the healthcare system in Belgium
at all. Thus, there is already a lack of focus on
health and migration, which is reflected in the
absence of public policies and best practice
examples addressing the subject. In the cur-
rent situation, the provision of culturally sensi-
tive services to PwM with dementia is depend-
ent on initiatives taken on an individual level,
with no involvement of the state. The experts
state that there are currently no specialised
healthcare services for PwM with dementia in
Belgium and the government, the healthcare
system, and the healthcare organisations are
also not taking any measures to ensure future
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intercultural care or support for people with
dementia. At the individual level, there are a
small number of healthcare providers and
caregivers who are sensitised to the specific
needs of PwM with dementia and offer cultur-
ally sensitive care based on their own profile
(e.g. own migration background) and experi-
ence of working with PwM. The experts men-
tioned the following two examples. First, a day
care centre for PwM with dementia was set
up in Brussels in 2017 by a group of nurses;
the day care has looked after about ten peo-
ple since it was launched (estimation of one
expert). The second example was the cultural-
ly sensitive dementia café in Mons. There are
also individual nursing homes with a high pro-
portion of migrants, such as a nursing home in
Brussels with many migrants from Italy, which
have been sensitised to the topic. According to
the experts, with the exception of these exam-
ples, there is no specific attention on ensuring
adequate care for PwM with dementia in Bel-
gium. No standard of care, no policy, and no
systematic consideration of the needs of this
specific group of individuals seem to exist.
Due to understaffing in the field of elderly care,
there is a general lack of sensitivity to person-
al needs for dementia patients; this applies in
particular to PwM.

iE
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6. Professional qualification and people with a migration

background in healthcare

According to the interviewed experts, intercul-
tural or culturally sensitive care is not an inte-
gral part of the professional training of health
or nursing staff. Although there are courses
on intercultural care, they are not a mandatory
module, are not offered nationwide to all stu-
dents, and are not considered as an important
basic component for care provision. Moreo-
ver, these courses are often only attended by
those who are already sensitised to the topic.
The large majority of trainees/students do not
attend courses on intercultural care.

Regarding cultural diversity and the proportion
of healthcare professionals with a migration
background, region (rural or urban) and pro-
fessional qualification play a key role. In cities
and for low qualification jobs, the proportion
of professionals with a migration background
is much higher than in rural areas and jobs re-
quiring advance qualifications. In residential
care in Brussels, for example, it is very high.
In addition, the proportion of migrants among
doctors is much lower compared to nurses.
Likewise, the proportion of cleaning staff with
a migrant background is probably 80 to 90%
(estimation by one expert). This may indicate
that jobs with lower qualifications are general-
ly those undertaken by migrants. With regard
to regions and countries of origin, the group of
professional caregivers with a migration back-
ground in residential care in cities is very het-
erogeneous (from all parts of the world, e.g.
Eastern Europe, America, Pakistan). In most
hospitals (except those in Brussels), the pro-

7. Support for family caregivers

The experts explained that the family network
plays a key role in supporting caregivers of
PwM with dementia. However, generally, fami-
lies and other potential support networks such
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portion of migrants and cultural diversity is
much lower. Overall, the diversity among staff
in inpatient care is lower than in outpatient
care. The two experts pointed out that there
are currently some structural and social con-
ditions in Belgium that represent a barrier to
the inclusion of PwM in the entire spectrum of
healthcare professions. PwM are often seen
as one group in policy, which leads to the false
expectation that caregivers with a migration
background generally offer culturally sensitive
care, because of their migration background,
and thus have the skills and knowledge to
manage care among these populations. Over-
all, the experts state that higher expectations
are set for healthcare providers with a migra-
tion background than for healthcare providers
without a migration background. In terms of
regular healthcare tasks and duties, both are
expected to have the same level of exper-
tise. At the same time, both are expected to
be prepared to provide translation services
when necessary and offer culturally sensitive
care. A high level of ethnic diversity among
the staff provides great potential but does not
automatically lead to culturally sensitive care.
The diversity needs to be utilised fruitfully with
the help of elements such as good leadership,
communication, and supportive non-stereo-
typical policy. According to the experts, anoth-
er central problem is the structurally caused
lack of inclusion of PwM in high-skill jobs in
the health system, in which they are underrep-
resented.

as religious communities and migrant organ-
isations are largely unfamiliar with dementia
care, and therefore, they must first be sensi-
tised and informed about it. In contrast to fam-



ilies, religious communities and migrant or-
ganisations currently do not play an important
role in providing dementia-specific support to
family caregivers. According to the experts,
this is not due to an absence of willingness,
but due to lack of awareness and knowledge
related to dementia. However, there are also
differences between the individual migrant or-
ganisations. Some countries of origin are bet-
ter organised and other countries are not rep-
resented in migrant organisations at all. Thus,
the extent to which family caregivers receive
support from these organisations depends on
the country of origin. Migrants from ltaly, for
example, have a social service that supports
them in terms of access to care, while people
from Morocco do not have such an organisa-
tion. Currently, the closest family caregivers
support the person with dementia most of the
time. They are also the ones who educate their
social circle about dementia, which in turn in-
creases the burden of care.

According to the experts, there is a general
problem of support and information for fam-
ily caregivers of people with dementia in Bel-
gium. This problem is even greater and more
complex with regard to the relatives of PwM
with dementia. There are no specialised infor-
mation resources (such as books, films) en-
abling them to discuss the topic of dementia
with their family in their mother tongue. In ad-
dition, the information available on dementia
is not culturally sensitive or culturally adapted
in terms of individual elements (e.g. people or
situations depicted in pictures, illustrations,
or videos). For the relatives of PwM with de-
mentia, it is important that they can recognize
themselves in the (virtual) information. Overall,
there is a great need for specialised services
providing support and information to this pop-
ulation. It is necessary to develop linguistically
and culturally sensitive information bearing in
mind that this information must be accessible
and lead to accessible care services.
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1. Migration history

Between 1880 and 1988, 808,600 people im-
migrated to Bulgaria and about 1,283,000
people emigrated from Bulgaria. The people
who came to Bulgaria during this period were
mainly ethnic Bulgarians from neighbouring
countries [1]. The first immigrants were ref-
ugees from Armenia (1915-1917) who fled
the Armenian genocide in the Ottoman Em-
pire. The next wave of immigration occurred
during the socialist period (1944-1989) when
large groups of students came from the Third
World. To meet labour demand, immigrants
from Vietnam were admitted in the late 1970s.
From 1989, immigration increased and large
groups from China and Arab-speaking coun-
tries came to Bulgaria. After Bulgaria joined
the EU in 2007, the number of immigrants from
the former Soviet Union and former Yugosla-
via increased. New large immigrant groups
were formed (people from the Russian Feder-
ation, Ukraine, Arab-speaking countries, Alba-
nia, Armenia, Serbia, Turkey, etc.). Bulgaria’s
accession to the EU, its geographical location
on the south-eastern external border of the
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EU and the Syrian War have transformed Bul-
garia from a traditional net emigration coun-
try to a transit country [2] with a reduced net
emigration [3]. Especially from June 2013, the
number of migrants who arrived in Bulgaria in
search of international protection increased
significantly. These migrants were mainly
from Iraqg, Afghanistan, Syria, Pakistan, and
Iran and most of them migrated undocument-
ed to Northern and Western Europe. In 2016,
people from Afghanistan represented 40% of
the new asylum seekers [4]. In 2013, the larg-
est migrant groups were from the Russian
Federation (19,700), Romania (6,400), Ukraine
(6,200), Greek (5,200), and Turkey (4,200) [5].
Between 1990 and 2019, the migrant popula-
tion (born abroad) has increased almost eight-
fold (21,500 to 168,500) and the proportion of
migrants in the total population has increased
twelvefold (0.2 to 2.4%) [6]. Overall, Bulgar-
ia's migrant population is smaller and its mi-
gration history is shorter than most other EU
countries [2]. As of 2020, the net migration rate
is-0.7 [7].
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Fig. 3.7.3.1: Absolute number of PwM with dementia aged 60+ (Bulgaria — Nation)

Dementia prevalence of people with migration background in the popuiatioh 60+

5 largest groups of immigrants
with dementia

< |Prevalence per 100,000
. |Inhabitants 60+*, calculated
by country of residence

NUTSO-level (national level)
B romania

I russian Federation
[ ] creece

[ serwia

7] ukraine

I over

“Data as at 02/2011

> - 'BE 3 -
0 /200 P | @ICMVC 2020,
. e — 1 "~~~ Data sources. National statistical institule 2011; Eurostat 2018

Fig. 3.7.3.2: Prevalence of PwM with dementia among the population aged 60+ (Bulgaria — Nation)
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Tab. 9: PwM with dementia: Absolute numbers, prevalence among PwM aged 60+,
and prevalence among overall population aged 60+ (Bulgaria — Nation)

1. 2. 3. 4, 5.
NUTS Total BG largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
. RO RU GR XS UA
Bulgaria 76,095 | 75256 995 144 118 56 43 253
Prevalence/10,000 inhabitants with migration background 60+
. RO RU GR XS UA
Bulgaria 36,282 |- 107 69 56 97 1 120
Prevalence/100,000 inhabitants 60+
. RO RU GR XS UA
Bulgaria 4,000 3,956 12 g 6 3 9 13

Data source: National statistical institute (2011)

There are 21,000 PwM aged 60 or older. Of
those, approx. 800 are estimated to exhibit
some form of dementia. Figure 3.7.3.1 shows
the most affected migrant groups presum-
ably originate from Romania (approx. 200),
the Russian Federation (approx. 100), Greece
(approx. 100), Serbia (approx. 60), and Ukraine
(approx. 40). The second graph highlights the
number of PwM with dementia in Bulgaria per
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100,000 inhabitants aged 60 or older (figure
3.7.3.2). Table 9 displays the values depicted
in the maps on the national level. The following
maps show the distribution of non-migrants
with dementia and PwM with dementia from
Romania, the Russian Federation, Greece, Ser-
bia, and Ukraine throughout the country in the
NUTS 2 regions (figures. 3.7.3.3 — 3.7.3.8).
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Fig. 3.7.3.3: Absolute number of PwM with dementia aged 60+.
Country of origin: Romania (Bulgaria = NUTS 2)
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Fig. 3.7.3.4: Absolute number of PwM with dementia aged 60+.
Country of origin: The Russian Federation (Bulgaria - NUTS 2)
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Fig. 3.7.3.5: Absolute number of PwM with dementia aged 60+.
Country of origin: Greece (Bulgaria — NUTS 2)
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Fig. 3.7.3.6: Absolute number of PwM with dementia aged 60+.
Country of origin: Serbia (Bulgaria = NUTS 2)
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Absolute number of people with dementia in the population 60+ with mlgratmn background
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Fig. 3.7.3.7: Absolute number of PwM with dementia aged 60+.
Country of origin: Ukraine (Bulgaria = NUTS 2)
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Fig. 3.7.3.8: Absolute number of PwM with dementia aged 60+.
Country of origin: Bulgaria (Bulgaria = NUTS 2)
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The graphics below highlight which immigrant second graph shows the number of PwM with
groups are estimated to be the most affected dementia per 100,000 inhabitants aged 60 or
at the NUTS 2 level. The first map illustrates  older in the NUTS 2 regions (figure 3.7.3.10).
the absolute numbers of PwM with demen-  The vales from the NUTS 2 level can be found
tia in the NUTS 2 regions (figure 3.7.3.9). The  intable 10. [8-10].
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Tab. 10: PwM with dementia: Absolute numbers, prevalence among PwM aged 60+,
and prevalence among overall population aged 60+ (Bulgaria = NUTS 2)

1. 2. 3. 4, 5.
NUTS Total BG largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
Northwestern | 10,642 | 10,593 RU XS GR <5 <5 16
13 8 6
Northern RO RU UK GR UA
Central 2787 2,068 62 15 8 5 5 24
RO RU GR UK UA
Northeastern 9,332 9,085 150 23 14 11 9 38
RU GR UK UA
Southeastern 10,857 | 10,777 19 13 19 6 <5 26
RU GR XS MK UA
Southwestern | 20,430 |20,185 56 39 36 17 15 82
Southern GR RU UA
Central 15046 | 14,948 47 17 5 <5 <5 28
Prevalence/10,000 inhabitants with migration background 60+
RU XS GR UA AZ
Northwestern | 87,015 |- 109 62 47 26 20 136
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1. 2. 3. 4. 5.
NUTS Total BG largest |largest |largest |largest |largest | Other

group | group |group |group |group
I R S A P
Northeastern 15089 |- 555 gg S§ ?g ?ﬁ\ 62
Southeastern | 54,585 |- S;J g? gg gg 1A§ 129
Southwestern 33,334 |- S;J SE >5<§ ;/l;( ;J? 133
oren g ||| m
Prevalence/100,000 inhabitants 60+
Northwestern | 4,000 3,982 EU >3<S SR :JA 1AZ 6
ot (s (10K e e
Northeastern 4,000 3,894 E? 1RE)J SR EK ZA 16
Southeastern | 4,000 3,971 ;QU SR ZK gA 'TAZ 10
Southwestern | 4,000 3,952 T:J SR >7<S g/IK ;JA 16
o U S G L N N L

Note: Absolute numbers < 5 are not given for data protection reasons.
Data source: National statistical institute 2011
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3. National dementia plan

Currently, no publicly available NDP could
be identified for Bulgaria. In February 2015,
Alzheimer Bulgaria published a report on na-
tional policies and practices in Bulgaria. This
report has a volume of three pages and con-
tains information about dementia diagnosis,

treatment, and care services concerning the
main barriers for adequate care of people with
dementia. There is also a one-page draft with
basic goals for a national dementia strategy.
Both documents do not refer to migration [11].

4. National dementia care and treatment guidelines

The ‘National Consensus on Early Diagnosis
and Treatment of Alzheimer's Disease and
Other Forms of Dementia’ from 2015is 32 pag-
es long and includes the topics of socio-med-
ical significance of dementia, principles of
the dementia diagnostic algorithm (criteria
for dementia), concretisation of the activity
(diagnostic activity in outpatient conditions,
diagnostic activity in hospital conditions), and
medicines used for the treatment of dementia.

This consensus document also makes no ref-
erence to migration at any point [12].

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based
on two conducted interviews and reflect the
experience and opinion of the experts. A se-
lection bias in information and a discrepancy
to results from the previous sections might
ensue.

5. Services and information for people with a migration

background with dementia

Both experts state that the healthcare strate-
gy for inpatient and outpatient care in Bulgaria
is an integrative one, but PwM with dementia
are only partly included in it. Information on
dementia is available almost nationwide and
therefore technically available to PwM. How-
ever, there is neither information with a spe-
cial focus on the needs of PwM with dementia
nor any state supported services providing
information on dementia in other languages,
according to the first expert interviewed. In
the ‘Foundation Compassion Alzheimer' (a
non-governmental organization to help and
support older people with Alzheimer's dis-
ease and dementia and their families as well
as their friends) there are team members who
speak other languages than Bulgarian and if
asked they are able to provide information in
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English, French or Italian. The second expert
said that, in general, services and information
are more readily available in bigger cities than
in other regions. Services for inpatient and
outpatient care for people with dementia have
almost nationwide availability for PwM—that
is, if they have documents and are entitled to
social security and healthcare benefits—since
they are entitled to the same healthcare and
social rights as non-migrants in Bulgaria.
There are eight dementia expert centres for
diagnosis, detection, and referral in different
cities in Bulgaria, where people from small
towns and settlements are being referred to
as well. The experts agree that existing servic-
es are suitable for people with and without a
migration background. As long as individuals
can afford these services, they will be taken
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care of, regardless of migration background.
Health laws prohibit discrimination based on
age, sex, origin, language, nationality, ethnicity,
political affiliation, education, beliefs, cultural
background, sexual orientation, personal/so-
cial/material status, disability, and type and
cause of the disease. According to the ex-
perts, there is currently no intercultural care
available for PwM with dementia and there
are no measures implemented or in develop-
ment to provide such care. Although there are

no options for intercultural care for PwM with
dementia and no other specialised services
for this population there is the ‘Health medi-
ator project’ aimed at facilitating access to
social and health services for people from the
Roma community. PwM with dementia and
their families are also rarely consulted when
it comes to designing information material or
healthcare services for PwM with dementia
according to the second expert.

6. Professional qualification and people with a migration

background in healthcare

The experts assume that administrative staff
and professional care providers might not be
qualified on culturally sensitive care. Addition-
ally, there seems to be no training in intercul-
tural care available. However, there are trained
social workers, cultural mediators, and Roma
mediators providing support for intercultural

7. Support for family caregivers

According to both experts, service providers
play an important role in supporting family
caregivers. The first expert rated the impor-
tance of family, religious communities, and
migrant organisations to be moderate while
the second expert rated it high.

The second expert assumed no differences in
information and services for family caregivers
of people with dementia with and without a
migration background since PwM are entitled
to the same rights as the non-migrant popula-
tion. Migrants and some ethnic communities
may experience language barriers; neverthe-
less, social mediators exist to facilitate their
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needs. They facilitate Roma community and
refugees’ access to social services and health-
care. Another concern reported by the experts
is that, personnel in centres for refugees who di-
rectly work with PwM and refugees lack knowl-
edge about different groups of ethnicities.

access to information. It seems that neither
on a national nor a municipal level are training
opportunities for family caregivers provided.
Organisations like the ‘Foundation Compassion
Alzheimer’ provide information and guidance
on dementia to family caregivers. However, the
second expert assumed a very high need for
specialised information and services for fam-
ily caregivers, particularly in terms of how to
deal with the health and social system, disease
information, care and management of the dis-
ease, support opportunities available, and pros-
pects on how to live well within the community.
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1. Migration history

Due to their affiliation to the former Aus-
tro-Hungarian Monarchy, a large number of
people from other parts of the monarchy
(Austria, Bosnia and Herzegovina, Hungary,
the Czech Republic, Slovakia, Slovenia, Italy,
Ukraine, and Poland) came to Croatia between
the 19th and the beginning of the 20th century.
Today, the descendants of these immigrants
represent the core of the ethnic minority pop-
ulation. Between 1918 and 1941, immigration
from economically disadvantaged regions of
Bosnia-Herzegovina increased. Overall, Croa-
tia's migration until the 1970s was character-
ised by immigration from economically disad-
vantaged parts of Yugoslavia [1]. In the second
half of the 20th century, there was a trend of
immigration from the Middle East. After the vi-
olent dissolution of Yugoslavia in 1991, many
people from other parts of the former Yugo-
slavia immigrated to Croatia. EU accession
in 2013 has led to an increase in the number
of immigrants in recent years [2]. Historically,
Croatia has been a country of emigration. The
history of mass emigration began as a result
of the wars between the Ottomans and the
Habsburgs during the 15th and 18th centu-
ries. Between 1890 and 1914, approximately
350,000 to 450,000 people emigrated, most of
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them to Germany, Belgium, or France. After the
Second World War around 250,000 people left
Croatia, many of them overseas (Canada, Aus-
tralia, New Zealand). During the socialist peri-
od, there were two waves of emigration. The
first wave, in 1946—1963, was mainly charac-
terised by illegal emigration to Italy and Aus-
tria. The second wave, 1964—-early 1970s, was
characterised by the state-supported mass
emigration of workers to Western European
countries (mainly Germany). The dissolution
of Yugoslavia and the war between 19971 and
1995 were followed by the last major wave of
emigration [1]. In the past, Croatia was char-
acterised by larger waves of emigration, but
also by immigration flows from neighbouring
countries. In 2013, the largest migrant groups
were from Bosnia Herzegovina (499,100), Ser-
bia (118,100), Slovenia (47,800), Montenegro
(89,357), and North Macedonia (20,677) [3].
The migrant population (born abroad, 674,100
to 518,000) and the proportion of migrants in
the total population (14.6 to 12.5%) decreased
slightly between 1995 and 2019 [4]. The net
migration rate has been negative since the
1990s, and as of 2020 is -1.9 [5]. This shows
that Croatia is still a country of emigration.
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Tab. 11: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Croatia — Nation)

1. 2. 3. 4, 5.
NUTS Total HR largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
. XS T Sl HU BA
Croatia 30,345 |26,113 2407 218 176 168 154 1,110
Prevalence/10,000 inhabitants with migration background 65+
. XS IT Sl HU BA
Croatia 2,868 - 298 o1 17 16 15 103
Prevalence/100,000 inhabitants 65+
. XS T Sl HU BA
Croatia 4,000 3,442 317 99 93 99 20 145

Data source: Croatian Bureau of Statistics (2011)

There are 105,800 PwM aged 65 or older. Of
those, approx. 4,200 are estimated to exhibit
some form of dementia. Figure 3.7.4.1 shows
the most affected migrant groups presuma-
bly originate from Serbia (approx. 2,400), Italy
(approx. 200), Slovenia (approx. 200), Hunga-

3. National dementia plan

For Croatia no NDP could be identified [9].
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ry (approx. 200), and Bosnia and Herzegovina
(approx. 200). The second graph highlights the
number of PwM with dementia in Croatia per
100,000 inhabitants aged 65 or older (figure
3.7.4.2). Table 11 displays the values depicted
in the maps on the national level [6-8].
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4. National dementia care and treatment guidelines

According to the Ministry of Health, no specific
national guidelines exist for the care of people
with dementia in Croatia [10]. However, there
are clinical guidelines for the pharmacological
treatment of dementia from 2015 developed
by the Croatian Alzheimer's Alliance and vari-
ous scientists. This document has a volume of
seven pages and deals with the starting point
for the development of the strategy (epidemi-
ology of Alzheimer's disease, obligations of
the Republic of Croatia [arising from EU and
WHO documents], mission of the Croatian
Association for Alzheimer’s Disease), the stra-
tegic framework (purpose, main goals, princi-
ples of the strategy), and the strategic areas in

the fight against Alzheimer’s disease. The stra-
tegic areas include early diagnosis of Alzheim-
er's disease, availability of treatment such as
anti-dementia drugs and other psychophar-
maceuticals, support for research work in the
area of Alzheimer's disease, access to social
benefits and services, development of sys-
tematic support for patients with Alzheimer’s
disease and their families/informal carers,
balanced regional development of diagnostic
centres and treatment of Alzheimer’s disease,
development of palliative care for people with
dementia, and destigmatization. The guide-
lines do not refer to migration [11].
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1. Migration history

Cyprus has a long history of migration. Al-
ready in the 12th century B.C., Achaean
Greeks came to Cyprus to colonize the island.
Between the 9th century AD and the Middle
Ages, larger groups of people from Syria and
Lebanon immigrated. In the 14th century, the
first Roma settlements were established, and
in 1521 larger groups from Turkey came to the
country (during the conquest of the island by
the Ottomans) [1]. In recent history, there have
been two waves of large-scale emigration:
1. the early 20th century when many people
emigrated to find jobs and improve their living
standards, 2. during 1960-1975 when large
groups fled due to the violent clashes between
Greek and Turkish Cypriots. Destination coun-
tries were United Kingdom, the US, and Aus-
tralia [1, 2]. Between 1974 and 1989, migra-
tion took various forms. In the north, Turkish
communities settled in several phases. In the
south, many Greek Cypriot refugees emigrat-
ed to the Middle East (Saudi Arabia), North Af-
rica (Libya), the UK, the US, or Australia. With
the collapse of the Soviet Union in 1989, mi-
gration patterns changed and Cyprus became
an immigration country. After the restrictive
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policies of the 1970s and 1980s, the policy
of an open labour market (for migrants) was
implemented [1, 3]. From the 1990s onwards,
many people immigrated from countries like
Sri Lanka, the Philippines, Bulgaria, Romania,
Greece, the UK, and the Russian Federation
[2]. EU accession in 2004 and the real estate
boom at the end of the first decade of the new
millennium, acted as additional pull factors for
immigration [1]. The financial crisis then led to
a decrease in immigration and an increase in
emigration around 2013 [1, 4]. In recent years,
immigration numbers have been rising again.
During the summer of 2018, the number of ref-
ugees arriving in boats increased significantly
[1]. In 2013, the largest migrant groups were
from United Kingdomand Northern Ireland
(42,900), Greece (27,900), Georgia (18,000),
the Russian Federation (15,300), and Sri Lan-
ka (11,600) [5]. Between 1990 and 2019, the
migrant population (born abroad) more than
quadrupled (43,800 to 191,900) and the mi-
grant proportion of the total population almost
tripled (5.7 to 16%) [6]. As of 2020, the net mi-
gration rate is 4.2 [7].
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Tab. 12: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Cyprus — Nation)

1. 2. 3. 4, 5.
NUTS Total (03'4 largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
UK GR EG GE RU
Cyprus 7,712 6,823 499 83 60 13 18 171
Prevalence/10,000 inhabitants with migration background 65+
UK GR EG GE RU
Cyprus 5984 |- 388 64 47 26 14 151
Prevalence/100,000 inhabitants 65+
UK GR EG GE RU
Cyprus 6,900 6,104 447 24 54 30 16 150

Data source: Statistical Service (2011)

There are 12,900 PwM aged 65 or older. Of
those, approx. 900 are estimated to exhibit
some form of dementia. Figure 3.7.5.1 shows
the most affected migrant groups presumably
originate from United Kingdom (approx. 500),
Greece (approx. 80), Egypt (approx. 60), Geor-

3. National dementia plan

The ‘National Action Plan for the Treatment of
Dementia in Cyprus 2012-2017" from 2012
has no separate chapter on migration but re-
fers briefly to this topic with three sentences in
two sections. First, it is pointed out that ethnic-
ity is a risk factor for dementia, as well as age
and gender. Why and to what extent ethnici-
ty is a risk factor is not explained. In addition,
the national strategy commits to the values of
equal access to diagnostic tests, treatments,
medicines, and care without discrimination on
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gia (approx. 30), and the Russian Federation
(approx. 20). The second graph highlights the
number of PwM with dementia in Cyprus per
100,000 inhabitants aged 65 or older (figure
3.7.5.2). Table 12 displays the values depicted
in the maps on the national level [8-10].

the basis of gender, age, ethnicity, and origin.
How they intend to ensure this equal access or
fight against discrimination based on ethnici-
ty or origin is not stated (no strategies/meas-
ures). Other issues such as prevalence, needs,
or diagnosis are not addressed. Overall, the
topic of migration plays a marginal role in the
national action plan for the treatment of de-
mentia, although inequalities in dementia risk
and access to dementia care associated with
ethnicity and origin are acknowledged [11].



4. National dementia care and treatment guidelines

According to the National Ministry of Health,
Cyprus does not have a document with na-
tional treatment guidelines for dementia [12].
Regarding the organisation of healthcare, it
can be noted that Cyprus is a (small) country
with a highly centralised public administration,
whose public health services are provided
through a network of hospitals, health centres,

sub-centeres, and dispensaries. Most of the
organisational, administrative, and regulatory
functions of the healthcare system are carried
out at the state level, and the lower levels of
the administration also cooperate with the
central administration, especially in the imple-
mentation of public health and health promo-
tion initiatives [13].
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1. Migration history

Migration has had a great influence on Czech
society for centuries. The first large influx of
migrants (from Germany) occurred during the
13th and 14th centuries. German immigration
played a central role until the 1940s. Between
1850 and 1914 (note that from 1867 the Czech
Republic was part of the Austro-Hungarian
Empire), about 1.5 million people emigrated
first to the US and later to Argentina, Austria,
Brazil, Hungary, the Russian Federation, and
Yugoslavia [1]. At the beginning of the 20th
century and during the First World War, there
were two waves of large-scale immigration
of Ukrainians [2]. In the 1920s and 30s, many
people from the newly founded Czechoslova-
kia emigrated to the US, Germany, and France.
Despite 40,000 people from the Czech Repub-
lic returning from the US and about 100,000
from Austria, emigration was the predominant
phenomenon of the interwar years. During the
occupation of Czech territory by Nazi Germa-
ny, about 80,000 Jews died in concentration
camps. Of the remaining 13,000 Jews, ap-
proximately half emigrated to Israel by 1950.
Between 1945 and 1946 about 2.8 million
people from Germany were expelled [1]. How-
ever, about 200,000 people from Czechoslova-
kia returned in the post-war period [3]. During
the communist era (1948-89) approximately
500,000 people from Czechoslovakia left the
country (mainly to Germany, Canada, Aus-
tralia, and the US). From the 1950s onwards,
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temporary workers immigrated from Angola,
Cuba, Mongolia, Poland, and especially Viet-
nam, and there were migration movements
from Slovakia [1-3]. Since regaining independ-
ence in 1989 and secession from the Slovak
Republic in 1993, the Czech Republic has
developed from an emigration country to a
country of transit migration and increasing im-
migration. Especially the accession to the EU
in 2004 led to a considerable influx of foreign
workers. After stagnating in the wake of the
financial crisis in 2008, the immigration of for-
eign workers increased again from 2013 on-
wards. The system upheaval in 1990 and EU
accession in 2004 also led to the emigration
of smaller groups of citizens (especially Czech
students) [1]. Currently, two parallel trends can
be observed: 1. a significant increase in the
immigration of labour migrants (from Ukraine,
Slovakia, Romania, Bulgaria, Mongolia, and
other Asian countries) 2. a stagnating and
comparatively low number of asylum seek-
ers with falling acceptance rates [4]. In 2013,
the largest migrant groups were from Ukraine
(127,200), Slovakia (73,400), Vietnam (61,700),
the Russian Federation (33,000), and Poland
(19,000) [5]. Between 1990 and 2019, the mi-
grant population (born abroad) almost quintu-
pled (110,400 to 512,700) and the proportion
of migrants in the total population more than
quadrupled (1.1 to 4.8%) [6]. As of 2020, the
net migration rate is 2.1 [7].
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Tab. 13: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (The Czech Republic - NUTS-2)

1. 2. 3. 4, 5.
NUTS Total cz largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
The Czech SK UA PL RO DE
85,26 79,8 828
Republic 5,265 805 3,340 555 304 250 183
Prevalence/10,000 inhabitants with migration background 65+
The Czech SK UA PL RO DE
Republic 6246 _ 245 41 22 18 13 o
Prevalence/100,000 inhabitants 65+
The Czech SK UA PL RO DE
Republic 4,000 3,744 157 26 14 12 9 32

Data source: Czech Statistical Office (2011)

There are 136,500 PwM aged 65 or older. Of
those, approx. 5,500 are estimated to exhibit
some form of dementia. Figure 3.7.6.1 shows
the most affected migrant groups presum-
ably originate from Slovakia (approx. 3,300),
Ukraine (approx. 600), Poland (approx. 300),
Romania (approx. 300), and Germany (ap-
prox. 200). The second graph highlights the
number of PwM with dementia in the Czech
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Republic per 100,000 inhabitants aged 65 or
older (figure 3.7.6.2). Table 13 displays the val-
ues depicted in the maps on the national level.
The following maps show the distribution of
non-migrants with dementia and PwM with
dementia from Slovakia, Ukraine, Poland, Ro-
mania, and Germany throughout the country
in NUTS2 regions (figures 3.7.6.3 — 3.7.6.8).



The Czech Republic

P P x Absolute numbers as at 03/2011,
Absolute number of people with dementia in the population 65+ calculated by country of residence

with migration background - Country of origin: Slovakia S 3
Y NUTS2-level (medium-sized regions)

N

"\_ A | | 550 PwD

| [ > 50- 100 PwD
- > 100 - 150 PwD
. 150 P
—— NUTE1 (national level)
—— NUTS2 (medum-sized reglons)
PwD = People with Dementia

Germany

Germany Slavakia

B ICMVE 2020 43 S
Data sources: Czech Office 2011; Eurestat 2011

Fig. 3.7.6.3: Absolute number of PwM with dementia aged 65+.
Country of origin: Slovakia (The Czech Republic — NUTS2)
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The Czech Republic
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Fig. 3.7.6.5: Absolute number of PwM with dementia aged 65+.
Country of origin: Poland (The Czech Republic - NUTS2)
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Fig. 3.7.6.6: Absolute number of PwM with dementia aged 65+.
Country of origin: Romania (The Czech Republic - NUTS2)
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Fig. 3.7.6.7: Absolute number of PwM with dementia aged 65+.
Country of origin: Germany (The Czech Republic — NUTS2)
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Fig. 3.7.6.8: Absolute number of PwM with dementia aged 65+.
Country of origin: The Czech Republic (The Czech Republic - NUTS2)
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The graphics below highlight which immigrant second graph shows the number of PwM with
groups are estimated to be the most affected dementia per 100,000 inhabitants aged 65 or
at the NUTS2 level. The first map illustrates  older in the NUTS2 regions (figure 3.7.6.10).
the absolute numbers of PwM with demen-  The values from the NUTS2 level can be found
tia in the NUTS2 regions (figure 3.7.6.9). The  intable 14 [8, 9].
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Fig. 3.7.6.9: Absolute number of PwM with dementia in the population 65+ (The Czech Republic — NUTS2)
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Fig. 3.7.6.10: Dementia prevalence of PwM in the population 65+ (The Czech Republic — NUTS2)

Tab. 14: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (The Czech Republic — NUTS 2)

1. 2. 3. 4. 5.
NUTS Total cz largest |largest |largest |largest |largest | Other
group group |group |group | group
Absolute Numbers
Prague 10,047 |9,451 g; g? E:;J 1DSE 185 130
o L I PV A L= O
Southwest 10,061 |9,550 igo g? gg EZE T@_ 68
Northwest 8,868 7,754 EOKQ $7A 1 ESE z; ?g 164
Northeast 12616 | 11904 |50 | b oo oo |0 e
Southeast 13716 | 13,124 §8K4 28A gc? 2; 1H5U 90
Central Moravia | 10,091 |9,573 §Z3 28A ARK()) 1P|7' 1H(L)J 60
ol R PR N M O
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1. 2. 3. 4. 5.
NUTS Total cz largest |largest |largest |largest |largest | Other

group | group |group |group | group
Prevalence/10,000 inhabitants with migration background 65+
A R
s = R - A P L L O
sotwest (7872 |- |3 [UA RO OB IR g
Northwest 3,183 = §:<8 ETA 25 ?Ig_ Tgo 60
Northeast 7,090 - 223 §8A gg ?5E TS 49
Southeast 9,268 = igo ;JQ EC? 1A; 1HOU 60
Central Moravia | 7,797 - §6KS ;J7A ;O ?; ?U 47
il R S O (e o L R
Prevalence/100,000 inhabitants 65+

SK UA RU DE BG
Prague 4,000 3,763 198 26 19 . 6 42
e R L O L L
Southwest 4,000 3,797 1822 ;é 52 SE zL 23
Northwest 4,000 3,497 ;KS $7A 55 EZ ;? 68
Northeast 4,000 3,774 1853 L2JZA ?Ié ZE F;O 23
Southeast 4,000 3,827 182<2 ;Jj (F;O éT ZU 22
Central Moravia | 4,000 3,795 183K6 ;JQA TS ;’L ZU 19
el R A R O L R

Data source: Czech Statistical Office (2011)
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3. National dementia plan

The ‘National Action Plan for Alzheimer’s Dis-
ease and Other Similar Diseases for 2016—
2019 from 2016 is 23 pages long and covers
the following topics: 1. Problem definition:
dementia, its symptoms and causes, number
of people living with dementia, care for peo-
ple with dementia, and economic impacts
of dementia; 2. Tasks: improving access to
diagnosis and ensuring timely and correct
diagnosis of dementia, improving access to
appropriate care (ensuring appropriate care
and its coordination), increasing support for

carers, ensuring the education of informal car-
ers, development of educational programs for
professional caregivers, preventive measures
in health and social services, raising dementia
awareness among the general public, coordi-
nated research efforts (including the use of
already available results), organisation of ep-
idemiological monitoring, and involvement of
the Czech Republic in European cooperation.
None of these topics contain any reference to
migration [10].

4. National dementia care and treatment guidelines

At the national level, three guidelines or rec-
ommendations for the diagnosis of dementia
and the treatment of people with dementia
(from 2007 [11], 2008 [12], and 2018 [13]) were
identified for the Czech Republic. These docu-
ments are 6 [11], 8 [12], and 16 pages [13] long
and comprise the following topics: 1. pharma-
cological treatment and non-pharmacological
interventions for various forms of dementia
such as Alzheimer's disease and vascular de-
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mentia [11]; 2. information on the diagnosis of
dementia, imaging methods and their use in
the diagnosis of dementia, evaluation of clin-
ical diagnosis, evaluation of behavioural and
psychiatric symptoms, and evaluation of daily
life activities [12]; 3. types of dementia and eti-
ology, diagnostic procedure, and therapeutic
procedure [13]. None of the three documents
discuss migration [11-13].
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1. Migration history

Denmark has a history of continuous immi-
gration in recent centuries, beginning from
the immigration of Dutch farmers in the early
16th century who were followed by Jewish mi-
grants from various European countries in the
17th century; people from Germany between
the mid-17th and 19th centuries; and unskilled
workers from Poland, Germany, and Sweden
between mid-19th century and World War
One. Migration history in the 20th century is
characterised by several waves of large-scale
refugee immigration. As a result of the two
world wars, many people from Eastern Europe
and Germany as well as Jews came to Den-
mark. In the late 1960s and early 1970s, there
was a short wave in which guest workers from
Turkey, Pakistan, Yugoslavia, and Morocco mi-
grated to Denmark. In addition, Denmark was
the destination of about 1,000 refugees every
year from Chile and Vietnam in the 1970s. The
Cold War, the collapse of Yugoslavia and the
Soviet Union, and the Middle Eastern conflicts
in the 1990s resulted in the formation of new
migrant groups (people from the Russian Fed-
eration, Hungary, Bosnia and Herzegovina,
Iran, Irag, and Lebanon). After an increasing
number of refugees came from developing
countries, a shift towards a restrictive policy
took place in the mid-1990s. As a result, the
number of refugees declined significantly [1].
Despite factors such a stringent refugee poli-
cy, the implementation of the 1996 Schengen
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Agreement from 2001 [2], and the increase in
the number of workers from the Baltic States
and Poland, after those countries joined the
EU in 2004, non-Western immigrants still out-
number Western-origin immigrants in Den-
mark today. Although citizens from Western
countries, especially from Scandinavian coun-
tries, the EU, and North America also arrive,
they usually stay in Denmark for only a limit-
ed period to work or study. Most of the immi-
grants arriving in Denmark are asylum seek-
ers and persons from non-Western countries
who enter as family members off immigrant
workers in accordance with the laws regulat-
ing family reunification [1, 3]. In 2017, the num-
ber of non-Western-origin immigrants living
in Denmark was almost twice as high as that
of Western-origin immigrants. While the net
migration of Western-origin immigrants has
languished since 2007, the net migration of
non-Western-origin immigrants continues to
increase [3]. Between 1990 and 2019, the mi-
grant population (born abroad) more than tri-
pled (235,200 to 722,900) and the proportion
of this group in the total population more than
doubled (4.6 to 12.5%) [4]. The net migration
rate has always been positive and currently
amounts to 2.6 [5]. In 2017, people from Tur-
key (62,700), Poland (44,900), Syria (33,600),
and Germany (29,600) represented the largest
migrant groups [3].
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2. Estimated number of people with a migration background
with dementia

Absolute number of people with dementia and migration N |5 largest groups of immigrants

ound in 1 lation 65 with dementia, calculated by
backgroundin:the populatio .6 country of residence”

(Absolute numbers as at 10/2018)
I Germany

[ Sweden

[ Norway

[ urkey

[ united Kingdom

- Other

*NUTS1-level (national level)
PwD = People with Dementia

SO

Sweden i

-
GIGM-VG@-;?O—"\

Data soiiices Statistics Denmark 2019; Eurostat 2018

Fig. 3.7.7.1: Absolute number of PwM with dementia aged 65+ (Denmark — Nation)
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Dementla prevalence of people with mlgrahon background

A

5 largest groups of immigrants

with dementia

Prevalence per 100,000
inhabitants 65+", calculated
by country of residence

NUTS1-level (national level)

- Germany
- Sweden
[ Norway
- Turkey

[ united Kingdom

I other

“Data as at 10/2018

Sweden

 1CM: vr ?020 e
Data soulr.es S!ahsln:s Denmark 2019; Eurostat 2018

Fig. 3.7.7.2: Dementia prevalence of PwM in the population 65+ (Denmark — Nation)

Tab. 15: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+, and
prevalence among overall population aged 65+ (Denmark — Nation)

1. 2. 3. 4, 5.
NUTS Total DK largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
DE SE NO TR UK
Denmark 79,512 | 75,343 577 303 979 249 217 2,544
Prevalence/10,000 inhabitants with migration background 65+
DE SE NO TR UK
Denmark 13,161 |- % 50 46 41 36 421
Prevalence/100,000 inhabitants 65+
DE SE NO TR UK
Denmark 6,900 6,538 50 %6 o4 9 19 209

Data source: Statistics Denmark (2019)
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Denmark

There are 60,400 PwM aged 65 or older. Of
those, approx. 4,200 are estimated to exhibit
some form of dementia. Figure 3.7.7.1 shows
the most affected migrant groups presum-
ably originate from Germany (approx. 600),
Sweden (approx. 300), Norway (approx. 300),
Turkey (approx. 300), and United Kingdom (ap-
prox. 200). The second graph highlights the
number of PWM with dementia in Denmark per

100,000 inhabitants aged 65 or older (figure
3.7.7.2). Table 15 displays the values depicted
in the maps on the national level. The following
maps show the distribution of non-migrants
with dementia and PwM with dementia from
Germany, Sweden, Norway, Turkey, and the UK
throughout the country in the NUTS2 regions
(flgures 3.7.7.3 = 3.7.7.8).

\
Cermany 5
4 D&f

| a0 60 a0
km

3 Ah:_

Absolute number of people with dementia in ti?e:i-’;j’opulation 65+
with migration background - Country of origin:’ ermany N

Absolute numbers as at 10/2019,
calculated by country of residence
A NUTS2-level (medium-sized regions)

[ |=30pPwn
[ - 30-60PwD
B > s0-s0Pwo
Bl - 0pe0

——— NUTS1 (national level)
NUT32 (medium-sized regions)
PwD = People with Dementia

Sweden Wi

)

@ ICMVC 2020-—,
Data sources: Statistics Denmark 2019, Eurostat 2018

Fig. 3.7.7.3: Absolute number of PwM with dementia aged 65+.

Country of origin: Germany (Denmark — NUTS2)
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Denmark

Absolute number of people with dementia in tﬁaﬁopulaﬂon 65+
with migration background - Country of uﬁgin:’%radan

Q\Cjc:\

el I

Gernmany

Absolute numbers as at 10/2019,
calculated by country of residence

A NUTS2-level (medium-sized regions)

[ J<a0pwn
[ - 20-60pPw0
B > s0-sopPwo
—

. NUTS1 (national level)
NUTS2 (medium-sized regions)
PwD = People with Dementia

Sweden /fr %ub i

ér
® ICM-VC 2020,

cuices: Statistics Denmark 2019; Eurostat 2018

Fig. 3.7.7.4: Absolute number of PwM with dementia aged 65+.
Country of origin: Sweden (Denmark — NUTS2)
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Absolute number of people with dementia in ttTestopulatiun 65+
with migration background - Country of origin:f?:grway

S
i
\*‘-_a
v
30 60 90

)
Q’ =l Gernmany
S -

Absolute numbers as at 10/2019,
N |calculated by country of residence
A NUTS2-level (medium-sized regions)

[ J=a0pwn
[ - 20-60pPwp
B > s0-sopwo
—

——— NUTS1 (national level)
NUTS2 (medium-sized regions)
PwD = People with Dementia

q.w.sﬁw:“eﬁ
, -

Sweden

A [
& ICMAVE 2020,
Data sources: Staistics Denmark 2019; Eurostat 2018

Fig. 3.7.7.5: Absolute number of PwM with dementia aged 65+.
Country of origin: Norway (Denmark — NUTS2)
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Denmark

Absolute number of people with dementia in tﬁa@ﬁopulation 65+
with migration background - Country of origin:‘Turkey N
Vi

ﬁr A

Absolute numbers as at 10/2019,
calculated by country of residence
NUTS2-level (medium-sized regions)

[ |=a0pPwn
[ - 20-60pPwp
Bl > s0-soPwo
—

. NUTS 1 (national level)
NUTS2 (medium-sized regions)

PwD = People with Dementia

o -gﬁwv*"éﬁ
Sweden /:' %‘b }
f
\
' \
{ /
nd T =/ :

e
©ICM-VC 2020
Dala sources: Statistics Denmark 2019, Eurostat 2018

Fig. 3.7.7.6: Absolute number of PwM with dementia aged 65+.
Country of origin: Turkey (Denmark — NUTS2)
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Absolute number of people with dementia in tﬁéEOpulatiun 65+ Absolute numbers as at 10/2018,
with migration background - Country of origin:'tinited Kingdom 1 |calculated by country of residence
Vs

NUTS2-level (medium-sized ragions)
§%‘( [ issupwo
A4 I - 000
Lh B > 50- 50 Pwo
4 — .

— NUTS1 (national level)
NUTS2 (medium-sized regions)
PWD = Pesple with Dementia

X,
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Data sources: Statistics Denmark 2019; Eurostat 2018

Fig. 3.7.7.7: Absolute number of PwM with dementia aged 65+.
Country of origin: United Kingdom (Denmark — NUTS2)
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Denmark

Absolute number of people with dementia in the population 65+ AR AT G 1O
" cul coun res nce
Gatimey of geigin:Denmark ; N [NUTS2 evel (medium-sized regions)

<10,000 PwD
10,000 - 14,000 PwD
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Data sources” Statistics Denmark 2019, Eurostat 2018
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Fig. 3.7.7.8: Absolute number of PwM with dementia aged 65+.
Country of origin: Denmark (Denmark — NUTS2)
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The graphics below highlight which immigrant second graph shows the number of PwM with
groups are estimated to be the most affected dementia per 100,000 inhabitants aged 65 or
at the NUTS2 level. The first map illustrates  older in the NUTS2 regions (figure 3.7.7.10).
the absolute numbers of PwWM with demen-  The vales from the NUTS2 level can be found
tia in the NUTS2 regions (figure 3.7.7.9). The in table 16 [6-8].

Absolute number of people with dementia and migration background 5largest groups of

in the population 65+ iiw i :m:zx;: :i‘jh Tg_ezn:;rg:la
i A calculated by country of

?k residence

23 (Absolute numbers as at 10/2019)

) 190 PuD
s S | EI 0PwD
fos
> B 2rgest group
B B 2. rargest group
43 Sweden I:I 3. largest graup
\ I 4 targest group
[ 5. targest group
—

Country Codes:

BA = Bosnia and Herzegovina

DE = Germany

NO = Norway

P = Pakistan

SE = Swaden

TR = Turkey

UK = Linitd Kingdom

8831 Absolute number of PwD
x in tha genaral pepulation

“medium-sized regions

PwD = Peuple with Dementia
A [
b 'f
b,
} 1
ol b
'; Jr'
pd _ga= A
e -
ey
4
— .:'
S
W= d -:'II"'\ German (4 e B . i/f'_'-";
b adaay y Oj) | ap 60 a0 = \l. B 1CM-VE 2020 —
N el L ——w— T Data sources. Slatistics Denmark 2019; Eurostat 2018

il S

Fig. 3.7.7.9: Absolute number of PwM with dementia aged 65+ (Denmark — NUTS2)
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Dementia prevalence of people with migration background
in the population 65+ %
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MO = Norway
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PwD = Paople with Damentia
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** Data as at 10/2019

Fig. 3.7.7.10: Prevalence of PwM with dementia among the population aged 65+ (Denmark — NUTS2)

Tab. 16: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Denmark — NUTS 2)

1. 2. 3. 4, 5.
NUTS Total DK largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
SE DE TR PK NO
Hovedstaden 21,730 | 19,726 162 149 143 132 115 1,303
: DE SE TR NO UK
Sjeelland 13,177 112,670 69 44 44 41 33 276
DE BA UK NO SE
Syddanmark 18,144 | 17,360 934 62 40 39 37 372
- DE NO UK BA SE
Midtjylland 17,631 |16,995 88 48 38 38 35 389
: DE NO SE BA UK
Nordjylland 8,831 8,592 37 36 04 15 15 112
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1. 2. . 4. .
NUTS Total DK largest | largest iirgest largest I5argest Other
group group | group |group |group
Prevalence/10,000 inhabitants with migration background 65+
Hovedstaden 7,484 - 25 ;E LTLQR ZSK Té) 449
S e PR L < o [T (U PP
Syddanmark 15970 |- 256 gj g? gs gg 327
vidiglond 19740 |- |25 N0 UC[BA IR,
Nordjylland 25487 |- 5)57 1N§4 25 ij Z;( 323
Prevalence/100,000 inhabitants 65+
Hovedstaden 6,900 6,264 §1E 2'75 I; Zg gg 403
Sjeelland 6,900 6,635 gg ig ;5 ;‘10 ;J; 132
Syddanmark 6,900 6,602 glgi Sg $§ ’1\150 185 128
widiylond 6900 |ees1 |OF N0 (U BA Ry
Nordjylland 6,900 6,731 SgE 2‘5 185 ?ﬁ L1J2< 75

Data source: Statistics Denmark (2019)

3. National dementia plan

There is a Danish ‘National Action Plan on De-
mentia 2025 from 2017. It consists of 14 pag-
es and focuses on five objectives: 1. Early de-
tection and better quality of examination and
treatment, 2. improved quality of care, nursing,
and rehabilitation, 3. support and guidance
for the relatives of people with dementia, 4.
dementia-friendly communities and housing,
and 5. increasing knowledge and professional
skills. Across different sections, 23 initiatives
are mentioned; for example, the section on ob-
jective 4 presents Initiative 15, which concerns
establishing 98 dementia-friendly municipal-
ities. However, neither the five objectives nor
the 23 initiatives refer to PwM [9]. In addition
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to the NDP, Denmark has published a white pa-
per ‘Denmark - a Dementia-Friendly Society’ in
2018. This document is 36 pages long and ad-
dresses several distinct topics: early detection
of dementia, high quality diagnosis, evaluation
and treatment, dementia-friendly hospitals,
quality of care and rehabilitation, support of
person-centred care through digital care plan-
ning, support for family caregivers, support of
people with dementia and their families through
technological tools, improvement of the safety
of people with dementia, increasing knowledge
and professional skills, and interactive technol-
ogy-based staff training. The white paper also
has no reference to migration or PwM [10].
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4. National dementia care and treatment guidelines

For Denmark, four clinical guidelines for de-
mentia at the national level were identified:
one for dementia and medicine, one for diag-
nosing mild cognitive impairment and demen-
tia, one for examining and treating dementia,
and one for preventing and treating behavioral
and psychological symptoms in people with
dementia. The ‘National Clinical Guideline on
Dementia and Medicine' from 2018 and the
‘National Clinical guideline for the Preven-
tion and Treatment of Behavioral and Men-
tal Symptoms in People with Dementia’ from
2019 do not refer to the topic of migration [11,
12]. The ‘National Clinical Guideline for the
Diagnosis of Mild Cognitive Impairment and
Dementia’ from 2018 makes a brief reference
to migration and points out that in Denmark a
validation of the Rowland Universal Dementia
Assessment Scale (RUDAS) exists, a demen-
tia screening tool developed in Australia as an
interculturally appropriate measurement. This
validation is based on tests of 137 patients,
including 34 PwM [13]. The ‘National Clinical
Guideline for the Examination and Treatment
of Dementia’ from 2013 has a short section
with two paragraphs on ethnic minorities.
It points out that the number of immigrants
older than 65 years (approximately 16,000 in
2013) will increase in the next decades. Fur-

thermore, the group of people from non-West-
ern countries is highlighted as a vulnerable
group with regard to the diagnosis of demen-
tia. The heterogeneity of this group in terms of
cultural background, language skills, and edu-
cational level may make it difficult to examine
and assess cognitive functions. If educational
and language skills are not taken into account,
there is a significant risk of overdiagnosis of
cognitive impairment. According to a study
from 2010, there are almost 1,000 immigrants
from non-Western countries living in Denmark
who are over 65 years old and have demen-
tia. Moreover, it is pointed out that the cogni-
tive function test MMSE (Mini Mental Status
Examination) is sensitive to the influence of
language skills. The guideline concludes that
there may be particular difficulties in the as-
sessment of dementia in immigrants from
non-Western countries [14].

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based
on a conducted interview and reflect the ex-
perience and opinion of the expert. A selection
bias in information and a discrepancy to re-
sults from the previous sections might ensue.

5. Services and information for people with a migration

background with dementia

According to the expert, PwM are in principle
identified as a vulnerable group in Denmark.
PwM mostly originate from Turkey, Pakistan,
Arab speaking countries, and Yugoslavia.
While there is a general awareness of this is-
sue, it is not a focus area and, is only seen as
partly important. It is clear that dementia in
PwM is treated as important only in the ma-
jor cities like Copenhagen, rather than in other
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parts of Denmark where fewer PwM live. Chal-
lenges related to PwM concern cognitive as-
sessments, the use of professional interpret-
ers, adherence to clinical recommendations
and treatment plans, and how dementia care
should be organised for this population. The
main issues identified by the expert are an in-
creased risk for development and progression
of dementia, under-diagnosis, and lack of ac-



cess to formal healthcare services.

The expert stated that in general Denmark
follows an integrative healthcare strategy in
which the mainstream services accommo-
date the special needs of people with demen-
tia. Information material and fact sheets about
dementia, Alzheimer’'s disease, and vascular
dementia are published in ten different lan-
guages (Danish, English, Turkish, Urdu, Farsi,
Croatian, Bosnian, Serbian, Polish, Somali) and
have been verified by people from the different
language or ethnic communities. There are no
specialised services for PwM with dementia as
well as no specialised services for any specific
minorities according to the expert. However,
there are two specialised immigrant clinics, lo-
cated in Copenhagen and Aarhus, which treat
patients with complicated medical histories.
They take into account the economic situation,
immigration issues, medical and psychiatric
illness etc. of patients. There is also an ethnic
resource team in Copenhagen that organizes
home care. Their personnel have different eth-
nic and language backgrounds and they are
matched with care receivers who wish to have
professional caregivers of the same ethnicity
and language as their own. A nursing home in
Copenhagen specializes in multicultural care

and caters to the dietary needs and different
religious backgrounds of the people.

As stated by the expert, existing services for
dementia are suitable for the care of non-mi-
grants but not for people from ethnic minority
groups. There is a high need for specific infor-
mation and services because the needs often
differ from what is provided in mainstream
services. Without any specialized information
or services many caregivers cannot really ac-
cess those services.

Furthermore, the expert pointed out that in
order to improve the situation of PwM with
dementia different projects were or are be-
ing executed. A current project is focusing on
spreading awareness and knowledge about
dementia in minority groups by reaching out to
them at places where they socialize or congre-
gate with others from their community, such
as cultural centres, and also at private homes.
Different projects are concentrating on inter-
cultural care and trying to map the care needs
of older PwM. There is another project investi-
gating the needs of people and families from
minority groups by directly talking to them so
that services can be based on real needs rath-
er than assumptions.

6. Professional qualification and people with a migration

background in healthcare

The expert interview showed that options for
continuing education in cross-cultural encoun-
ters and communication exist but it is mainly
provided in the major cities. Furthermore, cul-
turally sensitive care is part of the curriculum
in most programs for healthcare professionals
but it is not a mandatory part of any curricu-
lum or continuing education.

The high proportion of professionals with a
migration background working in healthcare
is another point that was of special interest in
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the interview. Professional caregivers in Den-
mark mostly originate from Turkey, Pakistan,
or Arab speaking countries. The cultural dif-
ferences between care givers and receivers
leads to various cultural challenges in health-
care. Discrimination and racism towards the
care personnel can arise. Sometimes such
care personnel are not familiar with the cul-
ture-based needs of the care receiver and also
might not be able to communicate effectively
in Danish. Also, opinions on ‘good care’ can
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differ. 'Good care’ in Denmark refers to rehabil-
itation and focuses on helping older people to
manage on their own. But many of the young
women with a migration background are per-
ceived to come from family-oriented cultures

7. Support for family caregivers

The expert highlighted that the main support
for the family caregivers and the people living
with dementia comes from the immediate fam-
ily = and in many cases only the family — and
service providers, healthcare professionals or
social workers. The ethnic and religious com-
munities as well as the migrant organisations
are not seen to play a role in dementia care.

where one cherishes older people, meaning
that good care is doing everything for them.
That is counterproductive to rehabilitation. At
the moment, the need for culturally sensitive
care for PwM is rated as not being met.

Additionally, the expert pointed out that there
are major differences in terms of accessibili-
ty of services and information between family
caregivers with and without a migration back-
ground. In the absence of specialised support
and guidance, PwM are unable to access the
available services. Therefore, they are in high
need of specialiced services.
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1. Migration history

Over the last one and a half centuries, the
population and ethnic structure in Estonia has
been majorly impacted by migration. There
were two waves of extensive emigration. First
was in the second half of the 19th century (to
the Russian Federation) and the second wave
was in 1944 (to the West). During the Sec-
ond World War, mainly ethnic minorities left
the country (from Germany, Sweden, Jewish
communities). Only the Russian community
was not destroyed. After the Second World
War, Estonia transformed from an emigration
country to an immigration country. Most im-
migrants came from the Russian Federation.
Immediately after the Second World War, net
migration was 10,000 people per year. The
second wave of large-scale immigration took
place in the 1960s. The restoration of inde-
pendence then led to a renewed change in
the direction of migration. Between 1989 and
1994, more than 80,000 people left Estonia.
Many people returned to the Russian Feder-
ation, but some also emigrated to the West.
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Between 1989 and 2000, the total population
declined by more than 12% and ethnic minor-
ities shrank by more than a quarter. Since the
turn of the millennium, both emigration and
immigration have increased. The majority
of immigrants came from Finland (33%) and
the Russian Federation (22%). Almost half of
them are returnees. The most frequent desti-
nation countries for emigrants were Finland
(two thirds), the Russian Federation (7%), and
the UK (6%) [1]. In 2019, people from Russia
(118,100), Ukraine (24,000), Belarus (10,400),
Latvia (6,000), and Finland (5,900) represent-
ed the largest migrant groups [2]. Thus, Rus-
sian-speaking minorities who came to Esto-
nia during the Soviet era make up the largest
migrant group [1]. Between 1990 and 2019,
the migrant population (born abroad) halved
(382,000 to 190,200) and the proportion of mi-
grants in the total population fell from 24.4 to
14.4% [3]. As of 2020, the net migration rate is
3; it is positive for the first time since 1990 [4].
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Tab. 17: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Estonia — Nation)

1. 2. 3. 4, 5.
NUTS Total EE largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
. RU UA BY LV KZ
Estonia 12,045 18,335 2747 389 057 59 6 219
Prevalence/10,000 inhabitants with migration background 65+
. RU UA BY LV KZ
Estonia 1,493 - 347 48 39 6 6 27
Prevalence/100,000 inhabitants 65+
. RU UA BY LV KZ
Estonia 4,600 3,183 1049 148 08 20 18 84

Data source: Statistics Estonia (2019)

There are 80,700 PwM aged 65 or older. Of
those, approx. 3,700 are estimated to exhibit
some form of dementia. Figure 3.7.8.1 shows
the most affected migrant groups presumably
originate from the Russian Federation (approx.
2,800), Ukraine (approx. 400), Belarus (approx.

3. National dementia plan

No NDP could be identified for Estonia [8].

300), Latvia (approx. 50), and Kazakhstan (ap-
prox. 50). The second graph highlights the
number of PwM with dementia in Estonia per
100,000 inhabitants aged 65 or older (figure
3.7.8.2). Table 17 displays the values depicted
in the maps on the national level [5-7].

4. National dementia care and treatment guidelines

The 'Estonian Guideline for Treatment and Diag-
nosis of Dementia’ from 2006 is 43 pages long
and includes the topics epidemiology, preven-
tion, screening, diagnosis of dementia (defini-
tion and symptoms of dementia, neuropsycho-
logical diagnosis, radiological examinations),
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dementia and driving, treatment of dementia
(treatment of cognitive disorders, treatment of
behavioural and psychological disorders), and
stages of dementia. There is no reference to
migration in any of these topics [9].
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1. Migration history

Finland does not have a long tradition of in-
ternational migration. Before the 1990s, the
history of migration was mainly characterised
by economically motivated emigration [1].
Between 1860 and 1999 more than one mil-
lion people emigrated from Finland, almost
500,000 before the Second World War and
over 730,000 thereafter. Before the Second
World War, the majority of emigrants left the
country for North America, and afterward, 75%
of them emigrated to Sweden. About half of
the emigrants returned to Finland. Finland was
a part of the Russian Federation between 1809
and 1917, tens of thousands of people from
the Russian Federation lived in Finland during
this period. They remained there even after the
country’s independence, establishing a small
community of approximately 15,000 people
in the 1930s. The admission of the earliest in-
ternational migrants dates back to 1973 when
about a hundred refugees came from Chile.
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Since 1986, Finland has accepted annual im-
migration of about 500-1,000 refugees. In
1990, the first asylum seekers reached Finland
[2]. From that time Finland developed into an
immigration country with migrants from the
Russian Federation, Estonia, Somalia, Syria,
Afghanistan, and Iraq [1]. In 2017, people from
the former Soviet Union (56,700) represented
the largest migrant group, followed by Estonia
(46,000), Sweden (32,400), and Irag (16,300)
[3]. Compared to other European and Scan-
dinavian countries, the migrant population in
Finland is relatively small. However, between
1990 and 2019 this population (people born
abroad) has grown many times over (from
63,300 to 383,100). During the same period,
the proportion of migrants in the total popula-
tion has also increased significantly (from 1.3
to 6.9%) [4]. As of 2020, the net migration rate
is 2.5 [5].
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Tab. 18: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Finland — Nation)

1. 2. 3. 4, 5.
NUTS Total FI largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
. Su SE EE DE UK
Finland 83,134 81,637 616 132 101 61 40 547
Prevalence/10,000 inhabitants with migration background 65+
. SU SE EE DE UK
Finland 38332 |- 084 61 46 28 13 253
Prevalence/100,000 inhabitants 65+
. Su SE EE DE UK
Finland 6,900 6,776 51 11 g 5 3 99

Data source: Statistics Finland (2018)

There are 21,700 PwM aged 65 or older. Of
those, approx. 1,500 are estimated to exhibit
some form of dementia. Figure 3.7.9.1 shows
the most affected migrant groups presuma-
bly originate from the Soviet Union (approx.
600), Sweden (approx. 100), Estonia (approx.
100), Germany (approx. 60), and United King-
dom(approx. 40). The second graph highlight
the number of PwM with dementia in Fin-
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land per 100,000 inhabitants aged 65 or older
(figure 3.7.9.2). Table 18 displays the values
depicted in the maps on the national level.
The following maps show the distribution of
non-migrants with dementia and PwM with
dementia from Sweden, Estonia, Germany,
United Kingdom and the Russian Federation
throughout the country in the NUTS2 regions
(figures 3.7.9.3 - 3.7.9.8).
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Fig. 3.7.9.3: Absolute number of PwM with dementia aged 65+.
Country of origin: Soviet Union (Finland = NUTS2)
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Fig. 3.7.9.4: Absolute number of PwM with dementia aged 65+.
Country of origin: Sweden (Finland — NUTS2)
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Fig. 3.7.9.5: Absolute number of PwM with dementia aged 65+.
Country of origin: Estonia (Finland — NUTS2)
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Fig. 3.7.9.6: Absolute number of PwM with dementia aged 65+.
Country of origin: Germany (Finland = NUTS2)
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Fig. 3.7.9.7: Absolute number of PwM with dementia aged 65+.
Country of origin: United Kingdom (Finland — NUTS2)
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Fig. 3.7.9.8: Absolute number of people with dementia aged 65+.
Country of origin: Finland (Finland = NUTS2)
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The graphics below highlight which immigrant
groups are estimated to be the most affected
at the NUTS2 level. The first map illustrates
the absolute numbers of PwM with demen-
tia in the NUTS2 regions (figure 3.7.9.9). The

second graph shows the number of PwM with
dementia per 100,000 inhabitants aged 65 or
older in the NUTS2 regions (Fig. 3.7.9.10). The
values from the NUTS2 level can be found in
table 19 [6-8].
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Fig. 3.7.9.9: Absolute number of PwM with dementia in the population 65+ (Finland - NUTS2)
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Fig. 3.7.9.10: Dementia prevalence of PwM in the population 65+ (Finland — NUTS2)
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Tab. 19: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+, and
prevalence among overall population aged 65+ (Finland — NUTS 2)

1. 2. 3. 4.1 5.
NUTS Total Fl largest |largest |largest |argest |largest |Other
group group group group group
Absolute Numbers
: SuU SE DE EE UK
West Finland 21,988 | 21,770 76 o1 12 10 5 91
Helsinki- SuU EE SE DE UK
Uusimaa 20020 119,309 278 64 44 24 20 281
: SU EE SE DE YU
South Finland 19,722 | 19,376 188 3 16 19 g 99
North and East SuU SE DE RU
Finland 20947 120,761 74 28 12 9 < o9
. SE
Aland 457 421 93 <5 <5 <5 <5 9
Prevalence/10,000 inhabitants with migration background 65+
. SuU SE DE EE UK
West Finland 69,539 |- 240 67 37 37 o5 289
Helsinki- SuU EE SE DE UK
Uusimaa 19422 - 270 62 43 23 20 272
. SU EE SE DE YU
South Finland 39,326 |- 375 46 39 23 16 198
North and East SU SE DE RU NO
Finland 78072 - 275 104 46 35 15 215
. SE DE IR us RO
Aland 8,784 - 438 28 20 17 15 172
Prevalence/100,000 inhabitants 65+
) SuU SE DE EE UK
West Finland 6,900 6,832 o4 . 4 3 . 54
Helsinki- SuU EE SE DE UK
Uusimaa 6.900 0,655 96 22 15 8 7 198
. SuU EE SE DE YU
South Finland | 6,900 6,779 66 g 6 4 3 103
North and East SuU SE DE RU NO
Finland 6.900 0839 24 9 4 3 1 45
. SE DE IR us RO
Aland 6,900 6,358 344 9 16 14 11 138

Note: Absolute numbers < 5 are not given for data protection reasons.
Data source: Statistics Finland 2018
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3. National dementia plan

The ‘National Memory Programme 2012 -
2020: Creating a Memory-friendly Finland’
from 2013 is 21 pages long. The document
explains why a National Memory Program is
needed and what is the program objective.
The main part is divided into the following
four chapters: 1. ‘Brain Health Is a Lifelong
Concern’. 2. ‘Memory Disorders Affect Us All

- Time for an Attitude Check. 3. ‘Proper Treat-
ment and Care Are Worthwhile Investments’.
4. ‘More Research and Education Is Still Need-
ed’. Finally, some information regarding the
planned implementation of the program is
provided. No reference to migration is made
at any point [9].

4. National dementia care and treatment guidelines

In 2017, Finland published treatment guide-
lines for ‘memory disorders’. The 41 pages
long document featured the following topics
pertaining to memory disorders: symptoms,
incidence, risk factors, opportunities for pre-
vention, causes, diagnosis and evaluation of
symptoms, typical clinical conditions, medi-
cation, treatment of behavioural symptoms,
the totality of care for a memory patient,
memory outpatient clinics, and care teams.

Again, the topic of migration was absent [10].

The following parts on services and infor-
mation for PwM with dementia, professional
care and support for family caregivers are
based on a conducted interview and reflect
the experience and opinion of the expert. A
selection bias in information and a discrep-
ancy to results from the previous sections
might ensue.

5. Services and information for people with a migration

background with dementia

The expert estimated that in Finland the health-
care strategy is an integrative one where inpa-
tient as well as outpatient services for people
with dementia are available nationwide to
PwM. Dementia and migration is still a fairly
new topic in Finland so there is currently a lack
of culturally sensitivity in care services and no
specialised healthcare services for PwM with
dementia are available. One service that is pro-
vided nationwide is information material about
dementia in different languages. Also, there are
NGOs focused on health promotion, such as

< back to Table of Content

ETNIMU, which also address PwM. The ETN-
IMU project focuses on Somali, Estonian, and
Russian speakers, and older Roma and their
family members and offers customer-oriented
group-based activities [11]. Additionally, they
work together with migrant organisations and
educate them about memory diseases which
the migrant organisations will then relay to
PwM. Regarding the existing mainstream ser-
vices for dementia, the expert opined that they
are only suitable for non-migrants.
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6. Professional qualification and people with a migration

background in healthcare

According to the expert, the ability to provide
culturally sensitive care is given limited im-
portance in the professional qualification of
healthcare workers in Finland. Training for in-
tercultural care is available nationwide but not
mandatory anywhere.

7. Support for family caregivers

According to the expert, the extended Family,
migrant organisations, religious communities,
and service providers play a significant role
in supporting family caregivers. Furthermore,

As stated by the expert the proportion of PwM
working as professionals in outpatient care
is moderate. These caregivers work in home
care as well as institutional care and mostly
originate from the Russian Federation, North
Africa, and the Baltic countries.

there is a high need for specialised services
providing support and information to family
caregivers of PwM with dementia in Finland.
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1. Migration history

France has a long immigration history. To this
day, the immigration situation is strongly influ-
enced by the colonialism of the past centuries
andthelongtradition of recruiting foreign work-
ers [1]. Overall, immigration has risen continu-
ously since the mid-19th century [2]. Already in
the 18th century, France admitted immigrants
as a result of a labour shortage. After the two
wars of 1870-71 and 1914-1918, France
concluded agreements with Italy, Belgium, Po-
land, and Czechoslovakia for the recruitment
of workers. In the 1930s, France was the sec-
ond most important immigration country in
the world (after the US). At that time, about 2.7
million immigrants lived in France (6.6% of the
population). In the 1950s and 1960s, France
again recruited large numbers of workers from
Italy, Portugal, Spain, Belgium, Germany, and
the Russian Federation. At the same time, im-
migration from the former colonies increased.
After the Algerian war (1954-62), a large num-
ber of people from Algeria came to France.
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In 1974, the government stopped the recruit-
ment of foreign workers. From then on, fam-
ily reunification became the dominant reason
for immigration. In parallel, the composition of
the migrant population has also changed. Be-
tween 1962 and 2005, the proportion of Euro-
pean immigrants fell from 79 to 40%. In 2005,
for the first time, more migrants from Africa
lived in France than from the European Union
[1]. Despite the political shift from an open to
a restrictive immigration policy towards refu-
gees from Africa at the end of the 20th cen-
tury [2], the migrant population (born abroad)
has risen from 5.9 million to 8.3 million, with
their proportion in the total population growing
from 10.4 to 12.8% between 1990 and 2019
[3]. In 2015, the largest migrant groups (born
abroad) in France were from Algeria (790,700),
Morocco (741,200), Portugal (621,800), Italy
(286,300), and Tunisia (269,900) (born abroad)
[4]. As of 2020, the net migration rate is 0.6 [5].
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Tab. 20: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,

and prevalence among overall population aged 65+ (France — Nation)

1. 2. 3. 4, 5.
NUTS Total FR largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
DZ IT MA ES PT
France 752,478 | 658,094 27324 | 12824 | 9497 8927 7,088 33,724
Prevalence/10,000 inhabitants with migration background 65+
DZ IT MA ES PT
France 5,224 - 190 89 66 60 49 234
Prevalence/100,000 inhabitants 65+
DZ IT MA ES PT
France 6,900 5,989 951 118 g7 89 65 308

Data source: Eurostat (2011)
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There are 1,440,400 PwM aged 65 or older. Of
those, approx. 99,400 are estimated to exhibit
some form of dementia. Figure 3.7.10.7 shows
the most affected migrant groups presumably
originate from Algeria (approx. 27,300), Ita-
ly (approx. 12,800), Morocco (approx. 9,500),

3. National dementia plan

The ‘National Plan for “Alzheimer and Related
Diseases” 2008-2012" from 2008 comprises
84 pages, with the content arranged into 3
large sections. The first section entitled ‘Im-
proving Quality of Life for Patients and Carers’
declares multiple objectives, some of which
are: increasing support for carers, enabling pa-
tients and their families to choose support at
home, improving access to diagnosis and care
pathways, developing and diversifying respite
structures, improving health monitoring for
family carers, and implementing a system
for giving diagnosis and providing counsel-
ling. The second section entitled ‘Knowledge
for Action” discussed various objectives
and measures concerning the generation of
knowledge and the creation of a scientific ba-
sis for future action. It declared many objec-
tives such as making unprecedented efforts
in research and, organising epidemiological
surveillance and follow up. It discussed meas-
ures such as creating a foundation for scien-
tific cooperation to stimulate and coordinate
scientific research, conducting further clinical
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Spain (approx. 8,900), and Portugal (approx.
7,100). The second graph highlights the
number of PwM with dementia in France per
100,000 inhabitants aged 65 or older (figure
3.7.10.2). Table 20 displays the values depict-
ed in the maps on the national level [6-8].

research on Alzheimer's disease, and improv-
ing evaluation of non-drug therapies. The third
section entitled ‘Mobilising Around a Social Is-
sue declared the objectives of disseminating
information for general public awareness and,
making Alzheimer's disease care a Europe-
an priority [9]. In addition, the 'Plan Maladies
Neurodédégéneratives 2014 — 2019 was pub-
lished in 2014. This document has 124 pages
and includes, inter alia, the following topics:
promoting quality diagnosis, promoting a gen-
eral and shared assessment of the situation,
access to quality care throughout life with the
disease, adapting the training of professionals
to improve the quality of response to sick peo-
ple, making it easier to live with the disease in
a respectful and inclusive society, supporting
caregivers (including family caregivers), mit-
igating the economic consequences of the
disease and helping young patients to main-
tain their careers as well as strengthening and
better coordinating research [10]. In none of
the two documents is the topic of migration
addressed at any point.

1B
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4. National dementia care and treatment guidelines

For France, four documents containing guide-
lines or recommendations at the national lev-
el could be identified: 1. ‘Synthése du guide
parcours de soin de la maladie d'alzheimer
ou d'une maladie apparentée’ from 2018 (the
guide comprises four pages), 2. 'Adapter la
mise en oeuvre du projet d'etablissment a
I'accompagnement des personnes agées at-
teintes d'une maladie neuro-dégénérative en
ehpad' from 2018 (18 pages), 3. 'accueil et
I'accompagnement des personnes atteintes
d’'une maladie neuro-dégénérative en pole d'ac-
tivités et de soins adaptés' from 2017 (eight
pages), and 4. ‘'accueil et 'accompagnement
des personnes atteintes d'une maladie neu-
ro-dégénérative en unite d'hébergement en
unite d'’hébergement renforcés’ from 2017
(eight pages). The ‘Guide for Care for Alzheim-
er's disease or a related condition’ (first docu-
ment) provides recommendations for accom-
panying a patient to specialist counselling,
preserving the patient’'s environment, support-
ing the caregiver, dealing with sudden deteri-
oration in cognitive abilities or mental status,
managing chronic behavioural disorders, and
providing care until the end of life [11]. The sec-
ond document (Adaptation of the implementa-
tion of the founding project for the support of
elderly people with a neurodegenerative dis-
ease in Etablissements d’Hébergement pour
Personnes Agées Dépendantes [=Residential
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Facilities for Dependent Elderly Persons] [EH-
PAD] has three main priorities: 1. improving
diagnosis and patient care, 2. Ensuring the
quality of life of patients and residents, and
3. developing and coordinating research [12].
In the third document (The inclusion and sup-
port of people with neurodegenerative diseas-
es in an appropriate activity and care centre),
EHPAD managers who have established or
want to establish an activity and care centre
are given recommendations regarding the im-
plementation of a Pble d’Activité et de Soins
Adaptés (=Activity and Adapted Care Center)
(PASA) project, the organisation of coopera-
tion between EHPAD and PASA, the inclusion
and support of people in PASA, activities re-
lated to the therapeutic concept of unaccom-
panied persons, and a specific internal profes-
sional organisation [13]. The fourth document
(Reception and support of people with neuro-
degenerative diseases in reinforced housing)
is divided into three chapters. The first chap-
ter deals with the implementation of the re-
inforced housing project, the second chapter
with the organisation of the arrival of the resi-
dents, and the third chapter with the reception
and support of residents accommodated in
reinforced housing [14]. However, none of the
chapters of the four guideline/recommenda-
tion documents refer to migration.
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1. Migration history

In the migration history of Germany in the 19th,
20th, and the early 21st century, several funda-
mental processes can be identified. From the
early 19th century until about 1890, the trans-
atlantic emigration flows of people from Ger-
many dominated [1]. Between 1820 and 1920
about six million people emigrated from Ger-
many due to wars and famines (especially to
North America) [2, 3]. The economic success
of the German Empire after 1890 led to more
people immigrating than emigrating [2]. Most
foreigners came from Austria, the BENELUX
states (Belgium, the Netherlands, and Luxem-
bourg), the Russian Federation, and Italy. The
two world wars of the 20th century and their
political consequences led to an enormous in-
crease in forced migration [1]. During National
Socialism, many foreigners were expelled, ex-
ecuted in concentration camps, and employed
in forced labour [2]. Overall, Germany was a
centre of forced migration in Europe during
and after both world wars [1]. Especially after
the Second World War, there was a large group
of expellees and refugees [2]. From the mid-
dle of the 20th century, a new migration policy
was established in the legal and welfare state.
Between 1955 and 1973, foreign workers were
recruited with the support of intergovernmen-
tal agreements, and the residence status of
these workers was gradually consolidated
as the length of their stay increased [1]. As a
result of the recruitment agreements and the
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economic upswing, between 1959 and 1964
about one million of these so-called guest
workers came to Germany. The countries of
origin of these migrants were Italy, Greece,
Spain, Turkey, Morocco, Portugal, Tunisia, and
Yugoslavia. After the decline in immigration
in the 1980s, developments such as the col-
lapse of the Soviet Union led to a sharp rise in
immigration rates in the 1990s [2]. East-west
migration, which had been severely restrict-
ed during the Cold War, became much more
important [1]. Actions like the introduction of
dual citizenship in 2000 and the 2005 Immi-
gration Act, and developments such as high
youth unemployment in southern Europe and
the Syrian conflict, led to further growth in the
migrant population [2]. In 2005, the proportion
of migrants in the total population was 17.9%
[4]. By 2017, this number increased to 23.6
percent, equivalent to 19.3 million people [5].
The largest migrant groups are people from
Turkey (2.8 million), Poland (2.1 million), the
Russian Federation (1.4 million) and, Kazakh-
stan (1.2 million) [6]. Between 1990 and 2019,
the migrant population (born abroad) and
their proportion in the total population more
than doubled (5.9 million [7.5 percent] to 13.1
million [15.7 percent]) [7]. As of 2020, the net
migration rate is 6.6 [8]. Overall, Germany has
developed from an emigration country to an
immigration country.
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Tab. 21: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Germany — Nation)

1. 2.

NUTS Total DE largest |largest |largest |largest |largest | Other
group group group group group

3. 4. 5.

Absolute Numbers

PL RU
Germany 1,192,320 | 1,055,010

PL RU
Germany 5,992 - 109 75
Prevalence/100,000 inhabitants 65+

PL RU
Germany 6,900 6,105 196 86

21,735 |14,
Prevalence/10,000 inhabitants with migration background 65+

TR T RO

835 13,869 |7,383 7,245 72,243
TR T RO
70 37 36 363
TR T RO
80 43 42 418

Data source: Federal Statistical Office (2019)

There are 1,990,000 PwM aged 65 or older. Of
those, approx. 137,300 are estimated to ex-
hibit some form of dementia. Figure 3.7.11.1
shows the most affected migrant groups
presumably originate from Poland (approx.
21,700), the Russian Federation (approx.
14,800), Turkey (approx. 13,900), Italy (approx.
7,400), and Romania (approx. 7,300). The sec-
ond graph highlights the number of PwM with
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dementia in Germany per 100,000 inhabitants
aged 65 or older (figure 3.7.11.2). Table 21
displays the values depicted in the maps on
the national level. The following maps show
the distribution of non-migrants with demen-
tia and PwM with dementia from Poland, the
Russian Federation, Turkey, Italy, and Romania
throughout the country in the NUTS1 regions
(figures 3.7.11.3 — 3.7.11.8).
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Fig. 3.7.11.8: Absolute number of people with dementia aged 65+.
Country of origin: Germany (Germany — NUTS1)
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The graphics below highlight which immigrant
groups are estimated to be the most affected
at the NUTS1 level. The first map illustrates
the absolute numbers of PwM with dementia
in the NUTST regions (figure 3.7.11.9). The

second graph shows the number of PwM with
dementia per 100,000 inhabitants aged 65 or
older in the NUTS-1 regions (figure 3.7.11.10).
The values from the NUTS1 level can be found
in Table 22 [9-11].
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Fig. 3.7.11.9: Absolute number of PwM with dementia aged 65+ (Germany — NUTS1)
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Fig. 3.7.11.10: Prevalence of PwM with dementia among the population aged 65+ (Germany — NUTS1)

Tab. 22: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+, and
prevalence among overall population aged 65+ (Germany — NUTS 1)

NUTS

Total

1. 2. 3. 4. 5.
DE largest |largest |largest |largest |largest | Other

group |group |group |group | group

Absolute Numbers

Baden-
Wuerttemberg

Bavaria
Berlin
Brandenburg*

Bremen*

RU RO PL IT TR

149178 123,786 2,553 2,484 2,208 2,208 1,932 14007
AT RO PL RU TR

179,055 1156285 2,691 2,553 1,794 1,794 1,725 12213
TR PL RU HR

46,989 | 40,848 966 897 559 345 N/A 3,381

39,675 |38,295 ?5_2 N/A N/A N/A N/A 828
PL

9,729 8,487 414 N/A N/A N/A N/A 828
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1. 2. 3. 4, 5.

NUTS Total DE largest |largest |largest |largest |largest | Other
group group group group group
PL TR RU

Hamburg 23,460 | 19,665 621 550 414 N/A N/A 2,208
PL TR RU IT KZ

Hesse 86,526 | 72,933 1794 1311 1035 897 690 7,866

Mecklenburg- pL

Western 26,841 | 26,151 N/A N/A N/A N/A 345

) 345

Pomerania*
PL RU TR KZ NL

Lower Saxony | 115,368 | 104,190 2070 1725 1173 897 897 4,416

North Rhine- PL TR RU IT GR

249,021 | 212,451 1

Westphalia 0 A9 8,418 4,968 4,071 1,863 1,587 5663

Rhineland- RU PL TR KZ IT

Palatinate 99.340 ) 52,509 1,173 897 621 621 414 3105

Saarland 15663 | 14,145 | N/A N/A N/A N/A N/A 1,518
PL

Saxony* 71,139 69,483 414 N/A N/A N/A N/A 1,242
PL

Saxony-Anhalt* | 39,330 | 38,364 414 N/A N/A N/A N/A 552

Schleswig- PL RU

Holstein 44,091 | 41,400 483 345 N/A N/A N/A 1,863

Thuringia 36,777 136,087 | N/A N/A N/A N/A N/A 690

Prevalence/10,000 inhabitants with migration background 65+

Baden- RU RO PL IT TR

Wuerttemberg 4054 - 69 63 60 60 53 381

. AT RO PL RU TR
Bavaria 5,426 = g9 77 54 54 59 370
. TR PL RU HR

Berlin 5,280 - 109 101 62 39 N/A 380

Brandenburg* | 18,893 |- 223 N/A N/A N/A N/A 394
PL

Bremen* 5121 - 218 N/A N/A N/A N/A 436
PL TR RU

Hamburg 4,344 - 115 102 77 N/A N/A 408
PL TR RU IT KZ

Hesse 4,392 - o1 67 53 46 35 399

Mecklenburg- pL

Western 26,841 |- N/A N/A N/A N/A 345

: 345

Pomerania*
PL RU TR KZ NL

Lower Saxony | 7,121 - 128 106 79 55 55 273
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1. 2. 3. 4, 5.

NUTS Total DE largest |largest |largest |largest |largest | Other
group group group group group

North Rhine- PL TR RU IT GR

4 - 2

Westphalia 699 159 94 77 35 30 %

Rhineland- RU PL TR KZ IT

Palatinate 5994 | 118 91 63 63 42 314

Saarland 7,120 = N/A N/A N/A N/A N/A 690
PL

Saxony* 29,641 |- 173 N/A N/A N/A N/A 518
PL

Saxony-Anhalt* | 2,6220 |- 276 N/A N/A N/A N/A 368

Schleswig- PL RU

Holstein 11,305 |- 194 88 N/A N/A N/A 478

Thuringia 36,777 |- N/A N/A N/A N/A N/A 690

Prevalence/100,000 inhabitants 65+

Baden- RU RO PL T TR

Wuerttemberg 6,900 5,726 118 115 102 102 89 047

. AT RO PL RU TR
Bavaria 6,900 6,023 104 98 69 69 66 470
. TR PL RU HR

Berlin 6,900 5,998 149 137 81 51 N/A 497
PL

Brandenburg* | 6,900 6,660 9% N/A N/A N/A N/A 144
PL

Bremen* 6,900 6,019 204 N/A N/A N/A N/A 587
PL TR RU

Hamburg 6,900 5,784 183 162 199 N/A N/A 649
PL TR RU IT KZ

Hesse 6,900 5816 143 105 g3 9 55 627

Mecklenburg- pL

Western 6,900 6,723 89 N/A N/A N/A N/A 88

Pomerania*
PL RU TR KZ NL

Lower Saxony | 6,900 6,231 124 103 70 54 54 265

North Rhine- PL TR RU T GR

Westphalia 6900 5887 233 138 113 52 44 434

Rhineland- RU PL TR KZ T

Palatinate 6,900 6106 136 104 72 72 48 361

Saarland 6,900 6,231 N/A N/A N/A N/A N/A 669
PL

Saxony* 6,900 6,739 40 N/A N/A N/A N/A 121
PL

Saxony-Anhalt* | 6,900 6,731 73 N/A N/A N/A N/A 96
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1. 2. 3. 4, 5.
NUTS Total DE largest |largest |largest |largest |largest | Other
group group group group group
Schleswig- PL RU
Holstein 6,900 6,479 76 54 N/A N/A N/A 291
Thuringia 6,900 6,771 N/A N/A N/A N/A N/A 129

192

Note: N/A = not available
Data source: Federal Statistical Office (2019)

3. National dementia plan

At the time of the first search, 1 June 2019,
no NDP could be identified for Germany [12].
However, four German federal states (Saar-
land, Bavaria, Schleswig-Holstein, and Rhine-
land-Palatinate) have developed their own
dementia strategies [13]. Saarland, Bavaria,
and Schleswig-Holstein have a dementia plan,
which is accessible online. All three dementia
plans refer to the topic of migration. The ‘Ba-
varian Dementia Strategy’ from 2013 indicates
in a separate chapter that the employment of
foreign caregivers and domestic help can be
a measure to ensure that people with demen-
tia remain in their home environment. It points
out several labour law options for the em-
ployment of foreign care assistants in private
households and presents a strategy which
consists of using information material and
advisory services to educate affected persons
and relatives about the risks and opportunities
of using such care assistants. Simultaneous-
ly, the problem of lack of data regarding legal
and illegal employment relationships is also
discussed. In another chapter, it is empha-
sised that Bavaria would like to develop tai-
lored advertising and information materials to
integrate PwM into the elderly care profession.
Reference is also made to the project ‘Intercul-
tural Network Dementia’, which investigates
how existing networks of mutual support in
the migrant community can be strengthened
and access to elderly care improved [14].
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In the slightly shorter ‘First Dementia Plan of
the Saarland’ from 2015 there is no chapter
on migration. It only refers to the topic in one
paragraph and recommends that counselling
of dementia patients and their relatives must
take into account social differentiation factors
such as migration background [15]. The ‘De-
mentia Plan for Schleswig-Holstein' from 2015
refers to migration in more detail. Although it
does not contain a separate chapter, it has
a section with three paragraphs on the topic
of PwM with dementia. There it is discussed
that the topic of dementia and migration back-
ground is gaining relevance nationwide as well
as in Schleswig-Holstein due to the significant
increase in the number of older migrants. Be-
sides, the importance of the family in provid-
ing care is emphasised and it is explained that
external support services are rarely or not at all
accepted by PwM. Afterward, it is pointed out
that there are hardly any specialised services
for this population in Schleswig-Holstein. The
third paragraph outlines a possible care strat-
egy. First, a comprehensive installation of spe-
cial services for this population is rejected due
to the low proportion of migrants. Instead, it
is recommended to integrate culturally sensi-
tive care into nursing education to a greater
extent, to offer more training on this topic, to
use trained multipliers to inform the migrant
community about support services and to car-
ry out intercultural projects. According to this



document, the strategy should focus on the
training of professionals and the education of
the migrant community [16]. Overall, the anal-
ysis of the dementia plans has shown that
official documents on dementia care in indi-
vidual federal states (3 of 16) deal with some
aspects of dementia and migration to varying
extents. The focus is on problem identification
and description. Specialiced healthcare servic-
es were not mentioned. However, the ‘Demen-
tia Plan for Schleswig-Holstein’ explicitly refers
to a lack of specialiced services for PwM with
dementia.

On 1 July 2020, Germany published its first na-
tional dementia strategy (‘Nationale Demen-
zstrategie'). This strategy refers to migration.
In relation to the length of the document (152
pages), the topic does not play a key role, but it
is dealt with to varying extents in a total of 14
chapters or sub-chapters. The dementia strat-
egy contains a separate chapter with three
sub-chapters on migration and three further
sub-chapters on different thematic areas re-
lated to migration; also seven other sections
refer to this topic (twice in one paragraph and
five times briefly with individual sentences or
words scattered across the seven sections).
First, several challenges and problems regard-
ing the current care situation of PwM with de-
mentia and their families are described. It is
identified that diagnosis and counselling for
PwM is a particular challenge due to cultural
and language barriers and unsuitable diag-
nostic procedures. In addition, care insurance
benefits are often not fully utilised. Language,
cultural-religious or institutional barriers, and
inadequate culturally sensitive services are
cited as causes. Furthermore, the national
dementia strategy highlights the current focal
points in dementia research and shows that
the topic of migration only plays a marginal
role there. Only in healthcare research are sev-
eral aspects related to this topic examined (sit-
uation of foreign assistance and care staff, so-

< back to Table of Content

cial inequality in support services experienced
by relatives of PwM with dementia). Overall,
the migration-related sections of the German
dementia strategy have a strong action frame-
work. Thereby, the focus is on the sensitizing
of healthcare providers, and the development
of needs-oriented low-threshold support and
counselling services for PwM with dementia
as well as their relatives. For this purpose, mul-
tipliers for PwM and stakeholders in the health-
care system will be trained in the development
of such services and care centres will build up
intercultural competencies. Besides, reference
is made to the ongoing projects ‘Intercultural
Bridge Builders in Care’, where people from
different countries of origin are trained on rel-
evant care-related topics, ‘Dementia and Mi-
gration’, which offers multilingual information
on dementia, and ‘DeMigranz’, which aims to
improve access to support and counselling
services for PwM and dementia. In several
passages, the general aim of expanding and
developing culturally sensitive counselling
services for people with dementia and their
relatives is expressed. Specifically, it is stated
by the end of 2024, culturally and religiously
sensitive support and counselling services for
family caregivers should be available, and all
care support and counselling centres should
have arange of services tailored to their needs.
By the end of 2022, barrier-free information
services containing information on multilin-
gual counselling services should already be
available in all federal states, and the nation-
wide database on existing culturally sensitive
counselling centres and networking services
on the website www.demenz-und-migration.
de should be expanded. Also, by the end of
2022, the medical associations Deutsche Ge-
sellschaft flr Gerontopsychiatrie und —psy-
chotherapie e.V. (=German Society for Ger-
ontopsychiatry and Psychotherapy) (DGGPP)
and Deutsche Gesellschaft fir Psychiatrie
und Psychotherapie, Psychosomatik und Ner-
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venheilkunde e.V. (=German Society for Psy-
chiatry and Psychotherapy, Psychosomatics,
and Neurology) (DGPPN) intend to develop
recommendations for the use of multilingual,
culturally sensitive assessment instruments
for dementia diagnosis. The national demen-
tia strategy thus formulates several objectives
with annual figures that aim to develop lin-
guistically and culturally sensitive support, in-

formation, and counselling services as well as
multilingual and culturally sensitive diagnostic
tools for PwM. However, most of these ob-
jectives are formulated in very general terms
and therefore allow much leeway for varying
interpretations. In addition, there is a lack of
clarity on how the objectives can be achieved
and who would develops the care services or
to what extent PwM would be involved [17].

4. National dementia care and treatment guidelines

In the ‘S3 Guideline Dementias’ from 2016 no
direct reference to migration is made at any
point. However, one passage addresses the
topic indirectly in the form of a discussion
about the connection between sociocultur-
al background/language skills and demen-
tia diagnosis. It is shown that socio-cultural
background and language skills influence the
cognitive performance of people with demen-
tia and can thus also influence the results of
dementia diagnostic tests. This leads to the
recommendation that detailed neuropsycho-
logical tests for differential diagnosis of ques-

tionable or mild dementia should take the so-
cio-cultural background or language skills into
account. Overall, the topic of migration does
not play a significant role in the German guide-
lines for dementia [18].

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based
on a conducted interview and reflect the ex-
perience and opinion of the expert. A selection
bias in information and a discrepancy to re-
sults from the previous sections might ensue.

5. Services and information for people with a migration

background with dementia

According to the expert, there are large region-
al differences in Germany regarding the attri-
bution of importance to the topic of dementia
and migration. In some regions and municipal-
ities, the topic already receives more attention,
while in other regions it is still completely ne-
glected. As examples of these regional dispar-
ities, the expert mentioned the federal state
of North Rhine-Westphalia, where the topic is
given much importance, and the Free State of
Saxony, where it is completely ignored, espe-
cially politically. Overall, the issue of dementia
and migration only plays a partial role at the
national and political level. According to the
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expert, the issue has been noticed in the Ger-
man health system for just under ten years,
and attention has already declined again in
the last two to three years. On the side of the
care providers and professionals, the sensitiv-
ity regarding dementia and migration is also
very different. While many experts recognize
that PwM with dementia need special treat-
ment, some feel that people who have been
living in the country for decades should begin
to adapt. Special needs are identified by ser-
vice providers and professionals related to dif-
ferent religions and language difficulties. The
expert stated that problems arising in the con-



text of care for PwM with dementia are often
hastily justified by a person'’s religion, culture,
or origin, which is an obstacle to a differenti-
ated examination of the respective situation.
The healthcare system constructs refugees,
so-called guest workers, and ethnic German
re-settlers as groups with specific problems in
the context of healthcare. In the case of ref-
ugees, the healthcare providers perceive the
biggest problems in language mediation. Be-
sides the expectation of doctors that refugees
bring their interpreters, the expert points out,
that a central problem is that the decision re-
garding the necessity of medical treatment for
people who do not have an electronic health
card is the responsibility of the social servic-
es. In the case of guest workers, the existence
of a family, that provides part of the care and
translation services, is often assumed. Stress-
ful employment biographies and the resulting
higher need for care are identified as central
problems. Overall, PwWM with dementia are
identified as a group with specific needs in the
context of the diagnosis of dementia (under-
diagnosis) and the utilisation of care services.
According to the expert, central differences
between PwM and non-migrants regarding
dementia care consists in the knowledge con-
cerning the entitlement to and application for
care services, the access to information on ap-
plying for care services, barriers to utilisation
of care services, and a different understanding
of dementia. Furthermore, PwM are often un-
familiar with the tasks of a professional car-
egiver in the context of outpatient care, which
may cause them irritation.

Moreover, the expert states that care of PwM
with dementia is based on a hybrid model with
segregative elements (especially for people
of from Turkey) and integrative services (for
people outside of Turkey). Overall, PwM with
dementia are currently not integrated into the
healthcare system. According to the expert,
little knowledge is available in Germany about
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the utilisation of care services and the care sit-
uation of PwM with dementia. However, itis as-
sumed that this population uses considerably
fewer care services than the autochthonous
population (only in the case of care allowance
[financial support from the state] there are no
major differences). In terms of information
and counselling for PwM with dementia and
their relatives, the expert states the central
problem, the expert states, is that the existing
counseling structures and information servic-
es often focus either on dementia or on the
migration background, and a combination of
these characteristics or other aspects are rare-
ly or never taken into account. Only in three to
four regions are single counselling centres of-
fering specific mother-tongue counselling for
PwM with dementia (for example through the
Alzheimer Society in Gelsenkirchen and Berlin
as well as within the framework of the initia-
tive DeMigranz in Stuttgart). Specialised ser-
vices for outpatient and inpatient care of PwM
with dementia currently are available in indi-
vidual regions. As examples of existing care
services, the expert mentioned the outpatient
care service ‘Alicare’ in Berlin, which provides
care in shared flats where people from Turkey
and Poland are accommodated. A reference
was also made to the inpatient daycare facili-
ty ‘Veringeck’ in Hamburg. Furthermore, some
cities such as Berlin, Cologne, or Bielefeld have
self-help offices with specific self-help servic-
es. Although such services are increasing in
numbers, they are currently more the excep-
tion than the norm. The expert argues that the
existing dementia-specific care services are
neither suitable for PwM nor for non-migrants.
There are some examples of high-quality care,
but overall, the existing care structures are not
sensitive to the individual needs of people with
dementia. Especially the aspect of intersec-
tionality is completely missing. The existing
services are not focused on diversity charac-
teristics of a person and if they take into ac-
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count a diversity characteristic such as mi-
gration background, they assume a relatively
homogeneous group. Consequently, even the
few specialised services that already exist are
rarely geared towards a heterogeneous popu-
lation with a migration background. According
to the expert, this is a central reason why PwM
with dementia hardly use the existing care
services. However, measures for intercultural
care or support for people with dementia are
locally widespread and locally in development.
In the expert's opinion, PWM with dementia
and their family members rarely participate in
the development of care services. If participa-
tion occurs, it is only because the managers or

staff of the care service organisations have a
migration background themselves.

The expert commented that currently cultur-
ally sensitive care focuses almost exclusively
on religion, country of origin, and food, but in
order to encourage more PwM to use demen-
tia-specific care services additional diversity
characteristics besides migration background,
such as sexual orientation and gender identity,
as well as aspects such as traumatisation and
loss of the second language, must be taken
into account. To ensure person-centred care
for PwM with dementia, the expert recom-
mended diversity-sensitive care from an inter-
sectional perspective.

6. Professional qualification and people with a migration

background in healthcare

According to the consulted expert, the top-
ic of culturally sensitive care plays a rather
subordinate role, at least in the education of
professional caregivers. When the expert an-
alysed the curricula for nursing education in
different federal states a few years ago, some
federal states included the topic, even though
it was mostly not explicitly termed so. How-
ever, cultural sensitivity was only addressed
very selectively, for example, by giving knowl-
edge about different religions. Only a few fed-
eral states have allocated a fixed number of
hours to the topic of culturally sensitive care
in education or studies; North Rhine-West-
phalia was the state with the highest number
of hours. According to the expert, the topic of
culturally sensitive care is underrepresented
in the education of professional caregivers. A
similar situation can be observed in the further
training of healthcare professionals. Although
there are further training opportunities for pro-
fessionals in intercultural care, these are not
mandatory and are therefore primarily used
by those who are already dealing with the is-
sue at their workplace. The professionals who
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have the biggest need for further training, for
example, because they are less open-minded
towards PwM, seem to not attend such cours-
es. Moreover, the expert stated that a single
training on the topic of interculturality is not
sufficient, as the development of a cultural-
ly sensitive or diversity-friendly attitude is a
long-term process. According to the expert's
knowledge, necessary measures such as the
establishment of platforms for a continuous
exchange on these topics or the initiation of
team supervision have not been implemented
so far.

The expert stated that based on a study of
more than 1,500 caregivers, the proportion of
professional caregivers with a migration back-
ground is just over 10% in outpatient care and
just over 14% in inpatient care. More than half
of the professional caregivers with a migration
background are originally from the Russian
Federation, Poland, Kazakhstan, or anoth-
er Eastern European country, just under 18%
are from Western Europe (including the for-
mer Yugoslavia), and just under 7% are from
non-European countries (including Turkey).



The expert pointed out that this relatively high
heterogeneity among professionals is very
positive for the provision of care, but it also
poses challenges. As an example, it was men-
tioned that it can strengthen existing language
barriers on the side of people in need of care
with a migration background if a care profes-
sional speaks a dialect (German or non-Ger-
man). Moreover, this dialect can trigger a trau-
matized person in a certain way, which can
have a negative effect on the situation of this
person. According to the expert, these prob-
lems can be countered, if the care providers
and professionals are sensitised to them. Si-
multaneously, the high cultural and linguistic
diversity in care also has many benefits. For
example, the expert argued that people in need
of care with a migration background and their
relatives, who do not have perfect German lan-

7. Support for family caregivers

According to the expert, the social network
of the family plays a very big role in support-
ing family caregivers of PwM with dementia.
Providers of medical healthcare services are
also very important as they are the ones who
diagnose and inform about dementia. How-
ever, in many cases, they fall short in fulfilling
their functions as they do not advise or guide
PwWM in seeking further dementia-specific
care. Therefore, PwM often lack access to
outpatient and inpatient care, which means
that the formal care and support sector plays
a much less active role than it should in the
care. Religious communities and migrant or-
ganisations generally make low to moderate
contributions in providing dementia-specific
support for family caregivers, although the
support potential of both networks is very
large. Currently, the religious communities are
willing to provide support, for example, in re-
cruiting participants for studies on the topic of
dementia and migration, but they do not have
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guage skills, might have less language-related
inhibitions and fear of discrimination if they
speak to a professional caregiver who does
not speak perfect German herself. In the ex-
pert's opinion, the topic of diversity sensitivity
in care should be much more present because
the diversity of people in need of care as well
as the diversity of professional caregivers play
a major role. The expert adds that caregivers
with a migration background also have a high
need for sensitisation. Just because a person
has immigrated from a certain country or re-
gion does not automatically make them cultur-
ally sensitive.

Finally, the expert concluded that the current
level of awareness of diversity and cultural dif-
ferences among healthcare professionals is
not sufficient to meet the need for person-cen-
tred care.

their own stance on this topic, which would be
necessary to sensitize the members of the re-
spective communities about dementia.

The need for specialised services providing
support and information to family caregivers
of PwM with dementia is estimated by the ex-
pert to be very high. Currently, there is a huge
lack of information about the healthcare sys-
tem, the nature of dementia, and the preva-
lence of the disease. Multilingual information
resources do exist, but they are hardly used,
presumably due to wrong communication me-
diums. The expert pointed out that research
has shown that flyers and other such literature
are less effective information transfer medi-
ums for PwM than other mediums such as
lectures or films.

Accordingly, it is not only important to provide
specialized information adapted to the needs
of PwM but also to choose the right medium
for information transfer.
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1. Migration history

From the 1830s to the end of the 20th century,
Greece was characterised by the emigration
of large parts of the population. Between the
late 19th and early 20th centuries and after the
Second World War, two waves of large-scale
immigration occurred. From 1890 to 1914
approximately one-sixth of the Greek popula-
tion left the country. Between 1950 and 1974
another million people emigrated. In the years
1974 to 1985 about half of the emigrants of
the post-war period returned [1]. During the
1980s, Greece developed into a transit coun-
try for people from Eastern Europe, the Middle
East, and Africa [2]. The collapse of the Cen-
tral and Eastern European political systems in
1989 led to a significant increase in immigra-
tion. Between 1990 and 2005, Greece evolved
from an emigration country to an immigration
country. In the early 1990s, mainly people from
Albania came to Greece. After 1995, many
immigrants arrived from other Balkan states,
the former Soviet Union, Pakistan, and India.
In 2001, the foreign population already com-
prised of 762,200 people. Almost two-thirds
of the people in this population came from
Albania, Bulgaria, and Romania (more than
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half from Albania) [1]. From 2007 onwards, the
number of irregular migrants and asylum seek-
ers (from Pakistan, Bangladesh, Irag, Afghani-
stan, etc.) entering Greece via the Aegean Sea
and the land route has also increased signif-
icantly [2]. Since the Syrian conflict in 2011,
transit migration to Greece has increased sig-
nificantly. In 2015 alone, around 860,000 peo-
ple from North Africa or via Turkey reached
Greece, most of them by sea. In 2019 (until 20
October), more than 53,000 people arrived in
Greece by land or sea. The largest groups of
people came from Afghanistan (13,800) and
Syria (9,100). Most of them subsequently mi-
grated to Western or Northern Europe [3]. In
2013, people from Albania (574,800), Bulgaria
(56,000), Romania (38,600), Georgia (37,900),
and Pakistan (24,500) represented the largest
migrant groups [4]. Between 2010 and 2019,
the migrant population (born abroad) declined
from 1.3 to 1.2 million and its proportion in
the total population fell from 12.7 to 11.6%.
Previously, it had doubled compared to 1990
(618,100/6%) [5]. Since 2010, the net migra-
tion rate has been negative. Currently, the rate
is-1.5[6].
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Tab. 23: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Greece — Nation)

1. 2. 3. 4, 5.
NUTS Total GR largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
TR AL GE RU EG
Greece 145,511 | 135,812 1292 1122 849 807 608 4,931
Prevalence/10,000 inhabitants with migration background 65+
TR AL GE RU EG
Greece 10,352 |- 9 30 60 57 50 351
Prevalence/100,000 inhabitants 65+
TR AL GE RU EG
Greece 6,900 6,440 61 53 40 18 13 83

Data source: Hellenic Statistical Authority (2011)

There are 140,600 PwM aged 65 or older. Of
those, approx. 9,700 are estimated to exhibit
some form of dementia. Figure 3.7.12.1 shows
the most affected migrant groups presumably
originate from Turkey (approx. 1,300), Alba-
nia (approx. 1,100), Georgia (approx. 900), the
Russian Federation (approx. 800), and Egypt
(approx. 700). The second graph highlights
the number of PwM with dementia in Greece
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per 100,000 inhabitants aged 65 or older (fig-
ure 3.7.12.2). Table 23 displays the values
depicted in the maps on the national level.
The following maps show the distribution of
non-migrants with dementia and PwM with
dementia from Turkey, Albania, Georgia, the
Russian Federation, and Egypt throughout the
country in the NUTS2 regions (figures 3.7.12.3
-3.7.12.8).
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Fig. 3.7.12.3: Absolute number of PwM with dementia aged 65+.
Country of origin: Turkey (Greece — NUTS2)
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Fig. 3.7.12.4: Absolute number of PwM with dementia aged 65+.
Country of origin: Albania (Greece — NUTS2)
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Fig. 3.7.12.5: Absolute number of PwM with dementia aged 65+.
Country of origin: Georgia (Greece — NUTS2)
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Fig. 3.7.12.6: Absolute number of PwM with dementia aged 65+.
Country of origin: The Russian Federation (Greece — NUTS2)
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Fig. 3.7.12.7: Absolute number of PwM with dementia aged 65+.
Country of origin: Egypt (Greece — NUTS2)
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Fig. 3.7.12.8: Absolute number of people with dementia aged 65+.
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The graphics below highlight which immigrant second graph shows the number of PwM with
groups are estimated to be the most affected dementia per 100,000 inhabitants aged 65 or
at the NUTS2 level. The first map illustrates  older in the NUTS2 regions (figure 3.7.12.10).
the absolute numbers of PwM with dementia ~ The values from the NUTS2 level can be found
in the NUTS2 regions (figure 3.7.12.9). The  intable 24 [7-9].
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Tab. 24: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Greece — NUTS 2)

1. 2. 3. 4. 5.
NUTS Total GR largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
. TR AL EG RU GE
Attica 45915 | 42,392 898 637 611 383 166 898
TR EG CcY us AL
North Aegean | 3,061 2,991 18 3 5 5 5 29
EG AL UK DE TR
South Aegean | 3,421 3274 19 19 18 16 8 67
UK DE TR GE BG
Crete 7,584 7,383 49 95 17 15 10 85
Eastern
. GE TR RU AM BG
Macedonia, 8,979 8,344 126 91 74 35 04 285
Thrace
Central GE RU TR AL DE
Macedonia 25693 | 24,211 522 291 248 125 48 248
Western TR RU AL GE
Macedonia 430014228 5 15 14 6 <> 16
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1. 2. 3. 4. 5.
NUTS Total GR largest |largest |largest |largest |largest | Other
group |group | group |group | group
Epirus 5450 5,342 ?I; SE <5 <5 <5 16
Thessaly 11,133 |8,237 2; ?7E ;rj ?;J $g< 2,795
lonian Islands | 3,050 2,927 i‘g gg ?g <5 <5 34
West AL TR DE BG RU
(Brisef:eem 9299 9173 57 11 9 6 6 37
Central Greece | 8,464 8,337 éi ;2 1E§ SU gE 43
Peloponnese 9,162 8,972 j's‘ 58E ;J;( 1T§ 183 76
Prevalence/10,000 inhabitants with migration background 65+
Y R
North Aegean |29,985 |- 1T7Rz SS Z;( 278 jlé 4,294
South Aegean | 16,003 ES glé gg 55 ;s 318
Crete 26,054 o P LA (s D
castern GE R RU AM BG
_l\r/lhar(;(e:cionia, 9,765 - 137 99 81 38 %6 309
P L N A L O O P
\h//lvgzteedrgma 41035 - 1T§4 ?24 1A3Lo 25 gg 162
Epirus 34,867 |- jlg_g ZE ;s %E TELSJ 98
Thessaly 2,653 - TAI{ Z)E ;R SU gK 667
lonian Islands | 17,163 |- 2|2_6 $;<6 E7E |1T9 1N;_ 185
West AL TR DE BG RU
Greeseceem 21010 - 312 61 51 34 33 199
Central Greece |46,023 |- ?Iég LR2 ES E;J ADj 239
Peloponnese 33,257 1A|E:3 ?52 :g Zz ig 276
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1. 2. 3. 4. 5.
NUTS Total GR largest |largest |largest |largest |largest | Other
group |group |group |group |group
Prevalence/100,000 inhabitants 65+
Attica 6,900 6,371 TTzR4 gé SS E: SSE 122
TR EG CcY us AL
North Aegean | 6,900 6,741 40 19 11 1 1 57
South Aegean | 6,900 6,602 ES glé L3Jé< gf Is 126
crete R L A 1 - LS (< L
castern GE TR RU AM BG
i/lharc;i(ionia, 6,900 6,412 97 70 57 97 13 51
T R A v P
e L P R S N
Epirus 6,900 6,763 §|7_ SE ZR jE EU 14
Thessaly 6,900 5105 g\(L) 5)5 -grR su gK 23
lonian Islands | 6,900 6,623 ;L ;Jg 25 |8T ?L 63
West AL TR DE BG RU
AL TR EG RU DE
Central Greece | 6,900 6,797 07 17 10 7 . 28
AL DE UK TR BG
Peloponnese 6,900 6,757 34 1 13 9 9 49

Note: Absolute numbers < 5 are not given for data protection reasons.

Data source: Hellenic Statistical Authority (2011)

3. National dementia plan

The ‘National Action Plan for Dementia -
Alzheimer's Disease’ from 2017 has a scope
of 93 pages and contains four general chap-
ters: 1. 'Dementia World-wide (topics: epide-
miology and risk factors of dementia, types
of dementia, international policy for treating
dementia, and rights of people with dementia),
2. 'Dementia in Greece' (research and educa-
tion, economic dimensions, and health and so-

< back to Table of Content

cial care), 3. ‘Strategic Planning’ (vision, prin-
ciples, and aims of the national action plan),
and 4. ‘Axes and Actions of the National Plan
(registration and classification of people with
dementia in Greece, prevention, support of
caregivers of people with dementia, and treat-
ment of dementia). In none of these chapters
a reference is made to the topic of migration
[10].
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4. National dementia care and treatment guidelines

According to an expert from the School of
Psychology at the Aristotle University of Thes-
saloniki, Greece currently has no national
treatment guidelines. This expert stated that
clinicians treat dementia primarily with med-
ication, with a few centres (Hellenic Alzheim-
er's Association, Athens Alzheimer's Associ-
ation) and individual practitioners providing

cognitive enhancement/rehabilitation [11].

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based
on a conducted interview and reflect the ex-
perience and opinion of the expert. A selection
bias in information and a discrepancy to re-
sults from the previous sections might ensue.

5. Services and information for people with a migration

background with dementia

According to the expert, migrants are not seen
as a vulnerable group solely by virtue of being
migrants. The Greek healthcare system sees
people as vulnerable based on their individual
characteristics such as age or physical disabil-
ity, rather than only ethno-cultural background.
Dementia and migration is not an important
topic in Greece on a state level. No specialiced
services available for PwM with dementia are
provided by the government either on a nation-
al or regional level. This is not surprising as a)
also other topics regarding migration are not
a focal point either, e.g. health and migration
or education and migration and b) the earliest
services for dementia were implemented at the
beginning of the millennium and there are just
not a lot of dementia services. Only in the latest
years, there was a mental health reform where
units for dementia multiplied. In addition, there
was an effort to connect ambulatory memory
services with day-care centres for the elderly
to detect early symptoms of dementia. In prac-
tice, the healthcare professionals try to use the
MMSE, but there are no culturally adapted diag-
nostic tools for people with a different cultural
background. The expert reported that generally
speaking, ‘there is no specific provision for a cul-
turally sensitive or a migrant-friendly healthcare
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here in Greece'. The expert also stated that there
are no current or planned measures to provide
care and support for PwM with dementia. If a
migrant person regardless of dementia, goes to
a clinic or any other service there will not even
be specialised interpreters as they are expected
to provide translation by themselves. The expert
noted that if there is some support offered to
PwM or to refugees in general, then it is by indi-
vidual initiatives or NGOs, e.g. Caritas tried to set
up a service for refugees with dementia. Howev-
er, since there was no demand from this group,
as refugees are a younger population, this ser-
vice folded. There seems to be a low demand for
such services. The expert assumed that people
from countries that do not offer dementia-spe-
cific services do not ask for these services since
they are not familiar with their existence. In addi-
tion, if one does not speak Greek or at least Eng-
lish, it will be a further hindrance in getting help.
Also, if organisations that work with migrants
come across PwM who might possibly have de-
mentia, they have to rely on their own resources
to find solutions and provide help. Another in-
teresting point the expert mentioned is that the
private sector offers healthcare services, and if
someone is able to pay for them, one will be tak-
en care of no matter the ethnic background.



6. Professional qualification and people with a migration

background in healthcare

It seems that culturally sensitive care is not
part of the professional qualifications, and
there are no professional training possibilities
in intercultural care available as per the expert.
So, there is a significant need for awareness
and training regarding culturally sensitive care.
The expert assumed there is a high propor-
tion of (professional) caregivers in outpatient
care. There are females with a migration
background, employed by certain agencies,
who work in the private sector as caretakers
of people with dementia. Usually, these wom-

7. Support for family caregivers

It was noted by the expert that since absolute-
ly no specialised services are provided by the
state, the family, religious communities, and
migrant organisations play a crucial role in sup-
port. These networks can, to some extent, fill
the gap between needs and services for PwM
with dementia.

The expert stated that existing services and in

en originate from Ukraine, Georgia or African
countries, and they live in the house of the per-
son with dementia as domestic staff. Mostly
they are not professionally trained and work in
Greece irregularly. Since they work the whole
day and only have a couple of hours off on
Sundays, the impact of this work on their men-
tal health is very serious. Regarding inpatient
care the expert mentioned that there seem to
be suggestions about training people with a
refugee background to work in inpatient care.

formation resources are not adequately help-
ful for family caregivers of PwM since their
unique needs are not addressed by them. Fur-
thermore, information is not even available in
different languages. So, the expert pointed
out a very high need for specialised services
providing support and information to family
caregivers.
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1. Migration history

Migration has played a key role in Hungary
since the foundation of the state in the 10th
century. There have been large migratory
movements during the Habsburg Empire from
the 16th century onwards and during the Aus-
tro-Hungarian Monarchy. Until the 1880s, Hun-
gary was mainly characterised by immigration
flows. Between the 1880s and the First World
War, about two million people emigrated. The
two world wars led to the next major migrato-
ry flows. From 1919 to 1923, about 200,000
ethnic Hungarians resettled in Hungary. After
the Second World War, about 200,000 ethnic
people of Germany were expelled from Hun-
gary and over 100,000 people emigrated (in-
cluding 73,000 Slovaks). At the same time,
about 308,500 ethnic Hungarians resettled
in Hungary [1]. The next wave of large-scale
migration occurred in 1956 when 176,000
people from Hungary left the country for the
US, Canada, Austria, and other Western Euro-
pean countries. Overall, migration flows were
severely restricted under the socialist state.
The number of legal immigrants (excluding re-
turning Hungarian citizens) was only 52,000 in
1987. The collapse of the communist systems
(1989/1990) led to a significant increase in
immigration and emigration. In the mid-1990s,
emigration decreased again and many former
emigrants returned to Hungary. After the be-
ginning of the Yugoslav wars (1991), non-eth-
nic Hungarian ex-Yugoslav citizens (from
Bosnia and Herzegovina, Serbia, and Albania)
applied for asylum. In the mid/late 1990s, Hun-
gary developed from a sending country to a
destination country for migrants. Around two-
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thirds of the immigrants of the 1990s came
from neighbouring countries (from Romania,
Ukraine, the successor states of the former Yu-
goslavia, and Slovakia). EU accession in 2004
subsequently led to more waves of large-scale
emigration and immigration. In 2008, immigra-
tion increased again (35,000). Most of the im-
migrants were from Romania, Serbia, Ukraine,
and Germany [2]. From 2009 to 2012, immi-
gration figures declined due to the economic
downturn [2, 3]. Between 2013 and 2015, there
was a wave of extensive transmigration from
Africa and the Middle East and the number
of asylum applications (especially from Syria
and Afghanistan) increased [4]. After 2015, the
number of asylum applications and illegal bor-
der crossings, which had peaked at 441,515
in 2015, declined again. Currently, the immi-
gration of labour migrants from neighbouring
countries (especially from Ukraine) represents
the central characteristic of migration. For
some years, emigration figures have also been
increasing again (29,400 in 2016) [5]. In 2013,
people from Romania (232,800) represented
the largest migrant group, followed by Germa-
ny (33,900), Ukraine (31,600), Serbia (26,800),
and Slovakia (24,000) [6]. Between 1990 and
2019, the migrant population (born abroad),
increased from 347,500 to 512,000, and the
proportion of migrants in the total population
grew from 3.3 to 5.3% [7]. As of 2020, the net
migration rate is 0.6 [8]. Hungary is a country
of sending, transit, and destination of migrants
[1]. However, the migrant population is much
smaller than in many other EU and EFTA coun-
tries.
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2. Estimated number of people with a migration background
with dementia
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Fig. 3.7.13.2: Prevalence of PwM with dementia among the population aged 65+ (Hungary — Nation)
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Tab. 25: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Hungary — Nation)

1. 2. 3. 4, 5.
NUTS Total HU largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
RO SK XS UA DE
Hungary 67,085 | 63,096 1647 306 347 330 203 656
Prevalence/10,000 inhabitants with migration background 65+
RO SK XS UA DE
Hungary 6,727 - 165 g1 35 33 20 66
Prevalence/100,000 inhabitants 65+
RO SK XS UA DE
Hungary 4,000 3,762 98 48 1 20 17 39

Data source: Hungarian Central Statistical Office (2011)

There are 99,700 PwM aged 65 or older. Of
those, approx. 4,000 are estimated to exhibit
some form of dementia. Figure 3.7.13.1 shows
the most affected migrant groups presumably
originate from Romania (approx. 1,700), Slova-
kia (approx. 800), Serbia (approx. 400), Ukraine
(approx. 300), and Germany (approx. 200). The
second graph highlights the number of PwM
with dementia in Hungary per 100,000 inhab-
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itants aged 65 or older (figure 3.7.13.2). Table
25 displays the values depicted in the maps on
the national level. The following maps show
the distribution of non-migrants with dementia
and PwM with dementia from Romania, Slo-
vakia, Serbia, Ukraine, and Germany through-
out the country in the NUTS2 regions (figures
3.7.13.3-3.7.13.8).
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Fig. 3.7.13.3: Absolute number of PwM with dementia aged 65+.
Country of origin: Romania (Hungary — NUTS2)
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Fig. 3.7.13.4: Absolute number of PwM with dementia aged 65+.
Country of origin: Slovakia (Hungary — NUTS2)

< back to Table of Content

221




222

Hungary
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Fig. 3.7.13.5: Absolute number of PwM with dementia aged 65+.
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Fig. 3.7.13.6: Absolute number of PwM with dementia aged 65+.
Country of origin: Ukraine (Hungary — NUTS2)
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Fig. 3.7.13.7: Absolute number of PwM with dementia aged 65+.
Country of origin: Germany (Hungary — NUTS2)
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Fig. 3.7.13.8: Absolute number of people with dementia aged 65+.
Country of origin: Hungary (Hungary — NUTS2)
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The graphics below highlight which immigrant second graph shows the number of PwM with
groups are estimated to be the most affected dementia per 100,000 inhabitants aged 65 or
at the NUTS2 level. The first map illustrates  older in the NUTS2 regions (Fig. 3.7.13.10).
the absolute numbers of PwM with dementia The values from the NUTS2 level can be found
in the NUTS2 regions (figure 3.7.13.9). The  intable 26. 9, 10].
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Fig. 3.7.13.9: Absolute number of PwM with dementia in the population 65+ (Hungary — NUTS2)
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Fig. 3.7.13.10: Prevalence of PwM with dementia among the population aged 65+ (Hungary — NUTS2)

Tab. 26: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Hungary — NUTS 2)

1. 2. . 4. .
NUTS Total HU largest | largest ?a\rgest largest Iirgest Other
group |group |group |group | group
Absolute Numbers
SRR L e L R A 1
Tenscanaia |9%%% 639 lo¢ g % i
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e R e
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< back to Table of Content

225




226

1. 2. 3. 4. 5.
NUTS Total HU largest |largest |largest |largest |largest | Other
group group group group group

Prevalence/10,000 inhabitants with migration background 65+
Central RO SK UA XS DE

5,073 76
Hungary ' 184 68 34 25 13
Central RO SK UA XS DE
Transdanubia Sl _ 153 123 24 22 18 0
Western RO SK DE AT XS
Transdanubia 8,608 _ 124 87 57 42 20 70
Southern RO SK XS HR DE
Transdanubia 4,340 _ 135 91 54 38 36 46
Northern 11508 |- RO SK UA XS DE 50
Hungary 141 137 50 11 11
Northern Great RO UA SK DE XS
Plain 10645 - 212 100 32 10 10 36
Southern Great RO XS SK UA DE
Plain 8348 |- 159 100 70 16 15 40
Prevalence/100,000 inhabitants 65+
Central RO SK UA XS DE
Hungary 4000 3685 145 54 27 20 10 >
Central RO SK UA XS DE
Transdanubia 4,000 3,765 90 72 14 13 10 36
Western RO SK DE AT XS
Transdanubia 4,000 3814 58 40 27 19 9 33
Southern RO SK XS HR DE
Transdanubia 4,000 3631 125 84 49 35 34 42
Northern RO SK UA XS DE
Hungary 4000 3861 49 48 17 4 4 17
Northern Great RO UA SK DE XS
Plain 4,000 3850 80 38 12 4 4 12
Southern Great RO XS SK UA DE
Plain 4,000 3808 76 48 34 8 7 18

Data source: Hungarian Central Statistical Office (2011)

3. National dementia plan

While no Hungarian dementia plan could be
found at the time of the first search in June
2019 [11], a document entitled ‘Living with De-
mentia: National Dementia Strategy’ was pub-
licly available in January 2021. The 23-page
document addresses the topics: ‘What is de-
mentia?’, ‘What causes dementia?’, ‘provision
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of adequate information’, ‘early diagnosis’, and
‘development of services’. However, the topic
of migration does not play a significant role.
There is only one passage in which it is em-
phasized that dementia can affect anyone, re-
gardless of ethnicity [12].



4. National dementia care and treatment guidelines

The Hungarian dementia care guidelines ‘Pro-
fessional Protocol for Diagnosis, Treatment,
and Care of Dementia’ published in 2008 ex-
pired on 31 December 20713 and have not been
renewed since then. Thus, national treatment
guidelines had been published in Hungary, but
they are no longer valid. This document is 46

pages long and contains chapters on the diag-
nosis of dementia (topics: physical examina-
tions, mandatory diagnostic tests, additional
diagnostic tests, differential diagnosis) and on
therapy (non-pharmacological treatment, drug
treatment, rehabilitation). The topic of migra-
tion is not addressed [13].
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1. Migration history

As a result of its geographical location, Iceland
does not have a long history of migration. Un-
til a few years ago, the population remained
relatively isolated and homogeneous. In the
past, Iceland has been more characterised by
the emigration of citizens and return migra-
tion. Between 1960 and 1996, Iceland had a
net emigration of about 9,300 people. Strong
economic growth and a booming tourism
sector have led to a larger number of immi-
grants without Icelandic background coming
into the country at the end of the 1990s and
beginning of the new millennium. Between
1997 and 2008, Iceland had net immigration
of 20,300 people. As a result of the banking cri-
sis in 2008, the number of emigrants exceed-
ed the number of immigrants between 2009
and 2072. In 2013, net migration was positive
again and in 2016, it exceeded the 10,000
mark. While the population balance of non-Ice-
landic citizens is clearly positive, the number
of Icelandic citizens has declined slightly. This
has led to a historic increase in the number
and proportion of foreign citizens on the island
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[1]. In the period 1990-2019, the migrant pop-
ulation (born abroad) increased from 9,600 to
52,400 and the proportion of migrants in the
total population from 3.8 10 15.5% [2]. In recent
decades, there has also been a change in the
immigrant’'s countries of origin. In 1986, 70%
of non-lcelandic immigrants came from Den-
mark, the US, United Kingdom, Sweden, and
Norway. In 2016, citizens from non-Nordic EU
countries made up the largest group [1]. With
the exception of 2004 (Portugal), since 1995
Poland is the main country of origin for immi-
grants (2016: 2,800 or 36%) [1, 3]. But people
also immigrated from Lithuania (700), the US
(300), Germany (300), and other countries
(3,800) (as of 2016) [1]. In 2013, people from
Poland (9,400), Denmark (3,100), Sweden
(1,900), US (1,900), and Germany (1,600) rep-
resented the largest migrant groups [4]. Ice-
land has developed into an immigration coun-
try especially for migrants from Poland and
some other EU member states. As of 2020,
the net migration rate is 1.1 [5].
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2. Estimated number of people with a migration background
with dementia
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Fig. 3.7.14.1: Absolute number of PwM with dementia aged 65+ (Iceland — Nation)
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Fig. 3.7.14.2: Prevalence of PwM with dementia among the population aged 65+ (Iceland - Nation)
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Tab. 27: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Iceland — Nation)

1. 2. 3. 4, 5.
NUTS Total IS largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
DK DE us NO UK
Iceland 2,779 2,687 26 15 6 6 5 34
Prevalence/10,000 inhabitants with migration background 65+
DK DE us NO UK
Iceland 20,851 |- 106 113 43 41 39 258
Prevalence/100,000 inhabitants 65+
DK DE us NO UK
Iceland 6,900 6,672 65 38 14 14 13 76

Data source: Statistics Iceland (2011)

Thereare 1,300 PwM aged 65 or older. Of those,
approx. 90 are estimated to exhibit some form
of dementia. Figure 3.7.14.1 shows the most
affected migrant groups presumably originate
from Denmark (approx. 30), Germany (approx.
20), the US (approx. 10), Norway (approx. 10),

3. National dementia plan

At the time of the first search, 1 June 2019, no
NDP could be identified for Iceland [9]. However,
in April 2020, the government published a NDP:
The ‘Action Plan for Services for People with De-
mentia’. This dementia planis 27 pages long and
covers 5 topics: 1. right of self-determination,
patient involvement, and legal framework, 2. pre-

and United Kingdom (approx. 10). The second
graph highlights the number of PwM with de-
mentia in Iceland per 100,000 inhabitants 65
or older (figure 3.7.14.2). Table 27 displays the
values depicted in the maps on the national
level [6-8].

vention, timely diagnosis in the right place, and
post-diagnostic follow-up, 3. activity, self-help,
and support, 4. appropriate care based on the
stage of dementia, and 5. research, knowledge,
and skills. The document does not refer to the
topic of migration [10].

4. National dementia care and treatment guidelines

Iceland has a treatment guideline entitled
‘Clinical Guideline 2007: Dementia Diagnosis
and Treatment’ from 2007 of 10 Pages which
refers to the topics analysis (anamnesis and
differential diagnosis, initial assessment of
cognitive abilities, search for other and ac-
companying diseases, image analysis, etc.),
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non-drug treatment (stimulation of cognitive
abilities, sensory stimulation, physical activity
and rehabilitation, environmental design, etc.),
drug treatment, and information for patients
and relatives. The topic of migration is not
considered in this document also [11].



5. References

1.

Heleniak T, Sigurjonsdottir HR Once Homogenous, Tiny
Iceland Opens Its Doors to Immigrants [https:/www.
migrationpolicy.org/article/once-homogenous-tiny-
iceland-opens-its-doors-immigrants]. (2018). Accessed
21 Apr 2020.

International Organization for Migration: International
migrant stock as a percentage of the total population at
mid-year 2019: Iceland; 2019.

Statistics Iceland: Migration remains high in 2018.
[https://www.statice.is/publications/news-archive/
inhabitants/migration-2018/]. (2019). Accessed 21 Apr
2020.

United Nations: Migration Profiles: Iceland; 2013.

International Organization for Migration. Net migration
rate in the 5 years prior to 2020: Iceland; 2019.

< back to Table of Content

10.

11.

Esri: World Ocean Background; 2010.

Statistics Iceland: Census 2011. In. Reykjavik: Statistics
Iceland; 2011.

Eurostat: Nomenclature of Territorial Units for Statistics
(NUTS) 2016; 2018.

Alzheimer Europe: National Dementia Strategies: a
snapshot of the status of National Dementia Strategies
around Europe. [https://www.alzheimer-europe.org/
Policy-in-Practice2/National-Dementia-Strategies].
(2017). Accessed 071 Jun 2019.

Government of Iceland: Adgerdaaaetlun um pjénustu
vid einstaklinga med heilabilun. In. Edited by Ministry of
Health; 2020.

Directorate of Health: Heilabilun greining og medfers;
2007.

233






Ireland

Population
4,964,000

Area
70,273 km?

Capital
Dublin

3 largest cities
Dublin (553,000)
Cork (126,000)
Galway (80,000)

Neighboring countries
Northern Ireland

1. Migration history
Estimated number of people with a migration background with dementia
National dementia plan

National dementia care and treatment guidelines

a > DN

Services and information for people with a migration background
with dementia

6. Professional qualification and people with a migration background
in healthcare

7. Support for family caregivers

8. References

< back to Table of Content 235




236

1. Migration history

Ireland is traditionally a country of emigration.
Since 1800 about ten million people have left
the country [1]. As a result of famine, the Irish
population declined from 6.5 million in 1841
to 2.8 million in 1961 [2]. Between 1961 and
1981, the population increased by 22% as a
result of the return of a large number of Irish
emigrants [2, 3]. The recession in the early
1980s led to a new wave of emigration [1]. In
the 1990s, Ireland developed into a country
of immigration. The economic growth led to
the return of many Irish emigrants from the
mid-1990s to the early 2000s [3]. At the same
time, the number of asylum seekers increased
significantly. Until 1999, most asylum seekers
came from Africa, more than half from Nigeria,
Congo, and Algeria. Since 1999, people from
Romania and Nigeria have been the largest
groups of asylum seekers. In the period 1995-
2004, 486,300 people moved to Ireland, while
263,800 people left [2]. Between 2002 and
2004, people mainly immigrated from non-EU
countries. After the EU enlargement in 2004,
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a large number of people came from the ten
new member states. Between 2005 and 2008,
people from Romania and Bulgaria repre-
sented almost half of the immigrants [3]. As
a result of the Irish banking system collapse,
net immigration declined from 2008 and was
negative again in 2015 (for the first time since
1995) [4]. Between 2008 and 2012, the num-
ber of Irish emigrants tripled. From April 2014
to April 2015, 81,000 people left Ireland. The
majority of them were Irish citizens [1]. After
2015, emigration figures declined and Ire-
land had positive net immigration again [4]. In
2013, people from United Kingdomand North-
ern Ireland (253,600), Poland (124,600), Lith-
uania (37,800), the United States of America
(24,900), and Latvia (21,800) represented the
largest migrant groups [5]. The migrant popu-
lation (born abroad) has grown from 228,000
to 833,600 between 1990 and 2019. In the
same period, the proportion of migrants in the
total population rose from 6.5t0 17.1% [6]. As
of 2020, the net migration rate is 4.9 [4].
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Tab. 28: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Ireland — Nation)

1. 2. 3. 4, 5.
NUTS Total IE largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
EAW NIR SCT us DE
Irel 43,199 9,867 558
reland > 39867 11 606|731 193 155 |89
Prevalence/10,000 inhabitants with migration background 65+
EAW NIR SCT us DE
Ireland 8,946 - 333 157 40 39 13 116
Prevalence/100,000 inhabitants 65+
EAW NIR SCT us DE
Ireland 6,900 6,368 057 117 37 o5 14 89

Data source: Central Statistics Office (2016)

There are 48,300 PwM aged 65 years or older.
Of those, approx. 3,300 are estimated to ex-
hibit some form of dementia. Figure 3.7.15.1
shows the most affected migrant groups pre-
sumably originate from England and Wales
(approx. 1,600), Northern Ireland (approx.
700), Scotland (approx. 200), the US (approx.
200), and Germany (approx. 90). The second
graph highlights the number of PwM with
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dementia in Ireland per 100,000 inhabitants
aged 65 or older (figure 3.7.15.2). Table 28
displays the values depicted in the maps on
the national level. The following maps show
the distribution of non-migrants with demen-
tia and PwM with dementia from England and
Wales, Northern Ireland, Scotland, the US and
Germany throughout the country in the NUTS2
regions (figures 3.7.15.3 — 3.7.15.8).
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Fig. 3.7.15.3: Absolute number of PwM with dementia aged 65+.
Country of origin: England and Wales (Ireland = NUTS2)
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Fig. 3.7.15.4: Absolute number of PwM with dementia aged 65+.
Country of origin: Northern Ireland (Ireland = NUTS2)
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Absolute number of people with dementia in the population 65+
with migration background - Country of origin: Scotland
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Fig. 3.7.15.5: Absolute number of PwM with dementia aged 65+.
Country of origin: Scotland (Ireland — NUTS2)
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Absolute number of people with dementia in the population 65+
with migration background - Country of origin: United States
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Fig. 3.7.15.6: Absolute number of PwM with dementia aged 65+.
Country of origin: The US (Ireland — NUTS2)
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Fig. 3.7.15.7: Absolute number of PwM with dementia aged 65+. C
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Fig. 3.7.15.8: Absolute number of people with dementia aged 65+.
Country of origin: Ireland (Ireland — NUTS2)
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Ireland

The graphics below highlight which immigrant
groups are estimated to be the most affected
at the NUTS2 level. The first map illustrates
the absolute numbers of PwM with dementia
in the NUTS2 regions (figure 3.7.15.9). The

second graph shows the number of PwM with
dementia per 100,000 inhabitants aged 65 or
older in the NUTS2 regions (Fig. 3.7.15.10).
The values from the NUTS2 level can be found
in table 29 [7-9].
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Fig. 3.7.15.9: Absolute number of PwM with dementia aged 65+ (Ireland — NUTS2)
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Tab. 29: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Ireland — NUTS 2)

1. 2. 3. 4. 5.
NUTS Total IE largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
Border Midland EAW NIR SCT us DE
and Western 1,214 110227 442 270 91 49 27 107
Southern and EAW NIR us SCT DE
Western 31982 ) 29,640 1,164 467 106 102 62 448
Prevalence/10,000 inhabitants with migration background 65+
Border Midland EAW NIR SCT us DE
and Western /8844 - 310 189 64 34 19 73
Southern and EAW NIR us SCT DE
Western 9422 - 343 136 31 30 18 182
Prevalence/100,000 inhabitants 65+
Border Midland EAW NIR SCT us DE
and Western 6.900 6.293 272 166 56 30 17 66
Southern and EAW NIR us SCT DE
Western 6.900 6395 251 99 23 22 13 7

Data source: Central Statistics Office (2016)

3. National dementia plan

The ‘Irish National Dementia Strategy’ of 2014
has 40 pages and addresses the issues of
awareness and understanding of dementia,
timely diagnosis and treatment, integrated
services, support and care for people with de-
mentia and their carers, primary care, mental

health and community-based care, acute care,
long-term care, palliative care for people with
dementia, education and training, as well as
research and information systems. None of
these issues include the topic of migration
[10].

4. National dementia care and treatment guidelines

Currently, no published guidelines for the treat-
ment of dementia could be identified for Ire-
land comparable to the guidelines by the Na-
tional Institute for Health and Care Excellence
(NICE). As part of the National Dementia Strat-
egy implementation, the National Dementia
Office is working on dementia diagnostic and
post-diagnostic framework to guide holistic
assessment, diagnosis, disclosure, and im-
mediate post-diagnostic support. In addition,
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clinical guidelines on the appropriate pre-
scription of antipsychotic and psychotropic
medications for people with dementia are
planned to be published [11]. A guide on ‘De-
mentia: Diagnosis & Management in General
Practice’ (from 2019) already exists in primary
care. This document does not have a sepa-
rate chapter on migration but briefly referenc-
es this topic at three points in a subchapter.
First, it identifies the problem that a person’s



cultural background may influence their per-
formance in cognitive impairment screening
tools. Then the suitability of existing screening
tools for cognitive impairment among ethnic
minorities is examined. The MIS and the Mi-
ni-Cog Screening Test are two tools that are
particularly suitable for ethnic minorities. The
Mini-Cog Test has been validated for a mul-
ti-ethnic, multilingual population. This situa-
tion is described, but no recommendations for
action or measures are derived from it. Other
topics related to dementia and migration are

not examined [12]. Ireland appears to consider
ethnic minorities as a group that requires spe-
cial attention in dementia diagnosis in general
practice.

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based
on a conducted interview and reflect the ex-
perience and opinion of the expert. A selection
bias in information and a discrepancy to re-
sults from the previous sections might ensue.

5. Services and information for people with a migration

background with dementia

According to the expert, the healthcare sys-
tem does not treat PwM with dementia as a
vulnerable group. In addition, the topic of de-
mentia and migration is relatively unimportant
in Ireland. A possible reason could be that de-
mentia has only been prioritised in the last few
years and diversity in the nation only devel-
oped in the late 90s. Hence, the combination
of dementia and migration is a new topic that
Ireland is not yet prepared to face.

In general, the expert assumed that the tradi-
tionally nomadic communities and the Roma
community would be acknowledged as par-
ticularly disadvantaged groups. Gaining ac-
cess to the healthcare system is difficult
because of language barriers, absence of sup-
port, and low literacy. In addition, the expert
stated that the lack of interpretation services
adds to the problem.

Based on the observation that PwM use for-
mal healthcare services to a lesser extent and
dementia is underdiagnosed, the expert sug-
gested that possibly older migrants are cared
for at home by the family or that the nomadic
communities does not even acknowledge de-
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mentia. Also, the coverage of memory clinics
in the whole country is limited; thus, the expert
affrmed that the specialised clinics do not
have a nationwide presence. Thus, the loca-
tion of residence also influences access to
support.

Ireland follows an integrative healthcare strat-
egy according to the expert. Still, no informa-
tion on dementia is available in other languag-
es. There are no specialised services for PwM
with dementia. Existing services are open for
everyone, and if a person accesses a service,
they will be looked after. The expert declared
that existing dementia services are not suit-
able for people with and without a migration
background. The reason for that would be that
there are no specialised care homes or nurs-
ing homes for dementia and no particular care
package for home care for people with de-
mentia. In addition, the expert noted that there
is no consistency in the general home care
packages meaning different people would be
delivering the care, leading to a large issue of
continuity of care.
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6. Professional qualification and people with a migration

background in healthcare

According to the expert training on culturally
sensitive care does not seem to be offered as
part of healthcare provider education. How-
ever, sometimes in courses related to the end
of life, topics such as being mindful of some-
body'’s religion are covered, although this is not
widely done. The expert assumed that the pro-
portion of PwM among professional caregiv-
ers working in outpatient and inpatient care is
very high. Many of them originate from African
countries and there is a significant number of
nurses from the Philippines working in Dublin.

7. Support for family caregivers

The expert rated the importance of family, re-
ligious communities, migrant organisations,
and service providers of outpatient and inpa-
tient care as source of support for family car-
egivers as high to very high. Particularly, the
expert stressed the importance of supporting
families through information and education,
so that people with dementia can receive the
necessary support and medical help. Simi-
larly, the expert alluded to the importance of
religious communities, as they can serve as
a tool to bring comfort and peace for family
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The impact that a high proportion of profes-
sional caregivers with a migrant background
can have on care is mediated by language, ac-
cording to the expert. If no common language
is spoken, it can generate certain difficulties
between caregivers and care recipients. The
expert stated that a majority of the caregivers
are ‘fabulous, warm, caring people’ but if a per-
son is only doing the job because they cannot
find anything else, they might be resentful be-
cause that job is not what they want to do.

caregivers and persons with dementia. There-
fore, it may be relevant to consider and re-
spect the different religious beliefs they may
have. Finally, the expert opined that outpatient
and inpatient care services are crucial of the
support system of family caregivers, as they
provide support as well as guidance based on
objective information and clinical experience,
which substantially contributes to the mental,
psychological and emotional health of family
caregivers.
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1. Migration history

In recent decades Italy has developed from an
emigration country to an immigration coun-
try. Between 1876 and 1976 almost 24 million
people emigrated from Italy (mainly to Ameri-
ca before the Second World War, and then to
Northern Europe). Before the 1970s, immigra-
tion to Italy was mainly characterised by the
arrival of small groups of people from the for-
mer colonies in East Africa (e.g. Eritrea) and
Catholic countries in Latin America and Asia.
In the 1960s, seasonal workers from Tunisia
migrated to Sicily. In addition, some political
refugees from Vietnam and Chile, and stu-
dents from Iran and Greece were admitted.
However, Italy first had positive net immigra-
tion in 1973. Since then, the foreign population
has increased strongly and ltaly has evolved
into an immigration country. The reason for
the change in the 1970s was the restrictive im-
migration policy of many Northern European
countries after the oil crisis and Italy’s lack of
immigration policy. The first large immigration
wave occurred between 1984 and 1989 when
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700,000-800,000 people arrived in Italy. Most
migrants came from Tunisia, Morocco, Sene-
gal, and the Philippines. Many migrants came
from Eastern Europe in the 1990s (Albania,
Yugoslavia, Poland) and early 2000s (Roma-
nia, Ukraine, Moldova). In 2013, people from
Romania were the largest migrant group with
832,100 people, followed by Albania (451,400)
and Morocco (407,100) [1]. Between 2014 and
2017, a large number of migrants and refu-
gees came to Italy by sea (624,700) [2]. In re-
cent decades, the lack of immigration policy
has resulted in an extremely heterogeneous
composition of the migrant population in Italy
(192 different countries of origin) and a large
number of undocumented immigrants [1].
Overall, between 1990 and 2019, the migrant
population (born abroad) more than quadru-
pled (1.4 to 6.3 million). The same happened
for the proportion of migrants in the total pop-
ulation in the same period (2.5 to 10.4%). The
net migration rate has been continuously pos-
itive since 2000 (2020: 2.5%) [3].
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Tab. 30: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Italy — Nation)

1. 2. 3. 4, 5.
NUTS Total IT largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
HR FR AL LY DE
ltaly 854,563 | 834,377 2413 2187 1607 1240 1152 11,593
Prevalence/10,000 inhabitants with migration background 65+
HR FR AL LY DE
Italy 29210 |- g7 75 55 42 19 397
Prevalence/100,000 inhabitants 65+
HR FR AL LY DE
[taly 6,900 6,737 19 18 13 10 9 94

Data source: Eurostat (2011)

There are 292,600 PwM aged 65 or older. Of
those, approx. 20,200 are estimated to exhibit
some form of dementia. Figure 3.7.16.1 shows
the most affected migrant groups presumably
originate from Croatia (approx. 2,400), France
(approx. 2,200), Albania (approx. 1,600), Libya

3. National dementia plan

For Italy, two documents could be identified
entitled The new Italian National Strategy’
from 20714 and ‘National Dementia Plan — The
State of the Art’ from 2019.

‘The New ltalian National Strategy’ on demen-
tia from 2014 is 13 pages long. It consists of
the topics: Italy and dementia (population size
of older people and people with dementia in
ltaly, the estimated number of family caregiv-
ers), health services for dementia in Italy, the
national plan on dementia (addressed areas:
prevention, the network of services, integrated
care, research, ethics and empowerment of
patients/caregivers, fight against stigma), ob-
jectives of the plan, actions, and future devel-
opments. In none of these topics, a reference
is made to migration [7].

The document ‘National Dementia Plan — The
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(approx. 1,200), and Germany (approx. 1,200).
The second graph highlights the number of
PwM with dementia in Italy per 100,000 inhab-
itants aged 65 or older (figure 3.7.16.2). Table
30 displays the values depicted in the maps on
the national level [4-6].

State of the Art' from 2019 is 25 pages long and
focuses on the topics definition and causes of
dementia, the influence of the environment,
cognitive impairment and frailty, demographic
change and lItalian incidence, health and so-
cio-medical policy interventions and actions,
implementation of strategies and interven-
tions in care, supportive activities, physical ac-
tivity and rehabilitation, technological innova-
tions, raising awareness and reducing stigma,
increasing quality of life, research, dementia
observatory, Italian guidelines, and existing in-
ternational tools. In this document, the project
‘Dementia in immigrants and ethnic minorities
living in Italy: clinical-epidemiological aspects
and public health services’ (ImmiDem) is cited,
which is the first Italian project to address the
prevalence of dementia in the immigrant pop-

il
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ulation and among ethnic minorities. However,
no further reference is made to the topic of de-

mentia and migration [8].

4. National dementia care and treatment guidelines

According to a representative of the Italian So-
ciety for Gerontology and Geriatrics, no Italian
guidelines for the treatment of dementia exist.
There is only a version of the English guide-
lines translated into Italian by the Gruppo ltal-
iano per la Medicina Basata (=Italian Group for
Evidence-Based Medicine) (GIMBE) [9].

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based
on a conducted interview and reflect the ex-
perience and opinion of the expert. A selection
bias in information and a discrepancy to re-
sults from the previous sections might ensue.

5. Services and information for people with a migration

background with dementia

According to the expert, PWwM are generally
considered as a vulnerable population consist-
ing of people from Romania, Ukraine, Peru and
North African countries such as Morocco, Tu-
nisia, Algeria and Libya. The healthcare system
recognizes them and their needs. But while
the topic of health and migration is considered
a very important one, dementia and migration
is still such a new concept that has generated
low interest and attention so far, according to
the expert. As of today, only one national initia-
tive focuses on dementia and migration — the
ImmiDem project. The expert noted that PwM
are a vulnerable group in terms of diagnosis
and access to formal healthcare services. De-
mentia is under-diagnosed in this population,
which also makes their needs under-recog-
nised. Moreover, PwM do not use healthcare
services much. If they display some cognitive
problem they might go to their general practi-
tioner or their community but usually do not
seek further medical help or specialised ser-
vices.

Italy tries to follow an integrative healthcare
strategy, in which PwM with dementia utilize
existing healthcare services. However, the ex-
pert pointed out that in reality the services are
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not suitable for patients with dementia from
different backgrounds and cultures since it is
such a recent topic in Italy. There are many
barriers, such as language barriers, health il-
literacy, as well as unknown barriers that the
healthcare system and healthcare providers
are possibly not aware of, that lead to PwM
with dementia not using the services. So, PwM
with dementia are only slightly included in the
healthcare system. From experience, the ex-
pert noted that mostly fitter, wealthier, and
more integrated migrants access specialized
services. Information on dementia in different
languages for PwM is only available in a few
regions. The ImmiDem project aims to set up
a website where PwM can find out about cen-
tres where their language is spoken and where
they can find the address and contact details
to improve and increase access to services.
The expert stated that currently there are no
specialiced services for PwM with dementia
in inpatient and outpatient care in Italy. From
the 600 memory clinics in Italy, only a few
deliver culturally sensitive care. In some cen-
tres in some regions, cross-cultural cognitive
tools and information material in languages
other than Italian are available and used, for



example in Milan or Trento. A few individual
centres or services are working with general
practitioners to facilitate access to memory
clinics and disseminate information. Some
are developing or using measures, tools or in-
formation material for PwM such as the RU-
DAS as a cognitive screening instrument, but
this happens only on a local basis. So, there
is no uniform, culturally sensitive approach to
diagnostics to also support and involve fami-
lies in the process. Usually, most centres use
the same diagnostic procedures for PwM that
they use for non-migrants, meaning they use
the MMSE and other tests that are strongly in-
fluenced by cultural aspects. Thus, the expert
estimated that existing services are only suita-

ble non-migrants with dementia.

The expert stated that overall, it is crucial to
develop a culturally competent approach to
dementia in general, and there is a responsi-
bility to improve the provision of care. This is
not just a matter of meeting the current needs
of PwM. Right now, dementia and migration
is a peripheral concern, but it is going to grow
more important gradually, so it is important
to anticipate a great need for such services in
the future. Additionally, it is imperative to forge
collaborations amongst general practitioners,
other healthcare professionals, specialiced
services, religious communities and other or-
ganisations to raise awareness on the topic.

6. Professional qualification and people with a migration

background in healthcare

According to the expert, culturally sensitive
care is not part of the professional qualifica-
tion, and professional training possibilities in
intercultural care exist only as a few isolated
initiatives.

The proportion of professional caregivers with
a migration background in outpatient care is
exceptionally high, as stated by the expert.
They mostly originate from East European
countries like Romania and Ukraine as well
as Peru and the Philippines. Depending on
the cultural background, the care they deliv-
er varies. For example, professional caregiv-

7. Support for family caregivers

The expert stated that the family as well as
migrant organisations, religious communities
and service providers are significant in sup-
porting family caregivers. However, there may
be some variations in their importance due to
the heterogeneity of PwM. For example, for
some PwM, the religious communities might
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ers from Peru are extremely gentle and kind
with patients with dementia. The situation is
very similar in inpatient care. The proportion
of professional caregivers with a migration
background is high. They mostly originate
from East European countries like the Rus-
sian Federation, Ukraine, Romania, Sri Lanka,
Bangladesh, and other South Asian countries
as well as from South America. But the need
for culturally sensitive care is not being met by
sufficiently qualified professionals in inpatient
and outpatient care.

be a more important source of support than
for other PwM. But overall, the importance of
all these networks is very high.

There are major differences in the suitability
and utilisation of existing services between
PwM and non-migrants because the health-
care system currently not equipped to serve
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PwM effectively, as stated above. Therefore,
a very high need for specialised services for
PwM was recognized. The expert noted that
it is essential to develop a better system to

provide information and support to family car-
egivers of people with dementia in Italy, irre-
spective of the migration background.
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1. Migration history

Latvia's migration history is characterised by
waves of large-scale immigration and emigra-
tion (especially to and from the Russian Fed-
eration). The first larger groups of people from
the Russian Federation came to Latvia in the
18th century. By the end of the 19th century,
the population from the Russian Federation
had increased to 200,000 [1]. During the First
World War, about 400,000 people fled to the
Russian Federation [2]. After the peace trea-
ty with the Russian Federation was signed in
1918, almost 300,000 people returned from
the Russian Federation [3]. During the Sec-
ond World War, 200,000 people fled towards
the West and Germany. Parallel to this, a large
influx of people from the Russian Federation
began in 1940. Between 1945 and 1959 about
400,000 people from the Russian Federation
and 100,000 people of other ethnic minor-
ities immigrated to Latvia (at the same time
at least 60,500 people born in Latvia were ex-
pelled) [2]. Immigration from the Russian Fed-
eration remained high until the 1980s. In 1989,
the proportion of ethnic minorities in the total
population was 48%. As a result of the dec-

< back to Table of Content

laration of independence on 4 May 1990 and
the collapse of the Soviet Union in 1990/1991,
Latvia took over half a million immigrants (in-
cluding entire families) from the Soviet Union.
After that, the number of immigrants and emi-
grants declined significantly. At the same time,
Latvia has developed from a country with pos-
itive net migration (until 1990) to negative net
migration (from 1991) [3]. Between 1990 and
2019, the migrant population (born abroad)
decreased from 646,000 to 237,300, and the
proportion of migrants in the total population
fell from 24.2 to 12.4% [4]. Latvia has devel-
oped from an immigration country to an em-
igration country. Especially after EU accession
in 2004, emigration has accelerated [3]. As of
2020, the net migration rate is -7.6 [5]. How-
ever, a large number of people originating in
the Russian Federation still live in Latvia and
make up about a quarter of the population (as
of 2016) [1]. There are also small populations
of people from Belarus, Ukraine, Poland, and
Lithuania. In total, one-third of the population
speaks Russian [6].
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Tab. 31: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Latvia — Nation)

1. 2. 3. 4, 5.
NUTS Total Lv largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
RU BY UA LT KZ
Latvi 17,501 | 12,064 172
atvia =0 004 o050 1048 549|358 52
Prevalence/10,000 inhabitants with migration background 65+
. RU BY UA LT KZ
Latvia 1,481 - 276 89 6 30 4 15
Prevalence/100,000 inhabitants 65+
) RU BY UA LT KZ
Latvia 4,600 3,171 857 975 144 94 14 45

Data source: Central Statistical Bureau of Latvia (2011)

There are 118,200 PwM aged 65 or older. Of
those, approx. 5,400 are estimated to exhib-
it some form of dementia. Figure 3.7.17.1
shows the most affected migrant groups pre-
sumably originate from the Russian Federa-
tion (approx. 3,300), Belarus (approx. 1,100),
Ukraine (approx. 600), Lithuania (approx. 400),

3. National dementia plan

For Latvia, no NDP could be identified [10].

and Kazakhstan (approx. 50). The second
graph highlights the number of PwM with de-
mentia in Latvia per 100,000 inhabitants aged
65 or older (figure 3.7.17.2). Table 31 displays
the values depicted in the maps on the nation-
al level [7-9].

4. National dementia care and treatment guidelines

In Latvia, one document with treatment guide-
lines was published: the ‘Clinical Guideline
for Alzheimer's Disease, Vascular Dementia,
Lewy-Body Dementia, and Frontotemporal De-
mentia’ in 2017. This document has 162 pag-
es. It deals with two main topics: 1. the most
common forms of dementia, and 2. character-
istics and effects of drugs for the treatment of
neurodegenerative dementias. With regard to
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the first topic, the etiology, risk factors, prog-
nosis, clinical picture, diagnostic criteria, diag-
nosis, prevention, and treatment of each form
of dementia is discussed. With regard to the
second topic, the focus is on the treatment of
memory disorders, neuropsychiatric diseases,
Parkinson's syndrome, and sleep disorders. In
none of these topics is a migration-related is-
sue addressed [11].
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1. Migration history

Within a few years, Liechtenstein has devel-
oped from an emigration country to an immi-
gration country. In the 19th century, there were
several waves of emigration in which parts of
the population emigrated to America because
of poverty and lack of prospects. The emigra-
tion continued until the 1920s. In the 1930s,
mainly citizens from Germany were natural-
ised. Thereafter, industrialisation led to gradu-
al immigration from Switzerland in the second
half of the 19th century [1]. After the Second
World War, Liechtenstein became an immigra-
tion country due to the economic boom [2]. The
increasing need for skilled workers was large-
ly met by immigration from German-speaking
countries. For less qualified jobs, people were
recruited from southern European countries
such as Italy, Spain, or Portugal. After 1963,
the predominantly seasonal workers from Ita-
ly were increasingly replaced by guest workers
from Yugoslavia, whose number more than
tripled between 1973 and 1980. The political,
social, territorial, and economic changes in Eu-
rope have led to an increased influx of foreign-
ers from Eastern and Southeastern Europe,
including Turkey since 1980 [1]. Between 1990
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and 2019, the migrant population (born abroad)
more than doubled (10,900 to 25,500). At the
same time, the proportion of migrants in the
total population has risen from 37.9 to 67 %.
This is the highest growth among all EU, EFTA,
and UK countries and the fifth-highest world-
wide [3]. According to the population statistics
of the Office for Statistics of the Principality
of Liechtenstein, the proportion of foreigners
with non-Liechtenstein citizenship in the total
permanent population of Liechtenstein was
34.2% in 2019. The largest migrant groups are
from Switzerland (3,700), Austria (2,300), Ger-
many (1,700), Italy (1,200), Portugal (700), and
Turkey (600) [4]. The great importance of mi-
gration in Liechtenstein is due to the economic
position of the country, the globally operating
companies, the high number of employees
(especially migrants) the fluctuations in the
composition of the population (immigration,
emigration, and naturalisation of foreigners,
high mobility of persons between states), and
the multinational identities of many citizens. In
quantitative terms, family reunification of mi-
grants and marriage migration plays the most
important role in immigration [2].
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Tab. 32: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Liechtenstein — Nation)

1. 2. 3. 4, 5.
NUTS Total LI largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
) . CH AT DE
Liechtenstein 428 211 79 64 36 N/A N/A 45
Prevalence/10,000 inhabitants with migration background 65+
) . CH AT DE
Liechtenstein 1,364 - 999 203 116 N/A N/A 143
Prevalence/100,000 inhabitants 65+
. . CH AT DE
Liechtenstein 6,900 3,409 1156 1027 585 N/A N/A 721

Note: N/A = not available.
Data source: Office of Statistics (2015)

There are 3,100 PwM aged 65 or older. Of
those, approx. 200 exhibit some form of de-
mentia. Figure 3.7.18.1 shows the most affect-
ed migrant groups presumably originate from
Switzerland (approx. 70), Austria (approx. 60),
and Germany (approx. 40). The second graph

3. National dementia plan

The ‘Dementia Strategy for the Principality
of Liechtenstein’ from 2012 has a length of
36 pages. This document is divided into four
chapters: 1. 'Dementia: An Overview’, 2. ‘Health
and Social Policy Significance of Dementia’, 3.
‘Dementia in Liechtenstein: Current Situation,
4. 'Goals of the Dementia Strategy 2020°. It
deals, inter alia, with the topics: What is de-
mentia? Forms of dementia, diagnosis, re-
guirements in the case of dementia, treatment
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highlights the number of PwM with dementia
in Liechtenstein per 100,000 inhabitants aged
65 or older (figure 3.7.18.2). Table 32 displays
the values depicted in the maps on the nation-
al level [5, 6].

gap, costs of dementia, future challenges, cur-
rent care structure in Liechtenstein, the situa-
tion of family caregivers, quality standards, the
six fields of action of the dementia strategy (1.
sensitisation, 2.Early detection, 3. education
and training, 4. services, 5. cooperation and
networking, 6. family caregivers) as well as the
implementation and financing of the dementia
strategy. None of the above-mentioned topics
is set in a migration context [7].
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4. National dementia care and treatment guidelines

According to the expert, there are no treatment
or care guidelines for dementia at the national
level. While two funding agencies have been
commissioned to provide care for older inpa-
tients, the ‘Association for People with Demen-
tia in Liechtenstein’ has an implicit mandate
from the State to provide care for people with
dementia living at home [8]. The statutes of
this association (from 2016) do not consider

the topic of migration [9].

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based on
a conducted interview and written statements
and reflect the experience and opinion of the
experts. A selection bias in information and a
discrepancy to results from the previous sec-
tions might ensue.

5. Services and information for people with a migration

background with dementia

The expert stated that the topic of migration in
the context of old-age and dementia care does
not play a major role in Liechtenstein. Although
there is a high proportion of migrants, the
majority of them come from German-speak-
ing countries. The population of non-Ger-
man-speaking PwM who are at an age that is
relevant for dementia care is extremely small.
In Liechtenstein, their cases are treated as in-
dividual cases. For example, the expert often
works in nursing homes and does not know of
any Turkish speaking residents and only knows
around a handful of residents from Italy.

Regarding the care of PwM with dementia, an
integrative model is used. Due to the small to-
tal population (approximately 38,400 in 2020
[10]), there is a relatively high level of social
control in Liechtenstein, and as a result of
extensive educational work (e.g. by the Asso-
ciation for People with Dementia in Liechten-
stein), a high level of sensitivity to the topic of
dementia. Dementia-specific information and
healthcare services are available nationwide.
For example, all households are provided
with dementia-specific information flyers. Ac-
cording to the expert, this national availability
of services in principle also applies to PwM.
However, there are no care services specifical-
ly tailored to the needs of PwWM with dementia
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and the information is only available in German
(in the health context, there is no multilingual
website and there are no foreign-language in-
formation brochures on the topic of dementia).
Due to a relatively high proportion of migrants
in the nursing profession and a high diversi-
ty with regard to the countries of origin of the
nursing staff (according to the expert’s esti-
mate approximately ten different nationalities),
linguistic and cultural competences are basi-
cally available, but they are currently not sys-
tematically applied or used for the development
of specialised care services for PwM.

The expert mentioned a non-dementia-specific
general model of good practice. It is character-
ised by the fact that care providers in Liechten-
stein have the time and financial resources to
deal intensively with the respective patient and
to identify his or her individual needs. These re-
sources are used, for example, to determine the
language needs of PwM and to consult compe-
tent translators if necessary. In addition, female
migrants have access to the Information and
Counselling Centre for Women ‘Infra’, which of-
fers information events on topics such as work,
marriage law, finance, and health as part of the
state-supported project ‘Integra’. If required,
translations into Spanish, Portuguese, English,
Tibetan, and Turkish are organised [11]. Fur-



thermore, free individual counselling is provid-
ed in the respective mother tongue [12] and a
read-write service is offered to help foreign-lan-
guage women understand, read or write official
letters or fill in forms [13].

According to a second expert, the existing
care services in Liechtenstein are suitable for

non-migrants as well as PwM with dementia.
Although cultural knowledge is not always
present, person-centred care is practiced in
nursing homes, where the nursing staff deals
with the respective cultural and biographical
backgrounds of the individual persons.

6. Professional qualification and people with a migration

background in healthcare

According to the first expert, there is a lack of
professional training opportunities for health-
care professionals in culturally sensitive or
intercultural care (the expert interviewed
was only involved in one intercultural training
event in his 30-year career). The second ex-
pert, however, stated that culturally sensitive
issues are part of the education and training
of caregivers. In Liechtenstein, there is a high
proportion of migrants among professional
caregivers. According to the second expert,
the proportion of professional caregivers with
a migration background in inpatient care is
approximately 60%. The majority of these car-
egivers are from German-speaking countries
(Germany, Switzerland, and Austria). The in-

7. Support for family caregivers

According to the expert, various networks in
Liechtenstein play a role in supporting family
caregivers of PwM with dementia. The expert
considered the importance of families in this
context to be very high and the importance
of care providers and migrant organisations
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terviewed expert estimated the proportion of
caregivers with a migration background from
non-German-speaking countries in inpatient
care at 5to 10%. In outpatient care, in his ex-
perience, the diversity in terms of countries of
origin is slightly higher. There, the proportion
of caregivers with a migration background
from non-German-speaking countries is ap-
proximately 10 to 15%. The main countries of
origin are Italy, Portugal, and Spain. A number
of (female) caregivers in outpatient care also
originate from South America (Brazil, Ecuador,
Costa Rica), Thailand, and the Philippines. The
need for culturally sensitive care is not met (ei-
ther in outpatient or in inpatient care) by suffi-
ciently qualified professionals.

to be high. The need for specialised services
providing support and information to family
caregivers of PwM with dementia was also
identified as high. Currently, there is still a lack
of tailored, native-language information re-
sources for caregivers of PwM with dementia.
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Lithuania

Lithuania

Population
2,794,000

Area
62,643 km?

Capital

Vilnius

3 largest cities
Vilnius (559,000)
Kaunas (293,000)
Klaipeda (149,000)

Neighboring countries

Belarus, Latvia, Poland,
the Russian Federation
(Oblast Kaliningrad)

1. Migration history
Estimated number of people with a migration background with dementia
National dementia plan

National dementia care and treatment guidelines
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1. Migration history

Lithuania does not have a long migration his-
tory. The Balkan state has developed from
a country with a positive migration balance
(between the 1960s and 1980s) to an emigra-
tion country (since the 1990s). From 1940 to
1958, Lithuania lost about one million people
through expulsions, acts of war, and the Hol-
ocaust. The end of the Second World War
was characterised by the expulsion of the Bal-
tic Germans and the resettlement