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ABSTRACT

Introduction Due to the ongoing demographic and
epidemiological transitions, estimating the phenomenon
of dementia in migrants and minority groups, exploring

its characteristics and challenges and implementing
dedicated healthcare policies, constitute emerging and
urgent matters for Western countries. In the present paper
we describe the rationale and design of the ‘Dementia in
immigrants and ethnic minorities living in Italy: clinical-
epidemiological aspects and public health perspectives”
(ImmiDem) project.

Methods and analysis Three main aims will be pursued
by the ImmiDem project. First, a survey of all ltalian
dementia services will be conducted with dedicated
questionnaires in order to estimate and describe the
proportion and characteristics of migrants seeking help for
cognitive disturbances. The different clinical approaches
for diagnosing dementia and the challenges encountered
in the assessment of cognitive functioning and in the
provision of care in these groups of individuals will also be
investigated. Second, record linkage procedures of data
routinely collected in regional Health Information Systems
will be conducted in order to identify and monitor migrant
individuals with dementia living in the Lazio region. Third,
tailored national and local care-coordination pathways
and/or good practices dedicated to migrants affected by
dementia and cognitive disorders will be identified and
promoted.

Ethics and dissemination The study protocol was
approved by the Ethics Committee of the Italian National
Institute of Health (protocol 10749; 5 April 2018). The
project was launched in November 2018 and will end

in November 2021. The findings of the project will be
disseminated through scientific peer-reviewed journals as
well as to the public via the Dementia Observatory website
(https://demenze.iss.it).

INTRODUCTION

Background

The intersection between ageing and migra-
tion represents an emerging issue for Western
countries and their healthcare systems.
In fact, a steadily increase in longevity is
observed not only among native individuals
but also among migrants, conceived as ‘...any
person who is moving or has moved across an
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Strengths and limitations of this study

» The ImmiDem project represents the first initia-
tive aimed at characterising the issue of dementia
among migrants and ethnic minorities in Italy.

» The project will contribute with unique data on the
dimensions and characteristics of this emerging
phenomenon, documenting possible inequalities
across Italian regions and services.

» The methodological design, consisting of both quan-
titative and qualitative research approaches, will
allow to explore this issue multidimensionally and
from a ‘real-world’ perspective.

» The low adhesion of dementia services to the survey
might represent a potential risk for the project.

» The issue of dementia in migrants might be under-
represented at the level of Italian dementia services
and, thus, only partially captured by the ImmiDem
project.

international border or within a State away
from his/her habitual place of residence,
regardless of the person’s legal status, whether
the movement is voluntary or involuntary,
what the causes for the movement are or what
the length of the stay is’.® Accordingly, the
proportion of older international migrants
is rapidly growing in most of countries. For
instance, the number of >60-year-old foreign-
born individuals living in Europe has nearly
doubled in the last three decades, growing
from 8876791 in 1990 to 15840486 in 2017.”
Therefore, it can be expected that older
migrants, including those who have recently
arrived and those who are ageing in their
country of destination (ageing in place),
will increasingly deal with the burden of age-
related chronic diseases.' Migration, due to its
multidimensional nature, adds a further layer
of complexity to the already great diversity
(in terms of phenotypic expression, trajecto-
ries and management) of these pathological
conditions. Consequently, diversity-sensitive
healthcare practices and policies are required
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to encounter the clinical and social needs of affected indi-
viduals with a migration background.'*

More specifically, the occurrence of dementia and cogni-
tive disorders among migrants will likely assume (and is
probably already assuming) a special relevance for several
reasons.””’ First, the detection of dementia in these indi-
viduals is frequently hampered by the linguistic barrier,
the reduced literacy/educational level and the scarce
availability and diffusion of cross-culturally valid instru-
ments supporting a reliable cognitive testing. In parallel,
diverse sociocultural determinants and healthcare inade-
quacies may postpone help-seeking for cognitive distur-
bances. As a potential consequence, migrants have a
lower likelihood of receiving a dementia diagnosis and
treatment compared with native individuals, as suggested
by various studies conducted in European countries.®
Moreover, once the diagnosis of dementia is established,
patients with a migration background frequently experi-
ence a reduced support and care and a difficult access to
healthcare services.'” Individuals from different cultures
may have different beliefs, perceptions and understand-
ings towards dementia and cognitive disorders with
important implications in terms of use of resources.
Finally, most dementia facilities have limited experience
with migrant patients and with culture-sensitive models of
care provision, and consider (by their own admission) the
approach to and management of cognitive disturbances
in these individuals to be challenging.” It is noteworthy
that this issue has already reached relevant dimensions
considering that nearly 475000 dementia cases can be
estimated among migrants living in Europe.'" All these
considerations may likely assume further relevance in
those migrants composing ethnic minorities, defined as
any ‘...group which is numerically inferior to the rest of
the population of a State and in a non-dominant position,
whose members possess ethnic, religious or linguistic
characteristics which differ from those of the rest of the
population and who, if only implicitly, maintain a sense of
solidarity directed towards preserving their culture, tradi-
tions, religion or language’."

Based on these considerations, estimating the phenom-
enon of dementia in migrants and minority groups,
investigating its characteristics and challenges and
implementing dedicated healthcare policies, constitute
emerging and urgent matters for Western countries.
This has recently been emphasised in the Global Action
Plan on dementia promulgated by the WHO which
stresses how the public health responses to this condition
must be taken in a diversity-sensitive perspective, that is
considering the needs of vulnerable people including
migrants.13

The aim of the presentarticle is to describe the rationale
and design of the ‘Dementia in immigrants and ethnic
minorities living in Italy: clinical-epidemiological aspects
and public health perspectives’ (ImmiDem) project. This
initiative aims at exploring, for the first time, the public
health relevance of dementia in the migrant population
living in Italy.

Hypotheses and objectives

In this section, the hypotheses that have driven the ratio-
nale and conception of ImmiDem and the pertaining
objectives thatwill be pursued by the projectare described.

Hypothesis 1 Population ageing is leading to a marked
increase in dementia prevalence among migrants and
ethnic minorities living in Western countries. There-
fore, it might be expected that more migrant individuals
will seek help for cognitive disturbances and will attend
dementia services in Italy, with important public health
and societal implications. In the absence of specific
recommendations, it is likely that substantial discrep-
ancies exist across services in the clinical approach to
dementia in such populations. Surveying the (probably)
different practices and the main challenges encountered
in the provision of care is the first step for identifying
potentially standardised and common strategies.

Aim 1. To estimate and describe the proportion and
characteristics of migrants seeking help for cognitive
disturbances and/or attending dementia services in Italy.
To systematically survey the different clinical approaches
and tools adopted for diagnosing dementia among
migrants and minority groups across Italian Centers for
Cognitive Disorders and Dementia (CCDDs), with special
attention to cognitive/neuropsychological testing, and
the practical challenges encountered in the assessment
of cognitive functioning, identification of dementia and
post-diagnostic care and support in these specific popula-
tions of individuals.

Hypothesis 2. Demographic and clinical data routinely
collected in national and regional Health Information
Systems (HIS) could be used to identify and monitor,
through record linkage procedures, individuals with a
migration background affected by dementia.

Aim 2. To identify and monitor over time migrants indi-
viduals with dementia living in an Italian region. Lazio
will be taken as example to characterise the phenomenon
at the regional level.

Hypothesis 3. The design and implementation of
tailored care-coordination pathways and good practices
may contribute to enhance the quality of care of immi-
grants with dementia and optimise the allocation of
healthcare resources dedicated to such rising issues.

Aim 3. To identify and promote tailored national and
locally oriented care-coordination pathways or good
practices dedicated to migrants affected by dementia and
cognitive disorders.

The Italian scenario

Italy is one of the main destination of migratory flows in
Europe, with nearly 6 million foreign residents currently
living in the country. The number of people with a
migration background has steadily increased over the
last decades, passing from 1428221 in 1990 to 5907461
in 2017. Moreover, the migrant population residing in
Italy is progressively getting older. In fact, the number of
>65-year-old migrants living in the country has gradually
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Figure 1

increased from 277661 in 2009 to 414384 in 2018 (ie, a
67% increase) (figure .M

In parallel, more than one million individuals with
dementia live in Italy, with numbers expected to mark-
edly increase in the near future.'” To date, nearly 2000
services, including memory clinics (named CCDDs),
daycare services and residential care facilities, are devoted
to the management of patients with dementia. The first
Italian Dementia National Plan was defined in 2014 in
order to improve and harmonise the process of taking
care of people with dementia."”

Lazio is the third most populated region of Italy, with
5896 693 residents registered at the beginning of 2018."°
It covers an area of 17236 km® and includes five provinces
and 378 municipalities. It is divided into 12 local health
units and 56 health districts. A total of 24512 foreign-
born individuals lived in the region in 2017. Nearly 90 000
cases of dementia among >65-year-old individuals can be
estimated among its residents.'”

The magnitude of the issue of dementia among migrants
in Italy has recently been estimated by applying dementia
prevalence rates to the migrant population residing in
the country. Nearly 7700 dementia cases were estimated
in these individuals (5022 among women, 2725 among
men), with a marked interregional variability."® Among
them, 1065 cases were calculated in the Lazio region.

METHODS AND ANALYSIS

Definition of migrant and ethnic minority

There is no universally accepted definition for migrant
at an international level and in the scientific commu-
nity."” In the present project, the definition proposed by
the International Organization for Migration (IOM) will
be adopted: “...any person who is moving or has moved
across an international border or within a State away from

Number of older migrants living in Italy in the 2009 to 2018 period per age classes. Source: Eurostat 2018."

his/her habitual place of residence, regardless of the
person’s legal status, whether the movement is voluntary
or involuntary, what the causes for the movement are or
what the length of the stay is’.? In order to capture the
heterogeneous health needs of migrants, all the activities
and analyses will account for the attributes of the diverse
migrant groups (with regard to their legal status, reason
for migration, country of origin, ethnicity, socioeconomic
status).go

Despite the lack of a universally accepted definition
in international law, a minority can be conceived as ‘...a
group which is numerically inferior to the rest of the
population of a State and in a non-dominant position,
whose members possess ethnic, religious or linguistic
characteristics which differ from those of the rest of the
population and who, if only implicitly, maintain a sense of
solidarity directed towards preserving their culture, tradi-
tions, religion or language’."
Aim 1 - survey of Italian dementia services
The public health relevance of dementia among migrants
living in Italy will be explored through the ‘Dementia
Observatory’. This website consists in an online map of all
the Italian services (ie, CCDDs, daycare services and resi-
dential care facilities) dedicated to dementias.?' The main
information (eg, address, contacts, opening hours, staff
composition, how to access the service) on each of these
facilities is available on the web-platform and is constantly
updated. This activity is part of the ‘Survey of the social
and health services dedicated to dementias and creation
of a specific website called Observatory for dementias’
project that was assigned to the National Center of Epide-
miology and Health Promotion of the National Institute
of Health in the context of the 2013 central actions of
the National Center for Disease Prevention and Control
of the Ministry of Health.** A total of 1860 health and
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Figure 2 Currently mapped Italian dementia services (updated to June 2019). CCDDs, Centers for Cognitive Disorders and

Dementia. Source: Italian Dementia Observatory.?'

social health structures, totally or partially covered by
the National Health Service, are included in the website
(update to June 2019) (figure 2).

A questionnaire will be designed and developed to
properly capture the proportion and the main sociode-
mographic and clinical characteristics of migrants and
individuals composing ethnic minority groups attending
dementia services in Italy. A section of the questionnaire
will specifically explore various aspects of the assessment
of dementia in this special population (eg, adoption of
translated questionnaires or cross-cultural screening/
assessment tools, involvement of additional professionals
such as interpreters and/or cultural mediators). Finally, a
set of questions will allow to identify the factors that are
supposed to be the main barriers in the clinical approach
and provision of care (eg, in terms of communication of
diagnosis, assessment of neuropsychiatric symptoms, inte-
gration of care, compliance to treatments) dedicated to
migrants with cognitive disorders according to the expe-
rience of Italian services (box 1).

During the exploratory phase of the study, individuals
with a migration background presenting cognitive distur-
bances and their family caregivers will be involved in focus
groups or in-depth interviews together with physicians,
nurses, cultural mediators and social workers, in order
to elaborate and calibrate the questionnaire addressed to
Italian CCDDs. Focus groups will involve homogeneous
social groups (eg, caregivers or health professionals). In
parallel, individual interviews will be used to seek in-depth
perspectives (eg, from individuals with different timing
of diagnosis or different migration experiences). Partic-
ipants will be enrolled using a convenience sampling
methodology. Only patients with mild-to-moderate cogni-
tive deficits, able to provide their informed consent, will
be considered for participation in such activities. Focus

groups and in-depth interviews will be conducted, in
different languages, by expert facilitators using a semi-
structured guide. Interpreters and cultural mediators
will be involved if necessary. A thematic analysis will
be performed, based on both inductive and deductive
approach. The NVivo software for qualitative data anal-
ysis will be used for data coding and classification. This
qualitative approach® will contribute to explore the
issue of dementia among migrants also considering the
attitudes, beliefs and perceptions on dementia of individ-
uals from diverse cultural groups. Moreover, the experi-
ences of different professionals already in contact with
this phenomenon will be valued. This should ultimately
allow to develop targeted and feasible healthcare path-
ways (Aim 3).

The developed questionnaire will be validated in a
pilot phase involving a convenience sample of dementia
services (CCDDs, daycare services and residential care
facilities). A tutorial activity will be also available for all
the participating centres.** The instrument will be then
submitted to all the services mapped in the ‘Dementia
Observatory’. Additional multidisciplinary focus groups
will be conducted in order to interpret and discuss the
findings of both the pilot phase and the whole survey.
A total of three to four focus groups will be conducted
during the project.

Aim 2 - identification of migrants with dementia living in the
Lazio region

Migrants affected by dementia residing in the Lazio region
will be identified through record linkage procedures,
using an algorithm based on data from HIS already tested
at the national and international level. " All residents
of Lazio region served by the Regional Health Service
are uniquely assigned a personal identification number
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Box1 Main contents of the survey addressed to Italian
dementia services (Aim 1)

Section 1. Characteristics of the service

Type of service (eg, Centers for Cognitive Disorders and Dementia vs
day service vs residential).

Affiliation (eg, hospital vs university vs community).
Professionals  (eg, neurologists, geriatricians,
neuropsychologists).

Activities (eg, clinical assessment, neuropsychological testing, manage-
ment of pharmacological therapies, non-pharmacological interventions,
counselling).

How to access the service.

psychiatrists,

Section 2. Data of the service

Number of referrals and assessments (natives vs migrants).
Number of dementia diagnosis (natives vs migrants).
Proportion of referral sources (natives vs migrants).

Section 3. Resources for migrants with dementia/cognitive
disturbances

Personnel with knowledge of a second language.

Personnel with a migration background.

Interpreter/social worker.

Availability of translated information material.

Contacts with social services, interpreters, associations for migrants/
ethnic minorities, religious figures.

Section 4. Cognitive assessment of migrants with
dementia/cognitive disturbances

Availability of translated screening/assessment tools.

Use of cross-cultural screening/assessment tests.
Adoption of dedicated test batteries.

Section 5. Complexities in the approach to dementia/
cognitive disturbances among migrants

Factors complicating/hindering the diagnostic approach.

Main difficulties in the management of dementia.
Competencies/preparedness of the service.

recorded in all the regional healthcare databases. This
individual identifier makes it possible to link different
databases and to identify individuals avoiding duplicates.

The following databases will be used: (a) Hospital
Discharge Registry, (b) Drug Prescription Registry, (c)
Ticket Exemption Registry, (d) Regional Health Assis-
tance File and (e) Mortality Registry (table 1). Dementia
cases will be ascertained applying the following algorithm:
1. Atleast one hospitalisation with a primary or a second-

ary diagnosis of dementia (International Classification

of Diseases, Ninth Revision, Clinical Modification diag-

nostic code 290.XX, 291.2, 292.82, 294.1, 046.1, 331.0,

331.1, 331.2, 331.82, 331.89, 331.9 (see online supple-
mentary material) or ICD-10 code F00-F03, G30 after
2002)*, OR
2. At least one prescription of any anti-dementia drug
(Anatomical Therapeutic Chemical codes NO6D), OR
3. A co-payment exemption claim specific for dementia
(codes 011 and 029).

During the project, the possibility to use data from
other HIS for case ascertainment will also be evaluated
(eg, specialist outpatient services, residential long-term
care and home care facilities, rehabilitation services).

The definition of the immigrant status will be based on
the country of birth as registered in the Regional Health
Assistance File. Another source of data will be the Munic-
ipal Population Registry of Rome that collects informa-
tion on citizenship for all the city residents.

Aim 3 - identification and promotion of care-coordination
pathways and good practices

The procedures pertaining to Aim 1 and Aim 2 will allow to
better characterise the issue of dementia among migrants
and ethnic minorities in Italy under a clinical and public
health perspective. The adopted methodologies will also
allow the accurate tracking of the pathways of migrant

Table 1

Health Information Systems databases used for the identification of dementia cases in the Lazio region (Aim 2)

Database Description

Hospital discharge registry

Data from all regional hospitals, including individual information on patients’

characteristics, admission and discharge dates, discharge diagnoses according to the

ICD-9-CM.
PHARM

Individual records for each drug prescription dispensed in public and private pharmacies

belonging to the regional health authorities and referring to residents. The registry is limited
to drugs that are reimbursed by the healthcare system referring to outpatients. Drugs
are identified by the national drug register code, which refers to the international ATC

classification system.
PHARMED

Individual records for each drug prescription dispensed by hospital at discharge and by

specialist outpatient clinics. The database includes the information also gathered by the

PHARM registry.
Ticket exemption registry

Data on all residents who are entitled to co-pay fee exemptions for some particular

conditions (eg, disability, chronic diseases, low income or old age).

Regional health assistance file
Regional mortality registry

Records of all resident individuals registered within the regional health service.
Data on patients’ demographic characteristics, as well as on the date, place and cause of

death (codified by ICD-9 codes).

ATC, Anatomical Therapeutic Chemical; ICD-9-CM, International Classification of Diseases, Ninth Revision, Clinical Modification.
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Table 2 Timeline of the ImmiDem project

Months

2468 10 12 14 16 18 20 22 24 26 28 30 32 34 36

Aim 1
Questionnaire set-up
Questionnaire pilot phase
Focus groups on the results of the pilot phase

Questionnaire administration to all Italian dementia
services

Focus groups on the results of the whole survey
Aim 2

Record linkage procedures in the Lazio region
Aim 1 and 2

Analysis of collected data

Dissemination of results
Aim 3

Elaboration of a model of care-coordination pathway
Aim1,2and 3

Kick-off meeting

Final conference

patients with dementia within the healthcare system, thus
tentatively identifying the main obstacles and barriers.
Altogether, these emerging findings should support the
elaboration of a policy document about how to imple-
ment specific care-coordination pathways on this issue.
Further references for the preparation and calibration
of this instrument will be obtained by conducting dedi-
cated systematic reviews of both the scientific literature
and national/international healthcare policies aimed at
identifying effective models of care and good/best prac-
tices. Moreover, some of the ongoing care-coordination
pathways that are already ongoing in Italy (ie, in the
Lombardia region and in the city of Rome) will be anal-
ysed to retrieve specific information on how migrants
with dementia are already using healthcare resources.
The final document will ultimately be shared with and
disseminated to the diverse stakeholders (eg, institutions,
policymakers, scientific societies, general practitioners,
associations of patients) involved in the management of
dementia and cognitive disorders.

Duration

The ImmiDem project will have a duration of 36 months.
The timeline of the project is illustrated in table 2. The
project was launched in November 2018 and will end in
November 2021.

The collection of data from Italian dementia services
(Aim 1) started at the end of July 2019 and will tentatively
be completed by April 2020. The record linkage proce-
dures of data coming from Health Information Systems
in the Lazio region (Aim 2) have already been launched
in May 2019 and will be completed by April 2020.

Patient and public involvement
Individuals with a migration background presenting
cognitive disturbances and their family caregivers will be
involved in focus groups or in-depth interviews together
with physicians, nurses, cultural mediators and social
workers in order to elaborate and calibrate the ques-
tionnaire addressed to Italian CCDDs (Aim 1). This
approach will contribute to explore the issue of dementia
among migrants also considering the attitudes, beliefs
and perceptions on dementia of individuals from diverse
cultural groups. Moreover, the experiences of different
professionals already in contact with this phenomenon
will be valued. This should ultimately allow to develop
targeted and feasible healthcare pathways (Aim 3).

All the data and findings of the project will be shared
with the public on the Dementia Observatory website
(https://demenze.iss.it).

Ethics and dissemination
The principles of the Declaration of Helsinki have been
followed to design and develop the ImmiDem project.
The Department of Epidemiology of Lazio Regional
Health Service is the regional centre of referral for epide-
miological research and has full access to anonymised
health information systems. Consent collection within
the procedures of Aim 2 (ie, identification of migrants
with dementia living in the Lazio region) is not neces-
sary because data of interest are already collected in the
regional HIS and will be analysed anonymously through
a standardised methodology in compliance with the
national privacy law (national legislative decree on privacy
policy no. 196/30 June 2003). Therefore, individuals
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cannot be identified directly or through identifiers. More-
over, results will be shown in aggregate form.

The findings of the project will be disseminated
through scientific peer-reviewed journals as well as to the
public via the Dementia Observatory website (https://
demenze.iss.it).

DISCUSSION

To the best of our knowledge, ImmiDem constitutes
the first initiative aimed at characterising the issue of
dementia among migrants and ethnic minorities in
Italy with a clinical-epidemiological and public health
perspective. The project will contribute with unique data
concerning the dimensions and features of this emerging
phenomenon in Italy, documenting possible inequalities
across regions and services and capturing the various strat-
egies and instruments currently adopted for approaching
itin the clinical practice as well as the challenges encoun-
tered. This information will allow to tentatively identify
dedicated care-coordination pathways and good practices
aimed at improving the standards of care and minimising
its social and healthcare burdens.

The adopted methodologies (ie, survey of dementia
services and record linkage procedures within regional
HIS) will permit us to reflect this clinical and social chal-
lenge from a -real-world’ viewpoint, thus increasing the
practical implications of the findings and their transfer-
ability. Moreover, the issue will be addressed in a multi-
dimensional way, giving relevance to its main facets and
complexities (eg, cross-cultural cognitive testing, use of
resources, competency of services). The adoption of a
mixed-methods approach incorporating also qualitative
research methods (ie, focus groups or in-depth inter-
views) will allow to properly calibrate the different activi-
ties based on the personal and/or professional experience
of individuals who are exposed to the phenomenon
on a daily basis.” On the other hand, several potential
limitations of the project should be acknowledged and
discussed. A potential risk may be represented by the
low adhesion to the survey directed to Italian dementia
services. Nevertheless, it is noteworthy that the ‘Dementia
Observatory’ has already been used to survey Italian
dementia facilities with high response rates.”> * More-
over, in order to enhance participation, the project will be
presented and disseminated in scientific and social mani-
festations. Second, exploratory data suggest that the issue
of dementia among migrants is still under-represented in
Italian dementia services.”’ * It could be expected that
only a limited proportion of individuals with a migration
background and belonging to minority groups might seek
help for cognitive disturbances and that diverse barriers
and inadequacies, both at the service and community level,
might limit their access to our memory clinics. Therefore,
widening the focus to other settings (eg, primary care)
would contribute to achieve a better comprehension
of the phenomenon. Finally, ImmiDem should ideally
be federated with similar initiatives conducted in other

European countries in order to address this issue from an
extended perspective.
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