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Increasing the understanding of
dementia care structures can help
to increase care coordination in the
European healthcare systems. This
is an important first step towards
providing a basis for subsequent
initiatives to improve access to
timely and need-oriented formal
dementia care. In the current paper
we aimed to gain understanding

in the structures and procedures

in accessing formal community
dementia care in eight countries and
to compare the national systems. To
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Access to community care for
people with dementia and their

informal carers

Case vignettes for a European comparison of
structures and common pathways to formal

care

achieve this, we explored common
national pathways in accessing
formal dementia care and then
compared these pathways to identify
similarities and differences in service
access and utilization.

Background

Nearly two thirds of people with demen-
tia in Europe live in the community, sup-
ported by informal carers. It has been
estimated that half of these people have
no access to professional services [2], or
services were not used until late in the
trajectory of the disease [9]. However,
it is well known that appropriate com-
munity services can support people with
dementia living at home for as long as
possible, thus postponing admission to
nursing homes [24]. Access to and uti-
lization of health services is a complex

subject which can be described with the
Andersen Behavioral Model of Health
Service Use [3]. This conceptual frame-
work uses a systems perspective to inte-
grate a range of individual, environmen-
tal, and provider-related variables asso-
ciated with decisions to seek care [20].
Individual variables of people with de-
mentia and their informal carers which
may influence health and social care ser-
vice use have been investigated several
times [23, 28], but environmental and
provider-related variables should also be
examined, takinginto consideration their
assumed impact on dementia-related ser-
vice use [8].

Increasing the understanding of de-
mentia care structures can help to im-
prove care coordination in European
healthcare systems, which is an impor-
tant first step towards providing a basis
for subsequent initiatives to improve ac-
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cess to timely and needs-oriented formal
dementia care.

Aims

The Actifcare project (Access to timely
formal care) aims to increase our under-
standing of why people with dementia
and their informal carers use or donot use
formal care services. The following eight
European countries participated: Ger-
many (DE), Ireland (IE), Italy (IT), the
Netherlands (NL), Norway (NO), Portu-
gal (PT), Sweden (SE), and the United
Kingdom (UK). This range of eight Eu-
ropean countries from North, South and
Central Europe allows us to compare the
different health and social care systems
and to learn from the experiences of liv-
ing and dealing with dementia in vari-
ous societies. The definition of formal
dementia care in the Actifcare project
[13] includes nursing care at home, day
care services, community or long-term
medical, nursing, and social care struc-
tures and processes, and excludes domes-
tic home help, housekeepers, volunteers,
support groups, transport services, and
meal-provision programmes. The Act-
ifcare project focuses on the period of
time when people with dementia, or fre-
quently their informal carers, may be
looking for access to formal care, typ-
ically in the middle stage of dementia.
In the current paper we aimed to gain
understanding of the structures and pro-
cedures associated with accessing formal
dementia care in each participating coun-
try and to compare the national systems.
To achieve this, we explored common
national pathways in accessing formal
dementia care and then compared these
pathways to identify similarities and dif-
ferences in service access and utilization.

Method

Case vignette approach

A case vignette approach was used for this
question, as this provides insight into the
common national pathways of access to
and utilization of formal dementia care.
Vignettes are short descriptions of a per-
son or a social situation containing pre-
cisereferences to what is thought to be the

most important factors of the decision-
making or judgement-making processes
of respondents [1]. The technique was
used in the comparison of the national
dementia strategies [19], and for the de-
scription of dementia-specific healthcare
pathways [15]. This method also enabled
us to reduce the complexity of demen-
tia care structures, underlining thus the
most important aspects in access to for-
mal care.

Development of the case vignettes

Our case vignettes were derived from
a mapping system of the national de-
mentia care structures. The mapping
system was first developed in the ear-
lier European project RightTimePlace-
Care (RTPC) [10] and was adapted ac-
cordingly to the research question of this
project. In total, 33 services/structures
were identified in a consensus process
as being relevant when accessing for-
mal dementia home care and commu-
nity support and were therefore included
in the mapping system. The mapping
system covers six areas: diagnostic and
therapeutic settings (5 services), home
care and support for people with demen-
tia (15 services), information and coun-
selling (4 services), support for informal
carers (3 services), civil activities (2 ser-
vices), and institutional long-term care
structures (4 services). An overview of
the mapping system and an excerpt from
the described structures are displayed in
“Supplementary Material 1”. Each struc-
ture or service was investigated in terms
of its availability, accessibility (legal or
organizational aspects), utilization, and
the health or social care professionals
predominantly involved in accessing the
service.

The information acquired with the
mapping system was the basis for the
identification and description of the most
common pathways to formal dementia
care.

Case vignette writing

Actifcare partners received a brief de-
scription as the introduction to a case
scenario which should be used as the
starting point from which the case vi-

gnette was developed (available as “Sup-
plementary Material 2”). This starting
point provided a common example of
a person with dementia in terms of the
living situation, social relationships, the
caregiving situation, sociodemographic
aspects, diagnosis of dementia, and the
trajectory of the disease. Actifcare part-
ners were instructed to develop their own
county-specific vignette, not exceeding
one page, which described the health and
social care institutions or professionals
encountered in this scenario. More im-
portantly, each must have been available
and accessible to an individual in this
scenario at the time of writing.

Data analysis

The case vignettes prepared by mem-
bers of the Actifcare team were sent for
analysis to the German team as the re-
sponsible research team for this part of
work. A qualitative content summary
approach was used to derive categories
directly from the material itself [17]. The
eight case vignettes were first analysed
and categorized. In the second analysis
step the national findings were checked
for corresponding categories, which were
compared and synthesized. The cross-
national findings were then discussed
transnationally by the full research team
to guarantee that no country-specific data
were misinterpreted or omitted.

Results

Four main categories were identified

from the common national pathways:

(1) professionals involved in demen-

tia care, (2) dementia-specific or team-

based approaches, (3) proactive roles in
accessing formal care, and (4) financial
aspects.

1. Experts judged GPs and specialists
as key figures in terms of accessing
formal dementia care. In all of the
eight countries GPs are usually the
first points of contact. They can make
referrals to memory clinics, which
play the central role in two countries
(NL, UK). In some countries, GPs
diagnose dementia on their own
(SE, NL, NO, partially in PT), but
more often they refer people with
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Access to community care for people with dementia and their informal carers. Case vignettes for a
European comparison of structures and common pathways to formal care

Abstract

Background. People with dementia and
their informal carers often do not receive
appropriate professional support or it is not
received at the right time.

Objectives. Description and comparison of
common pathways to formal community
dementia care in eight European countries as
a part of the transnational Actifcare project.
Materials and methods. The German team
was responsible for creating an individual
case scenario as a starting point. The research
teams in Ireland, Italy, the Netherlands,
Norway, Portugal, Sweden, and the United
Kingdom were then asked to describe

a common pathway to formal dementia

care by writing their own vignette using the
provided individual case scenario.

Results. A transnational qualitative content
analysis was used to identify the following
categories as being the most important:
involved professionals, dementia-specific
and team-based approaches, proactive roles,
and financial aspects. General practitioners
(GPs) are described as being the most
important profession supporting the access
to formal care in all the involved countries.
In some countries other professionals take
over responsibility for the access procedure.
Dementia-specific approaches are rarely part
of standard care; team-based approaches
have differing significances in each of the

countries. Informal carers are mainly proactive
in seeking formal care. The Nordic countries
demonstrate how financial support enhances
access to the professional system.
Conclusion. Enhanced cooperation between
GPs and other professions might optimize
access to formal dementia care. Team-based
approaches focusing on dementia care should
be developed further. Informal carers should
be supported and relieved in their role.
Financial barriers remain which should be
further investigated and reduced.

Keywords
Dementia - Health services accessibility - Care -
Comparative study - Europe

Zugang zu professioneller Unterstiitzung fiir Menschen mit Demenz und ihre Angehérigen.
Fallvignetten fiir den europdischen Vergleich von Strukturen und Zugangswegen zu professioneller

Pflege

Zusammenfassung

Hintergrund. Menschen mit Demenz und
ihre Angehdrigen erhalten haufig nicht oder
nicht rechtzeitig angemessene professionelle
Unterstiitzung.

Ziel der Arbeit. Beschrieben und verglichen
werden Zugangswege zu professioneller
ambulanter Unterstiitzung bei Demenz

in acht europdischen Landern als Teil des
transnationalen Actifcare-Projekts.

Material und Methode. Das fiir das Arbeits-
paket verantwortliche Team aus Deutschland
erstellte eine Fallvignette als Prototyp; die
wissenschaftlichen Teams in Irland, Italien,
den Niederlanden, Norwegen, Portugal,
Schweden und Grof3britannien erhielten den
Auftrag, darauf aufbauend den typischen
Zugangsweg zu professioneller Unterstiitzung

bei Demenz in einer individuellen Vignette
fortzuschreiben.

Ergebnisse. Mit einer landeriibergreifenden
qualitativen Inhaltsanalyse wurden als
wesentliche Kategorien identifiziert:
involvierte Professionen, demenzspezifische
und teambasierte Ansatze, proaktive Rollen
und finanzielle Aspekte. Als die wichtigste
Profession im Zugang zu professioneller
Unterstiitzung wird in allen Léndern der
Hausarzt beschrieben. In einigen Landern
ibernehmen andere Professionen Verantwor-
tung im Zugangsprozess. Demenzspezifische
Strukturen sind kaum Bestandteil der Regel-
versorgung; teambasierte Ansétze sind in den
meisten Ldndern unterschiedlich bedeutsam
etabliert. Angehdorige kiimmern sich oft in
Eigeninitiative darum, professionelle Hilfen

einzubeziehen. Die nordischen Lander zeigen,
wie sich durch finanzielle Unterstiitzung der
Zugang zum professionellen System fordern
Iasst.

Schlussfolgerung. Eine intensivierte Zusam-
menarbeit zwischen Hausdrzten und anderen
Professionen kdnnte den Zugang optimieren.
Teambasierte Ansatze sind demenzspezifisch
weiterzuentwickeln. Angehdrige sind in

ihrer Rolle zu unterstiitzen und zu entlasten.
Finanzielle Zugangshiirden sind genauer zu
identifizieren und zu reduzieren.

Schliisselworter

Demenz - Zugang zu Gesundheitsangeboten -
Professionelle Pflege - Vergleichsstudie -
Europa

suspected dementia to specialists,

or to dementia-specific hospitals,
i.e. Alzheimer Evaluation Units
(IT), multidisciplinary memory
clinics (IE, NL, UK), or specialists
in neurology or psychiatry (IE,

PT). If nationally available, GPs and
specialists might then refer diagnosed
people to formal dementia care
services such as Community Mental
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Health Teams in NL and UK or the
Local Authority dementia teams in
NO. The Norwegian dementia teams
assist GPs in the assessment of people
suspected of having dementia.

Other professionals, who were non-
medical reference persons specific for
people with dementia and informal
carers, or who acted as a channel to
the available care services, were only

mentioned in a few countries: the
Community Mental Health Nurse
(UK), the municipal case manager
(SE) and the Public Health Nurse
(IE). These professional roles were
not designated exclusively to demen-
tia, and they were responsible for
several tasks in addition to providing
access to formal care, such as refer-
ring to services (UK), care planning
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by case managers (SE), and con-
ducting need assessment (IE). Such
reference persons specific for people
with dementia and their families do
not exist at all in Portugal and only
partly in Germany.

. The Norwegian dementia teams in
the communities were described as
dementia-specific structures impor-
tant as national pathways of access
to formal care. The same applies,
regardless of their varying impor-
tance in other countries, to memory
clinics in IT, NL and UK, and national
Alzheimer societies in IE and UK.
Some of the services actively supply
supportive tasks such as cognitive re-
habilitation, information addressing
informal carers (Alzheimer Evalua-
tion Units, IT), or local Alzheimer
Cafés (Alzheimer Society, IE). The
Alzheimer Societies of Ireland are
also service providers themselves and
they provide dementia-specific home
care, day care, and respite care, in
addition to that provided generally by
the health system. Other dementia-
specific services take responsibility
for coordinating care and treatment
supplied by different organizations
and agencies, e. g. the Norwegian
dementia teams connect informal
carers with local authority home
service offices.

Dementia-specific structures were
described only for Norway, where
75% of the communities report

that they have a dementia team or

a dementia coordinator. They are
responsible not only for the person
with dementia, but also for support
to informal carers who are assigned
a named contact person from the
team. The dementia teams cooperate
closely with local service providers
and GPs.

Community Mental Health Teams,
which are also team-based structures,
are available nationwide for people
with dementia in two countries (NL,
UK). They initiate need assessment
and make referrals to appropriate
formal care services, but they are
typically responsible for a wider
range of services than dementia care
alone.

3. The vignettes express a tendency for
informal carers to be more proactive
than healthcare professionals when
seeking access to services. Those
living with or caring for the person
with dementia are in close contact
with them and can more easily
observe changes in competencies and
daily activities. They can then seek
support from the GPs (DE, IE, SE,
PT), support services for themselves
(IE), social support or help at home
for the person with dementia (IE,
IT, NL, to some extent PT). The
more proactive role of informal
carers does not mean that there
are no professionals in the national
systems who give support in finding
access to services. Professionals
recommend the next steps to be
taken to gain access to formal care,
such as contacting nurses educated in
counselling (DE), specialized nurses
(NL) or social workers (PT), or they
take on responsibility in linking
to other professionals or support
services (NL, NO, UK). However,
this is only fragmented and seldom
dementia-specific support in most of
the countries.

4. Financial aspects were described

in the case vignettes as influencing
factors in access and utilization of
formal care in dementia. In some
countries social security benefits are
available for people with dementia
and informal carers in need of
support, subject to approval through
need assessment (e. g. DE, NL, UK,
regionally in IT, to some extent in
PT); sometimes indirect financial
support can be received through
subsidized home care (DE, IE, NO,
NL, PT, UK) or tax subsidies (IT).
No out-of-pocket expenditures for
home care and small out-of-pocket
expenditures for domestic help were
described as typical in NO and SE,
facilitating the utilization of formal
dementia care. In contrast, higher
out-of-pocket expenditures were
serious barriers for utilization of
formal care or were financial strains
for the families (DE, IE, IT, PT).

Discussion

To our knowledge, this is the first Eu-
ropean cross-national comparison of na-
tional pathways concerning access to for-
mal care in dementia using a case vignette
approach. GPs are often described as the
first point of contact, although this did
not inevitably lead to appropriate access
to formal care. The comparison suggests
that the typical pathways are usually not
dementia-specific. In most of the eight
countries, informal carers assume the
main responsibility for accessing services
and seeking professional help for people
with dementia and for themselves. It
seems there are several financial influ-
ences that vary considerably throughout
the national pathways, such as financial
benefits or out-of-pocket expenditures.
The role of GPs in access to formal de-
mentia care is not always clear [6], or they
were seen as central figures in the coordi-
nation of service delivery, but they often
do not fulfill this role [16]. In most of the
national pathways, GPs are highlighted as
the first point of contact in the help-seek-
ing process. This is in accordance with
the view of informal carers, who regard
the GPs as the key person in managing
care for people with dementia in DE [27].
The interaction between informal carers
and GPs also influences access to for-
mal dementia care [7]. GPs often lack
knowledge about available support ser-
vices [30] and this might be one reason
why GPs are not considered to provide
continuity of service access throughout
the whole process of help-seeking within
the national pathways. Nurses, who are
qualified for specific tasks in dementia
care, might be an alternative. This ap-
proach has been applied in DE through
Dementia Care Management conduct-
ing home visits, identifying care needs,
evidence-based recommendations, and
giving feedback to the GP [28].
Dementia-specific care services are
crucial when considering the special
needs of people with dementia and their
informal carers [12]. The dementia
teams in Norway seem to reflect best
practice in access to care, in that they
combine a key reference person (or
advisor) with a multiprofessional team
approach. This service is currently being
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developed further; a pilot study is being
conducted, using a model that addresses
not only dementia but also other psychi-
atric diseases in old age. The results have
not been reported as yet. The majority
of people with dementia are geriatric
patients as well, having a complex in-
terplay of psychological, physiological
and social needs. Thus, care structures
have to reflect the special needs of older
people in general and, in fact, most of
the care structures across Europe are not
dementia-specific [5]. However, health-
care professionals working particularly
with older people require dementia-spe-
cific knowledge and skills, which may be
a crucial point in access to formal care
[12]. This seems all the more important
as nondementia-related care needs or
somatic diseases often trigger the use
of formal care by people with dementia
and their informal carers, e.g. in the
case of hospital admission [11].

Team-based and multiprofessional
structures are said to provide individual,
need-tailored, comprehensive and con-
tinuous care for people with dementia [4],
e.g. memory clinics that might enhance
access to formal care [18]. Memory clin-
ics are part of standard dementia care in
most participating countries and are ex-
plicitly described in common pathways
to care (IT, NL, UK). Noteworthy is the
fact that the concept of ‘memory clinic’
is not the same across countries and its
usefulness may vary according to the
characteristics of each national health
system. However, the case vignettes
impart only little information about the
importance of memory clinics in the
process of access to care. Since different
professions work together in memory
clinics, they could play a central role for
access to professional care. The coordi-
nating role of memory clinics might be
more explicit. If memory clinics should
exist outside of the public health system
(IE), they would not be on the typical
pathways to care.

Informal carers of people with demen-
tia are the people who make the most
decisions about care [24], which are of-
ten based on an increase in the burden
they themselves have to cope with [26].
On the other hand, informal carers com-
ment that they are not involved enough in
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decision-making processes with profes-
sionals [25]. The national common path-
ways confirm that informal carers mainly
initiate and carry out the help-seeking
process, but in a few countries reference
persons, such as the case managers (SE),
dementia-team members (NO), commu-
nity mental health nurses (UK), or public
health nurses (IE) are also described as
being important in facilitating access to
formal care. Further research is required
in order to find out whether these pro-
fessionals have sufficient training and are
equipped with appropriate resources for
linking informal carers to available sup-
port [6], and for helping informal carers
to avoid having to communicate with too
many professionals [4]. Case manage-
mentapproaches seem tobe usefulin pro-
viding advice on services and in convey-
ing service-related information when co-
ordinating these services, in developing
and implementing care plans, and in sup-
porting decision-making [16]. A recent
review [21] suggests that use of commu-
nity-based services combined with a case
management approach reduces the ad-
mission rate to nursing homes. However,
the long-term effects are unknown. Case
managers may be able to address most
of the needs of people with dementia
and informal carers [14], particularly in
collaboration with GPs, always assuming
that appropriate services are available.
The common pathways also point
out the cost aspects of formal dementia
care. Informal carers experience finan-
cial losses because of increased costs
of care [22], which are barriers for the
utilization of support services. In addi-
tion, only a small proportion of informal
carers are being paid to care for their rel-
atives with dementia [29]. The national
common pathways describe different
ways of financially supporting access to
formal dementia care, e.g. subsidized
services, financial benefits, or tax subsi-
dies. Financial barriers such as out-of-
pocket expenditures are described, but
not for the majority of the participat-
ing countries. Financial constraints are
important factors of limited access to
formal dementia care in some countries
(e.g. IE, PT), but not for other countries
(NO, SE). These national differences
described in the case vignettes suggest

that financial aspects are important in
seeking access to formal dementia care.

Strengths and limitations

Although the case vignette method can-
not unveil all aspects of the procedure
of access, it seems to be an appropriate
methodological approach for comparing
cross-national pathways to identify es-
sential structures, involved professions,
and perceived responsibilities.

Case vignettes focus on the most es-
sential aspects. Describing a typical sit-
uation does not imply generalizability.
Therefore, national descriptions encom-
passing all the national influencing fac-
tors on access to formal dementia care
could not be considered. For example,
differences in culture and social status,
and even regional differences within the
respective countries could not be taken
into account. We created a vignette with
an individual case scenario to describe
an example of a typical pathway to for-
mal dementia care, which allows us to
compare essential national aspects. This
methodology requires the reduction of
complexity, and so enables an insight into
the formal care systems. We have to con-
sider that this approach is maybe more
appropriate for describing access to for-
mal care in countries with similar struc-
tures and processes across the country
(e.g. NO, SE), but less appropriate for
countries with important differences in
culture and social status across the coun-
try, or with regional differences (e. g. IT,
PT).

Further research could also consider
vignettes for people with early onset de-
mentia or people in early stages of the
disease, as they often require nontradi-
tional entry to dementia care pathways.

Conclusion

Across the participating European coun-
tries, informal carers assume the main
responsibility for help-seeking on behalf
of people with dementia. When avail-
able, dementia-specific and team-based
approaches seem tobeappropriate to sup-
port informal carers in the help-seeking
process. The role of the GP is not as
clear. Although the GP is mentioned as



a key first point of contact, it seems that
he/she cannot successfully meet the ex-
pectations placed upon them in current
healthcare environments. Other profes-
sions can also assume the responsibility
of first contact point, such as community
mental health nurses or case managers.
Further development of dementia-spe-
cific services like community-based de-
mentia teams or Dementia Care Man-
agers might become standard care and
ease the access to and utilization of formal
care.

Case vignettes are a suitable approach
to describe and compare national com-
mon pathways to formal dementia care.
However, important differences within
the countries make it difficult to describe
typical pathways, as in the case of IT and
PT, whereincome and region of residence
significantly influence access to formal
care. Our comparison of national com-
mon pathways to formal dementia care
gives an incentive for further discussions
and investigations to improve access to
community care for people with demen-
tia and their informal carers.

Practical conclusions

== Dementia-specific, team-based and
coordination competencies are
needed for professionals who are
involved in the access procedure to
formal dementia care.

== Informal carers should receive ap-
propriate and individual offers for
support and relief.

== The impact of financial aspects on
access to formal dementia care
should be further investigated.
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