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Background
 In absence of a cure that can alter the course of Neurodegenerative
Disorders, an early diagnosis of dementia is important as it can facilitate
improved access to future care, support and treatment, and can empower
people with dementia (PwD) and their families to adapt and plan ahead.
Timely access to dementia care services is also important for reducing
health care costs by postponing nursing home placement, increasing quality
of life for PwD, and reducing carer burden.
 Many EU countries have now adopted strategies to promote timely
recognition of dementia¹⁻², however, despite these developments, research
has revealed that PwD and their carers are not receiving the correct type of
services or quality needed, and that they experience much difficulty
accessing and working with community care services, even when having a
diagnosis of dementia. Furthermore, there is great diversity and inequity
among different health care and social care systems related to dementia
between and within individual European countries³⁻⁴.
 The Anderson Behavioural Model of Use of Health Service is a theoretical
framework that can be used to better understand the complex relationship
between needs and service use. The main assumption in this model is that
certain factors predispose a patient and their carer to service use, while
other factors enable such use, and others determine the need for care,
which precedes service use⁵⁻⁶.

Method
 Access pathways to formal care will be investigated using a
mixed-method approach
 Literature review and expert consultation will be used to
describe and compare the different pathways across the
eight European countries.
 Qualitative focus group will be conducted with PwD, their
carers and health and nursing care professionals , to
explore personal experiences of accessing formal care, as
well as barriers and facilitators to access. Two to four focus
group interviews will be conducted in each country with 10
to 15 participants in each.
 Semi-structured interviews will be conducted with selected
persons (n=3–5 per country) who influence national politics
and decision making about formal dementia care in order to
further examine barriers and facilitators of timely access to
formal dementia care.

 A one year prospective European cohort study will
investigate access to and use of formal care services
by PwD and their carers, and examine how this relates
to their (un)met needs and quality of life. In each
participating country, 50 patient/carer dyads will be
included (N=400). Assessments will take place at
baseline, and after 6 months and 12 months followup. Both qualitative and quantitative data will be
collected. Quantitative data will include:
 Socio-demographic variables, socio-economic variables
and relationship characteristics of the PwD and their
carers
 Clinical information regarding cognition, behavioural
problems, activities of daily living (ADLs) and (un)met
needs

 The Anderson model will be used to assess the potential equality of access
to and utilisation of services in Europe, by identifying associations between
service use and a broad spectrum of predisposing and enabling variables,
while controlling for need.

Aim
Actifcare aims to analyse the pathways to care for PwD and their families, in
an attempt to better understand the reasons for inequalities in access to
healthcare. This project is innovative as it explicitly focuses on the middle
stage of dementia, which until now has not received adequate attention in
contrast with early stages of dementia or later stages of institutionalisation.
Actifcare, therefore will identify best-practice pathways to formal care at a
time where there is great potential to impact positively upon short and long
term quality of life.
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 Economic aspects including service use, quality of life of
PwD and their carers, disease-specific health-related
quality of life and care-related quality of life

 A cost–consequences analysis of of formal care
services utilisation, based on the clinical and
economic data assessed in the cohort study, will be
performed. In addition the utility of two recently
developed patient and carer outcome measures (the
ICECAP-O and CarerQol) will be evaluated.

 Cross national comparisons of health care
systems, individual pathways to care and cost
information will provide insight to develop
best practice pathways to formal care, in
terms of efficiency and cost effectiveness.
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