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Objectives: To explore the extent to which client characteristics, decision-maker attributes, and country
influence judgments of institutional long-term care (ILTC) appropriateness for people with dementia.
Design, setting, and participants: A total of 161 experts in dementia care from 8 European countries
reviewed a series of 14 vignettes representing people with dementia on the cusp of ILTC admission and
indicated the most appropriate setting in which to support each case in a simple discrete choice exercise:
own home, very sheltered housing, residential home, or nursing home. At least 16 experts participated in
each country (Estonia, Finland, France, Germany, the Netherlands, Spain, Sweden, and the United
Kingdom).

Measurements: Descriptive statistics were used to characterize the experts and their placement prefer-
ences. Logistic regression modeling was used to explore the extent to which the sociodemographic and
clinical characteristics of people with dementia, and the profession, workplace, and country of decision-
makers were associated with ILTC recommendation.
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Results: Client characteristics, decision-maker attributes, and country all seemed to play a part in
influencing professionals’ perceptions of the appropriateness of ILTC for people with dementia. Expert
decision-makers were more likely to recommend ILTC for individuals who required help with mobility
or had multiple care needs, and appeared to give more weight to carers’ than clients’ wishes.
Community-based social workers were less likely than other professional groups to favor ILTC place-
ment. Experts in Finland, Germany, and the United Kingdom were less likely to recommend ILTC than
experts in France, the Netherlands, and Estonia; experts in Sweden and Spain took an intermediate
position.
Conclusion: This study provides new understanding of the factors that shape professionals’ perceptions of
ILTC appropriateness and highlights the need to construct multifaceted models of institutionalization
when planning services for people with dementia. It also has several important clinical implications
(including flagging interventions that could decrease the need for ILTC), and provides a basis for
enhancing professionals’ decision-making capabilities (including the greater involvement of clients
themselves).
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Rising life expectancy is a matter for celebration. Nevertheless, the
concomitant increase in the number of older people with dementia
brings many challenges for individuals, their families, and pro-
fessionals. Not least of these is deciding if and when institutional long-
term care (ILTC) is appropriate, for although most developed nations
aspire to the provision of community support,' in light of the pro-
gressive nature of dementia, at least three-quarters of older people
with dementia will enter ILTC at some point.” Such decisions are
common, therefore, but also difficult. ILTC can provide high levels of
support, alleviating concerns about safety and risk, but also carries
high costs, both personal and economic.”™*

Although it is widely agreed that older people with dementia
should retain responsibility for important decisions about their
lives wherever possible, many individuals facing ILTC entry have
reduced decision-making capacity.*> In practice, therefore, these
decisions are usually made by family members, albeit often in
consultation with the person themselves.>® In light of the poten-
tially distressing nature of the subject, however, the possibility of
admission is rarely broached in advance.”’ Hence, these hugely
important and sometimes agonizing judgments are typically made
in response to emergencies, such as hospital admission or the death
of a spouse.>%®9 It is thus not surprising that many families seek
advice and support from health and social care professionals at this
time, nor that the latter’s views are deemed particularly influ-
ential.>® However, the crisis context of these decisions creates
many problems for practitioners. Pressure to alleviate marked carer
stress or facilitate rapid hospital discharge means time to consider
possible care alternatives is often short, and choices may be based
on limited information about individuals’ potential functioning,
particularly if they are acutely unwell or in a strange
environment.>*78

Against this background, it is perhaps understandable that a
significant minority of ILTC admissions are deemed inappro-
priate.'%!! Nevertheless, although a plethora of work has examined
the factors that predict ILTC entry (ie, who is admitted to ILTC),'>!?
little is known about professionals’ perspectives on the most
appropriate use of ILTC (ie, who is best supported in ILTC),'* even
though such information would seem to be of great utility to service
planners seeking to optimize resource use, and to frontline practi-
tioners, facilitating the provision of advice and transition planning.
The study reported here aimed to address this gap, and explored
the views of more than 160 experts from 8 European nations on
when ILTC for people with dementia is the most appropriate option
and the extent to which such judgments are a consequence of in-
dividuals’ needs, decision-makers’ attributes, or country (care
culture).

Methods
Design

The research formed part of a European Commission 7th
Framework-funded multiphase mixed-methods study: the Right-
TimePlaceCare project (number 242153). This sought to improve
health and social care services for European citizens with dementia at
the point of transition to ILTC and was conducted in Estonia (EE),
Finland (FI), France (FR), Germany (DE), the Netherlands (NL), Spain
(ES), Sweden (SE), and the United Kingdom (UK). Ethical approval for
the project as a whole was obtained in each country in accordance
with national regulations.

Participants

A variety of experts in dementia care attended 2-hour researcher-
led workshops in each country. Experts were defined as people with
considerable experience in planning care for people with dementia
(eg, case managers, district nurses, geriatric team members, general
practitioners, geriatricians, neurologists, and social workers) and
could work in any element of the health or social care sector.

Each country had a lead research group who recruited a minimum
of 10 ILTC facilities and 3 community providers to participate in the
wider study. Recruitment of experts to the workshops followed a
snowball approach, whereby researchers invited experts from these
services, plus personal contacts, who in turn invited other pro-
fessionals. The aim was to include all professional disciplines that
advised people with dementia about ILTC in real life and at least 15
individuals were required to participate in each country. As the
research teams did not invite all the participants themselves, the
achieved response rate is difficult to specify. However, evidence sug-
gests there was considerable interest in the study, and the recruitment
target was exceeded in every country.

All potential participants were provided with information about
the workshops in advance. This was reiterated at the start of each
session and attendees were encouraged to ask questions and
reminded that they were free to leave at any point. Consent was
assumed by attendees’ participation in the data collection activity,
described in the next section.

Data Collection
Workshops were held in November and December 2012. Each

participant was allocated 7 randomly selected vignettes that depicted
the needs and situations of people with dementia on the cusp of ILTC
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