
Eurohealth Observer

Eurohealth — Vol.25 | No.4 | 2019

6

IMPROVING	OUTCOMES	FOR	
PEOPLE	WITH	LONG-TERM	CARE	
NEEDS�THROUGH�PERSONALISATION

By: Lorraine Frisina Doetter, Francesco Barbabella, Montserrat Guillen, Blanche Le Bihan, Joanna Marczak, 
Ricardo Rodrigues, Heinz Rothgang, Miguel Santolino, Alis Sopadzhiyan, Agnieszka Sowa-Kofta 

and Raphael Wittenberg

Summary: Population ageing and an associated increase in chronic 
conditions such as dementia have seen demand for long-term care 
(LTC) rise, with this trend expected to continue. At the same time, the 
supply of informal carers is expected to decline, leading to greater 
reliance on formal provision of LTC. These challenges have prompted 
strong interest from policymakers in implementing innovative 
solutions to increase LTC sustainability. One such innovation is 
delivery of personalisation approaches such as personal budgets, 
direct cash payments and vouchers. This article explores evidence 
on effectiveness of personalisation and provides examples of good 
practice from Europe.

Keywords: Long-term Care, Personalisation, Direct Payments, Cost-effectiveness

Lorraine Frisina Doetter is 
Senior Research Fellow and Heinz 
Rothgang is Director, Department 
of Health, Long Term Care and 
Pension Policy, Research Center 
on Inequality and Social Policy, 
University of Bremen and both are 
Project Directors, Collaborative 
Research Center 1342, University 
of Bremen, Germany; Francesco 
Barbabella * is Research Fellow, 
Centre for Socio-Economic 
Research on Ageing, Italian National 
Institute of Health and Science on  
Ageing (INRCA-IRCCS), Italy and 
Associate Researcher, Centre for 
Ageing and Life-Course Studies at 
the Linnaeus University, Sweden; 
Montserrat Guillen is Director, 
Riskcenter, Research Group on 
Risk in Insurance and Finance, 
University of Barcelona, Spain; 
Blanche Le Bihan is Assistant 
Professor, School of Public Health 
(Ecole des hautes études en santé 
publique, EHESP) and Research 
centre Arènes, France; Joanna 
Marczak is Research Officer and 
Raphael Wittenberg is Deputy 
Director and Associate Professorial 
Research Fellow, Care Policy and 
Evaluation Centre, London School 
of Economics and Political Science, 
UK; Ricardo Rodrigues is Head of 
Health and Care Unit and Deputy 
Director, European Centre for 
Social Welfare Policy and Research, 
Austria; Miguel Santolino is 
Senior Research Fellow and 
Lecturer, University of Barcelona, 
Spain; Alis Sopadzhiyan is 
Associate Professor, School of 
Public Health (Ecole des hautes 
études en santé publique, EHESP), 
France; Agnieszka Sowa-Kofta 
is Assistant Professor, Institute 
of Labour and Social Studies and 
Member of CASE Supervisory 
Council, Centre for Social and 
Economic Research, Poland. 
Email: frisina@uni-bremen.de

* This study has been partially 

supported by Ricerca Corrente funding 

from the Italian Ministry of Health to 

IRCCS INRCA.

Introduction

Population ageing and the associated 
increase in the prevalence of complex 
multimorbidity and chronic and 
degenerative conditions such as dementia, 
has seen the demand for long-term care 
(LTC) services rise, with this trend 
expected to accelerate in the future. 
While future trends in disability are 
difficult to gauge, demographic changes 
coupled with a decrease in the number 
of informal caregivers (due to, among 
other things, greater participation in 
the formal workforce by women and 
shrinking family size) will necessitate a 
growing reliance on the formal care sector. 
This has prompted strong interest from 
policymakers in implementing innovative 
approaches to improve the productivity of 

LTC services that aim to support activities 
of daily living (ADLs). One approach 
that has received great attention and has 
been widely implemented across Europe 
is referred to as personalisation of care, 
which particularly emphasises the role of 
self-management and greater involvement 
on the part of care recipients.

Also known in many countries as 
person-centred care, personalisation 
is premised on the notion that if users 
(and/or a family members) receive 
services tailored to their actual needs 
and preferences, they will achieve better 
outcomes than in traditional, standardised 
services which do not consider and 
incorporate the perspectives of users. 1  
Personalisation allows service users to 
pursue maximisation of those outcomes 
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which they personally value and to choose 
the types of care which they believe can 
best promote those outcomes and personal 
satisfaction. Care is therefore centred on 
the needs and preferences of the user and 
is argued to be more cost-effective through 
optimisation of available resources and 
increased benefits for both patients and 
care organisations. Strategies to realise 
personalisation or person-centred care 
include a reorganisation of care pathways 
and availability of more service options, 
as well as needs-related cash measures 
such as cash-for-care programmes, care 
vouchers and personalised budgets, 
which all aim to enable greater autonomy 
of choice by users. In what follows, we 
highlight two prominent examples of 
personalisation measures in Europe, before 
turning to the larger body of evidence 
concerning the effectiveness and cost-
effectiveness of person-centred care. We 
conclude by reflecting on implications for 
policymaking.

Examples of promising developments 
in personalisation from across Europe

Moving cash payments into the 
residential care setting in England

Local authorities in England have 
offered cash payments, known as 
‘direct payments’, as an alternative to a 
package of care services since the 1990s. 
These payments have been available 
for community-based care but not for 
residential care (other than for short stays). 
In 2013, the UK government set out to 
test how direct payments would work 
for people in residential care in 18 local 
authority ‘trailblazers’. More specifically, 
it commissioned an independent 
evaluation to understand how direct 
payments were being offered and used in 
residential care, whether they were making 
a difference to residents and their families, 
and how well they were working for 
councils and care homes. 2 

The take-up of direct payments in 
residential care was much lower than 
expected, with only 40 in use at the end 
of the programme. 2  The small number 
of residents with direct payments were 
generally satisfied with them and 
welcomed the opportunity to access 
additional or different services, and 
some family members said that they felt 

empowered by the sense of control direct 
payments gave them over their relative’s 
care and support. Those declining the offer 
of a direct payment were mostly happy 
with their current care or did not want the 
burden of managing finances.

‘‘�Care�is�
therefore�centred�

on�the�needs�
and�preferences�

of�the�user�
The findings also indicated that there 
remained substantial barriers to 
implementing direct payments, including 
concerns of providers about loss of 
income, a lack of clarity about the demand 
for direct payments among residents of 
care homes, and a lack of clarity about 
how the demand for choice of service 
provider intended to be facilitated by a 
direct payment could be met by the current 
supply of services available to publicly-
funded care home residents. 2 

Shared housing arrangements in 
Germany to increase personalisation 
of the care setting

Although the longstanding reliance 
(since 1994) on cash benefits to pay for 
informal care is certainly the predominant 
form of personalisation to be found in 
Germany, more recent developments in 
the LTC system point to a new emphasis 
on personalisation made possible through 
novel care settings. One such setting 
which has gained attention in recent 
years is shared housing arrangements or 
residential groups (ambulant betreute 
Wohngemeinschaften). Generally, a limited 
number of people in need of care, often 
people with dementia (if necessary, with 
the support of their relatives), rent private 
rooms while they share a common space, 
domestic support, and access to nursing 
care. The concept aims to provide a small-
scale, home-like care facility with ample 
leeway for individual choice of activities 
that differ from the daily routines of 
traditional nursing homes. In line with 
the aims of person-centred care, the 

concept particularly supports residents in 
maintaining independence and autonomy. 
Further, shared housing arrangements 
seek to integrate care with support from 
relatives, friends, neighbours, voluntary 
workers or the community, alongside the 
purchase of professional services.

First developed in the late 1980s, the 
concept has since gained in acceptance by 
public authorities and the social insurance 
system. Generally speaking, reforms 
since 2008 have gradually improved the 
environment in which shared housing 
models flourish. The government has 
increased financing for care provided 
in an outpatient setting in several steps. 
There is now the possibility to commonly 
claim services through the LTC insurance. 
In 2013, a monthly lump-sum of €200 
per resident to finance the coordination 
involved with residential groups was 
introduced.

With incentives, the number of 
residential groups has increased from 
about 143 in 2003 to an estimated 3,121 
in 2015. 3  This is, however, a rather 
cautious estimate since there is no general 
obligation to report the groups. To date, 
limited evidence about the quality of 
care provided within these small-scale, 
home-like settings is available. Most 
evaluation studies refer to residential 
groups for LTC-patients with dementia 
located in Berlin. Comparing residential 
groups with care units in nursing homes 
shows no significant advantage in quality 
of life, but may have positive effects for 
nutrition of residents in shared housing 
compared to nursing home. 4   5  Further, 
a qualitative survey suggests superior 
working conditions and job satisfaction by 
caregivers. 6  Residential groups for patients 
with dementia do not, however, appear 
to present cost advantages over nursing 
homes. 7 

Evidence on the effectiveness of 
personalisation

While personalisation has been a 
driving force behind many recent 
reforms introduced in LTC systems in 
Europe, evidence based on its benefits 
and especially cost-effectiveness is 
often contradictory and marred by 
methodological limitations. Nevertheless, 
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some evidence on effectiveness of 
personalisation is available, with the 
strongest findings pointing to an increased 
level of satisfaction with care by users due 
to a better matching of care characteristics 
and individual preferences, particularly 
where consumer-directed home care and 
cash for care schemes are concerned. 8  
Among the possible explanations for this 
is the better matching of the characteristics 
of caregiving to the preferences of 
users that personalisation entails (i.e. 
better allocative efficiency). This is 
made possible through the possibility 
of purchasing different types of care, 
choosing specific people to provide the 
care, defining tasks or asking carers 
to carry out tasks that formal services 
providers would otherwise refuse to do. 8   9 

Evidence on whether personalisation 
can improve clinical or health outcomes 
such as ADLs, instrumental ADLs 
(IADLs), psychological wellbeing or 
quality of life is more mixed. A number 
of studies report a higher sense of 
control and independence and feelings 
of confidence associated with the use of 
cash-for-care or similar consumer-directed 
schemes. 10  These benefits however, seem 
to be highly dependent on the target 
group of personalisation. For example, 
evaluations of the individual budget 
pilot scheme (forerunner to the personal 
budgets currently in place in England) 
found that frail older people reported 
lower psychological wellbeing than other 
groups of people with disability. 11   12  One 
important aspect to consider is that, at 
least in the English case, the value of the 
personal budgets provided to older people 
is often low, which could limit the scope 
for achieving improved outcomes.

Two often-voiced concerns regarding 
personalisation in LTC are the risk of 
financial abuse, particularly in schemes 
that allow for the payment of relatives, 
or adverse care outcomes as a result of 
poor choices by users. Regarding the 
former, the risk of greater neglect or 
financial abuse seems to be relatively 
low, although this is contradicted by more 
recent research from England. 9   13  One 
may also speculate as to the role played 
by under-reporting or non-reporting of 
abuses among the older people themselves, 
particularly where family caregiving 

is involved. As for increased harm or 
worsening of health outcomes that could 
directly be attributed to poor choices, there 
is no consistent sign of this. 14 

Evidence on the cost-effectiveness of 
personalisation

One argument commonly made in support 
of personalisation is that it can contribute 
to reducing the use of more expensive 
types of care, particularly institutional 
care. In Germany and the Netherlands, 
for instance, where reliance on cash 
benefits is high, the cash alternative 
to in-kind benefits has been shown to 
provide lower amounts for the same level 
of assessed needs (about 50% lower in 
Germany and 25% lower in the case of the 
Dutch personal budget relative to in-kind 
benefits, whether received within the home 
or at an institution). Despite this, the cost-
effectiveness of personalisation has not yet 
been established.

‘‘�take�a�
societal�view�to�
evaluating�the�
success�of�a�

measure�
One of the possible reasons is that 
personalisation has often entailed higher 
use of services, or increased take-up of 
benefits by people previously unable 
to access care services. 15  In Germany, 
where cash benefits represent tax-free 
household transfers that may be used 
entirely at the beneficiaries’ discretion, 
the take-up of cash benefits is especially 
prominent, making up nearly 60% of 
all benefits (as of 2015, 45.7% receive 
cash-only benefits and an additional 14% 
receive a combination of cash and in-
kind services). 16  As cash benefits are 
not strictly tied to care in Germany, the 
quality and/or effectiveness of services 
provided by informal carers incentivised 
by this scheme is not monitored, further 
contributing to the lack of data on 
outcomes related to personalisation. The 
shortage of evidence available (beyond 

the situation in Germany) can also be 
partially attributed to the methodological 
shortcomings of most of the evaluations 
carried out, which include failure to 
account for all costs of establishing and 
running the schemes or to account for 
the full societal costs (e.g. informal care 
provision leading to lower female labour 
force participation). 14 

Making sense of the evidence on 
personalisation: implications 
for policy

Available evidence suggests that 
personalisation has the potential to be 
well regarded by users, as well as to 
positively impact the outcomes of at 
least some dimensions of quality of life 
of users. Overall, however, evidence 
on the use of personalisation points 
to mixed and limited results. This is 
especially the case where questions 
of (cost-)effectiveness are concerned, 
which brings to light the crucial need 
for better data that allows us to draw 
robust, generalisable and comparative 
conclusions. We may also wish to revise 
our interest in cost-effectiveness as 
an outcome, given difficulties over its 
definition and measurement. Instead, new 
domains of outcomes could be preferred 
and policy objectives that take a societal 
view to evaluating the success of a 
measure could be prioritised. Furthermore, 
equity considerations or distributional 
effects need to be ascertained in future 
evaluations to better understand the 
societal benefits of personalisation.

The reality of mixed findings on the 
impact of personalisation should be taken 
into account when making informed 
policy choices. This necessitates trade-
offs and imperfect solutions. Of the 
various imperfect solutions in existence, 
personalisation schemes tend to respond to 
care recipients’ need for greater autonomy 
and choice of services in the face of 
declining physical or mental autonomy. 
However, personalisation also implies a 
greater reliance on informal carers, which 
may not be possible in the future. This 
places the onus on policymakers to fill 
this gap with other solutions, which are 
likely to involve digital health solutions 
as the next best imperfect policy solution. 
The question then is, to what extent should 
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investment in technological innovations 
take the place of greater financing for 
professional personnel – a question beyond 
the scope of this article, but which is 
crucial for moving forward.
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understand concepts of quality and to support them to evaluate single strategies and 
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This volume, developed by the Observatory together with the 
OECD, provides an overall conceptual framework for 

understanding and applying strategies aimed at 
improving quality of care. 
Crucially, it summarises 
available evidence on 
different quality strategies 
and provides 
recommendations for 
their implementation. This 
book is intended to help 
policy makers to understand 
concepts of quality and to 
support them to evaluate 
single strategies and 
combinations of strategies. 
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