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In 2019, we finalized a four-year EU-funded research pro-
ject on integrated care for older people called ‘SUSTAIN’ 
(see Textbox 1 below). We initiated the project to help 
address the challenges faced by those practicing inte-
grated care, including how to successfully collaborate with 
organisations and professionals from different sectors; 
how to incorporate integrated working in one’s service 
delivery; and how to provide integrated care tailored to 
the needs of one’s older service users [1–5]. The SUSTAIN 
project was designed to support the development of inte-
grated care for older people living at home with health 
and social care needs. Its objectives were twofold: 1. To 
support and monitor improvements to established inte-
grated care initiatives and 2. To contribute to the adoption 
and application of such improvements to other health 
and social care systems and regions in Europe. The project 
adopted a participatory implementation approach, mean-
ing that stakeholders from thirteen established integrated 
care initiatives across Europe collaborated with SUSTAIN 
researchers to develop and implement a wide variety of 
activities to improve integrated care delivery within a 
number of domains: person-centredness, prevention-ori-
entation, safety, efficiency, and coordination. Throughout 

the project, SUSTAIN researchers evaluated progress and 
outcomes of these improvement processes [6]. 

The project has generated lots of insights into and expe-
riences with integrated care implementation and evalua-
tion [7, 8]. This special IJIC issue on SUSTAIN features six 
papers covering a variety of aspects of integrated care, 
including the implementation of activities to improve 
integrated care [9–11], the exploration of experiences 
of different stakeholders with integrated care, i.e. service 
users, informal carers, professionals, and managers [9, 
11–14], and the evaluation of integrated care by means 
of a Patient Reported Outcome Measure (PREM) [14]. The 
SUSTAIN project generated several overall lessons from its 
experiences of both developing and evaluating integrated 
care improvements [7]. This special issue highlights four 
of these lessons. The lessons are briefly introduced below 
and further illustrated in the individual papers. 

A first lesson that we learned is, that despite differences 
in their characteristics (e.g. settings they operated within; 
care and support services that they provided; characteris-
tics of their target populations) and the contexts within 
which they operated (e.g. national legislation and fund-
ing; region’s readiness for integrated care), integrated care 
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initiatives across Europe experienced quite similar chal-
lenges with improving their services. These challenges 
were similar to those that have been found in other stud-
ies on transformations of health and social care systems 
[15–17]. Furthermore, the challenges are complex and 
concern different levels of health and social care systems 
(e.g. level of individual service user, level of teams of health 
and social care professionals, level of different health and 
social care organisations, political and economical envi-
ronment). Examples of these challenges include [7, 8]: 

•	 Lack of appropriate payment models for integrated 
care;

•	 Lack of successful governance arrangements, includ-
ing aspects such as accountability and leadership;

•	 Lack of commitment of different health and social 
care providers or agencies involved in the integrated 
care initiative, and lack of a shared vision;

•	 Lack of clearly defined and allocated roles and 
responsibilities of the health and social care profes-
sionals involved;

•	 Lack of trust and understanding of health and social 
care providers of one another’s norms, values, roles 
and expertise;

•	 Insufficient information sharing within and between 
organisations, providers, and service users;

•	 Difficulties in tailoring services to the needs and 
wishes of the older person. 

These challenges are often interrelated, which means that 
tackling these challenges involves efforts on multiple lev-

els of health and social care systems and in multiple areas 
within these levels. This special issue features three papers 
that present activities that were developed and imple-
mented to tackle some of these challenges. The papers by 
Stoop et al. [11] and Lette et al. [9] review all integrated 
care initiatives that participated in SUSTAIN, reflecting 
activities that were undertaken by the stakeholders of 
the initiatives to improve person-centredness and safety 
respectively. The paper by MacInnes et al. [10] focusses on 
the improvement process of one specific integrated care 
initiative in the United Kingdom. 

The finding that there is a gap between managers’ and 
professionals’ views and those of users and informal car-
ers on essential aspects of integrated care is a second les-
son the SUSTAIN team learned. In the SUSTAIN project, 
stakeholders from the different integrated care initiatives 
undertook a wide range of improvement activities to 
improve their services, as was already mentioned under 
lesson 1. Examples include building a multidisciplinary 
team, developing tools for needs assessment and care 
planning, doing home safety assessments, organizing 
training on interprofessional communication and collabo-
rating, and empowering users and their informal carers to 
play a role in healthcare decisions. The studies of Stoop 
et al. [11] and Lette et al. [9], which are featured in this 
special issue, reflect on these improvement activities and 
address experiences with these activities from multiple 
perspectives, i.e. the perspectives of managers and health 
and social care providers as well as older people and their 
informal carers. The study of Ambugo et al. [12] looked 
into the experiences of informal carers with integrated 

Box 1: The SUSTAIN-project.

SUSTAIN stands for ‘Sustainable Tailored Integrated Care for Older People in Europe’ (www.sustain-eu.org). The 
SUSTAIN-project was carried out between 2015 and 2019 by thirteen partners from eight European countries: Austria, 
Belgium, Estonia, Germany, Norway, Spain (Catalonia), the Netherlands, and the United Kingdom. With the exception 
of partners in Belgium, all SUSTAIN researchers selected two integrated care initiatives in their countries for partici-
pation in the SUSTAIN-project. The different integrated care initiatives were committed to improving their current 
practices by working towards more person-centered, prevention-oriented, safe, efficient, and coordinated care. The 
integrated care initiatives served different target groups and provided various types of care services, including proac-
tive primary and social care for frail older people, care for older people being discharged from hospital, care for people 
with dementia, and home nursing and rehabilitative care. 

The SUSTAIN researchers supported local steering groups, consisting of stakeholders from different local organisations 
(e.g. GP practice, hospital, home care organisation, social care organisation, municipality, advocacy organisation for 
older people) at the different initiatives to design and implement plans to improve their current ways of working. 
Plans consisted of sets of activities to enhance various aspects of integrated care and reflected the priorities of local 
stakeholders. The SUSTAIN researchers evaluated the progress and outcomes of these improvement processes. 

SUSTAIN’s main deliverable was a roadmap to support policy-makers, decision-makers and health and social care 
professionals, with several tools and guides in implementing and improving integrated care (https://www.sustain-eu.
org/wp-content/uploads/sites/4/2019/03/SUSTAIN-Roadmap.pdf).

In addition to a range of scientific papers, the project further produced a series of reports on the improvement 
processes in the different countries (https://www.sustain-eu.org/products/sustain-country-reports/). 

The project was funded under Horizon 2020 – the Framework Programme for Research and Innovation (2014–2020) 
from the European Commission (EC) under grant agreement No. 634144. The SUSTAIN project was initiated in April 2015 
and ended in March 2019. The content of this article reflects only the SUSTAIN consortium members’ views. The European 
Union is not liable for any use that may be made of the information contained herein.

http://www.sustain-eu.org
https://www.sustain-eu.org/wp-content/uploads/sites/4/2019/03/SUSTAIN-Roadmap.pdf
https://www.sustain-eu.org/wp-content/uploads/sites/4/2019/03/SUSTAIN-Roadmap.pdf
https://www.sustain-eu.org/products/sustain-country-reports/
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care more in-depth. From these studies, we learned that 
the experiences of managers and professionals were gen-
erally more favorable than those of users and informal 
carers. For instance, managers and professionals reported 
experiences of improved person-centered working (e.g. 
working with a care plan) and enhanced safety at home 
(e.g. provision of safety information and advice to sup-
port independent living, given in the user’s own home). 
However, older people and informal carers often did not 
find these activities relevant, had not noticed them, or did 
not perceive them as an improvement. These conclusions 
imply that there is a mismatch between what managers 
and professionals think are important aspects of inte-
grated care and how users and informal carers under-
stand, evaluate or perhaps prioritise them. 

A third lesson that we learned is that the process of 
improving integrated care should be conceptualized and 
experienced as a learning cycle. The integration of health 
and social care is a complex process that is (as also out-
lined under lesson 1) dependent on a plethora of factors. 
[17–21]. In SUSTAIN, we therefore used participatory 
implementation research to support local stakehold-
ers to improve their existing ways of working. The paper 
by MacInnes et al. [10] focusses on the improvement 
process of one specific integrated care initiative in the 
United Kingdom. SUSTAIN showed us that collaborative 
approaches, that use an iterative cycle of research, action, 
and reflection, are necessary to implement and improve 
integrated care successfully. One should, however, realize 
that these processes of collaboration, co-creation, learn-
ing, and reflection take time. Taking small steps and build-
ing on existing experiences and practice will help leverage 
commitment to the change process and thereby support 
its feasibility and sustainability [7, 22]. 

The finding that integrated care evaluation in a cross-
European project remains challenging is a fourth lesson 
learned [7]. As in previous studies [16, 23], we learned that 
this is challenging for several reasons. For instance, there 
are ongoing debates about how to evaluate integrated care 
(i.e. moving away from traditional designs and indicators). 
Furthermore, there is a lack of shared understanding of 
methodological approaches across researchers due to dif-
ferent disciplinary backgrounds, data collection skills and 
availability of data [7]. We realized that current methodol-
ogies are often insufficient in dealing with the complexity 
of initiatives such as integrated care, and their interaction 
with national, regional and local contextual factors [16, 
24]. Related to this is a lack of appropriate indicators to 
measure the impact of integrated working on the level of 
the service user. Several studies have proposed innova-
tive and meaningful indicators to measure service users’ 
experiences and impact of integrated care delivery [25, 
26]. In SUSTAIN, we used the innovative Person Centred 
Coordinated Care Experience Questionnaire (P3CEQ) 
instrument which has explicitly been developed to meas-
ure the experiences of people with long-term conditions 
(e.g. older people with complex needs) with integrated 
care delivery [27]. Not withstanding its merits, we also 
encountered some challenges using this instrument that 

illustrate the complexity of capturing the voice of vulner-
able target groups concerning complex constructs which 
are described in the paper by Reynolds et al. [14].

Conclusion
In the EU, initiatives in the area of integrated care are 
widespread, though the characteristics and contexts of 
these initiatives vary significantly. Policy-makers, service 
providers, and researchers keep looking for better ways to 
set up new services and improve existing ones – with the 
ultimate goals of improving people’s experiences of care 
delivery, enhancing care outcomes, limiting health and 
social care costs, and improving the working lives of health 
and social care professionals. By evaluating the structures, 
processes and outcomes of improvement initiatives in dif-
ferent countries, SUSTAIN obtained insights into what has 
and has not worked, when implementing improvements 
to integrated care initiatives. We learned that it is often 
about getting the right people with the right energy to 
devote time to finding ways of critically assessing their 
ways of working, seeing things through other perspectives 
(i.e. other care providers’, the older persons’, the carers’) 
and jointly identifying and being brave enough to make 
use of windows of opportunity to make change happen 
despite the well-known barriers. By sharing our learning 
in this special issue on the SUSTAIN project, we hope to 
provide starting-points for policy-makers, service provid-
ers, and the research community to better shape future 
integrated care policy and delivery. 
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