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Executive Summary
This deliverable summarises the main findings and observations made by the Users’
Advisory Board (UAB) in its visits to the SmartCare deployment sites.
The UAB made its observations on the basis of the information available in other project
deliverables and the information exchanged with the leaders of the sites prior to each
visit. These observations were reflected in common general reports as well as individual
reports, on the basis of which several cross-cutting reflections and recommendations have
been developed.
The UAB observed the overall satisfaction of all users with the way care delivery has
improved thanks to the SmartCare service. The ICT elements used have reinforced the
feeling of safety of end users, and have facilitated the creation and reinforcement of new
collaborations between health and social care professionals, which is one of the most
valuable legacies of the project. The fluid and systematic exchange of information
between health and social care along the two SmartCare pathways is allowing for better
care, and appears to be improving the quality of life of older people and their carers, as
well as improving the coordination between health and social care professionals.
The Board highlights the need to work to broaden the inclusiveness of the service by
facilitating access to it to all those who need it, and considering technology as the means
and not the end of integration. The Board also reminds the importance of taking into
account all the social needs of the care recipients and strengthening the inclusion of social
care. Strong political commitment to test, pilot and implement integrated care is
essential, bearing in mind that improving the quality of care and the lives of care
recipients remains the main objective. Generating sufficient evidence and ensuring
adequate financial means, as well as producing a coherent and comprehensive strategic
approach, are essential elements to make integrated care happen.
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1 Introduction
1.1 Purpose of this document
This document presents the main findings of the Users’ Advisory Board’s visits to the
SmartCare deployment sites. By explaining briefly the SmartCare approach, the diversity in
its implementation across sites, and the objectives and composition of the UAB, it aims to
show the rationale of the Board, its methods, and the visits performed.
The document shows the main conclusions from the visits in the form of cross-cutting
issues, illustrating them with concrete examples seen in the sites. The recommendations,
both operational and policy-oriented, show the way forward in the implementation of ICTsupported integrated care. The document has therefore the ambition of helping the reader
understand the stakes and the main issues that affect users, health and social care
professionals, informal carers, end users / older people, as well as their perspectives and
perceptions when it comes to designing and implementing integrated care.

1.2 Structure of document
The document sets the scene by presenting the overall objectives of SmartCare and the
concept of integrated care. The User Advisory Board’s composition, methods, tasks and
objectives are then briefly explained as to clarify its role in the overall project
architecture (section 2).
The deliverable also explains the objectives and the process of the visits to the
deployment sites, including the reporting system and the visit timeline (section 3). Section
4 presents the main observations made by the Board, and highlights several practices that
were identified in the visit reports as being especially promising.
The deliverable then presents in section 5 recommendations and policy considerations that
target organisations willing to develop integrated care following the SmartCare approach
as well as policymakers, respectively. These have been built on the observations of the
UAB with the aim to encourage further deployments and highlight the need for policies to
accompany and facilitate the implementation of integrated care.

1.3 Glossary
GP

General Practitioner

ICT

Information & Communication Technology

WP

Work Package
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2 SmartCare and the role of the Users’ Advisory Board
2.1 The SmartCare project
Health and social care in Europe is often delivered in an uncoordinated way. Integrated
care is a necessity in order to improve the coordination of care and the quality of life of
the care recipient.
Integrated care is the provision of care based on good coordination and continuity between
all care services and actors involved: healthcare, social care and informal care. Integrated
care is achieved through a combination of processes and methods, such as information
sharing, care pathway design and implementation, and user involvement, all supported by
ICT tools such as real time communication support to care teams, multi-organisation
access to home platforms, etc. The goal of integrated care is improving the quality of life
of users and the surrounding population, the cost-effectiveness of healthcare and social
services, and combating the threats to independent living. Integrated care changes the
traditional, medical approach, and helps the health and social care system shift towards
user-centeredness, which constitutes an opportunity for cultural change in the delivery of
care.
With the aim to implement ICT-supported integrated care, the SmartCare project has
developed and deployed two care pathways in nine European regions: integrated long-term
care support at home, and integrated care following hospital discharge. The individual
pathway steps are described in local care plans which make use of modern ICT tools to
allow health and social care professionals to deliver high quality and safe care to citizens
and patients.
Whereas traditional health and care delivery is characterised by organisational and
financial silos that barely communicate, the SmartCare approach emphasises joint needs
assessment, joint care planning, and pathway supported coordination of care. This requires
not only a shared documentation and communication infrastructure, but also a new culture
of collaboration between traditionally separate disciplines.

Figure 1: Traditional and SmartCare delivery of health and social care
Public
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As illustrated in Figure 1, SmartCare has the ambition to provide new ICT enabled building
blocks as facilitators of a collaborative provision of health and social care. In contrast to
the disempowered, misinformed care recipient of the traditional approach, SmartCare
service users should experience care as coordinated, responsive to needs and empowering.
2.1.1

The design of the SmartCare service in the deployment sites

The deployment sites have developed and designed their SmartCare services enabled by
ICT to meet the needs of their chosen SmartCare population, guided by the key elements
of the two generic pathways (long-term care support at home and care following hospital
discharge). The project is characterised by the diversity in the service process
implementation across regions, as well as in the ICT starting point and SmartCare
implementation.
Table 1: SmartCare population focus
"Thematic" focus of horizontal care integration

Region

Improving home care for older people with chronic conditions of
different kinds (complex needs)

Aragon, FVG, South
Karelia, Kraljevo

Improving home care for older people with type 2 diabetes

Attica

Improving home care for older people with cardiac disease

RSD, Tallinn

Improving home care for older people at risk of falling

Scotland

As can be seen from the above table, five deployment sites are focusing on people with
complex health and social care needs, with Scotland providing a horizontally integrated
fall prevention and falls management approach to older people. The focus of Attica,
Denmark and Tallinn has a greater emphasis on integrating disease-based healthcare
management with any necessary social or informal care services.
The approach to undertaking the assessment of the care recipient’s health and social care
needs is achieved in at least four different ways. In Scotland and Tallinn, it is undertaken
by a multidisciplinary team together or compiled from team members’ assessments which
are collated and shared. In all other sites, one member of the care recipient’s care team,
usually their main care practitioner, performs a multidimensional assessment, and shares
this with other relevant members of the care team. In Denmark, it is the hospital-based
cardiac specialist nurse who undertakes the multidimensional assessment for patients
referred to both the short term and long term care pathways.
Table 2: Comprehensive assessment
Type of joint assessment approach

Region

Assessment by multidisciplinary team, although not necessarily all
together at the same time

Scotland, Tallinn

Multidisciplinary assessment by secondary healthcare practitioner;
subsequent assessment by community / home visiting care
practitioners from municipality

RSD

Multidisciplinary assessment by healthcare practitioner (e.g. nurse,
GP); subsequent assessment by community / home visiting care
practitioners from municipality

Aragon, FVG, South
Karelia, Tallinn

Multidisciplinary assessment by main healthcare practitioner or
social care practitioner; subsequent assessment by remaining party
respectively

Kraljevo
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Ideally, the initial SmartCare care plan would be drawn up and agreed with the care
recipient and any nominated family carers; this activity leads on from the assessment of
the person’s health and social care needs. The approach to initiating and agreeing the
care plan is not dissimilar to the assessment approach, with some sites identifying the
team member responsible for coordinating the delivery of the services and interventions
according the schedule detailed in the plan.
Table 3: Drawing up the initial care plan
Type of initial care planning approach

Region

Led by dedicated multidisciplinary team (falls team, evaluation
committee)

Scotland, Aragon

Led by sectoral service provider (e.g. hospital)

RSD

Led by appointed practitioner (e.g. case manager, care coordinator)

FVG, Tallinn

Collaborative initial care planning to identify lead function (e.g.
social carer, registered nurse, medical specialist, GP, family carer)

South Karelia,
Attica, Kraljevo

Whilst in three sites the SmartCare care coordination role is undertaken by a nominated
member of the care team, most sites used their SmartCare ICT to enable the care
recipient to take a pro-active role in coordinating their own care.
Table 4: Care coordination
Type of permanent care coordination approach

Region

Dedicated supervisory role (e.g. appointed case manager,
coordinator)

FVG, Attica, Kraljevo

ICT supported self-coordination across individual care
providers, particularly for those with low level of needs

Aragon, Scotland, RSD, South
Karelia, Tallinn

As with other elements of the care process within the SmartCare sites, there is some
diversity in how the care recipient’s needs are reviewed and reassessed. The task is
mostly carried out by the main care practitioner involved at the time of the review /
reassessment, apart from Aragon, where a member of the primary healthcare team has the
responsibility for the review, and Kraljevo, where the joint team collectively reviews and
reassesses a person’s needs.
Table 5: Review and Reassessment
Type of review and reassessment approach

Region

Joint team

Kraljevo

Primary healthcare provider (e.g. primary healthcare
team)

Aragon

Distributed across different stakeholders

FVG, Scotland, RSD, South
Karelia, Attica, Tallinn

Technologies and functionality
South Karelia has a region-wide integrated health and home care record which
incorporates all the relevant information on each care recipient, and gives different care
practitioners the appropriate level of access to the records. In contrast, RSD, Aragon, and
Attica have enhanced existing electronic records to include information from the
SmartCare services delivered in their respective regions. FVG and Kraljevo have
Public
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implemented an online SmartCare integrated electronic care record which includes the
comprehensive assessment, care plan and ongoing care delivery, including telehealth and
telecare information with informal carers having appropriate access where relevant.
Tallinn has created a SmartCare electronic care plan record which brings together the
telemonitoring information and home care service delivery which is made available to
those care practitioners involved in an individual’s ongoing care and support. In Scotland,
the information relating to falls prevention and falls management has been integrated into
the Living it Up online platform, which also includes the care recipient’s electronic
summary healthcare records.
Table 6: SmartCare technologies and functionality
SmartCare technologies / functionality

Region

Integrated online electronic healthcare record platform (e.g.
disease / comorbidity focused, with access extended to care
recipients and carers

RSD

Care recipient led online platform (including person-held record,
diary, self-assessment form, together with integrated electronic
care needs assessment imported from care practitioners' record
systems)

Scotland

Integrated electronic healthcare record system including
telehealth monitoring data (no access for care recipients and
carers)

Aragon, Attica

Online integrated SmartCare care plan and care delivery record
including diary, personal notes, telehealth and telecare

Tallinn

Online SmartCare integrated electronic care record system
including telehealth and telecare monitoring platform, diary,
personal notes

FVG, Kraljevo

Integrated electronic health and social care record (no access for
care recipients and carers)

South Karelia

2.2 The practice of user recruitment and involvement in SmartCare
As the relevant deliverables explain, the users were involved at different stages of the
project’s work programme. During the first project year, a dedicated work strand focused
on the elicitation of user requirements and the development of realistic use cases (WP1:
Requirements & Use Case Definition). At this stage, different user groups were actively
involved by means of focus groups and interviews. At a later stage, (WP6/7 Pilot operation)
end users were recruited to use the new SmartCare services under day-to-day conditions.
2.2.1

User involvement in the design of the regional SmartCare implementation

Right from the start, users were involved in service requirements elicitation work and use
case development in the framework of WP1 Requirements & Use Case Definition. This work
strand had a two-pronged objective:
 Systematically collate information on the experiences and opinions of the
envisaged users of the SmartCare systems (e.g. social / health care staff, informal
/ voluntary carers, and older end users) in relation to relevant services they had
access to prior to the project. This helped to shed light on the expectations and
needs of the envisaged user groups, as well as on the situations and problems most
commonly encountered by them. This work formed the basis for the development of
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realistic use cases for the SmartCare system, taking account of any local
circumstances potentially experienced by the users.
 To identify user requirements specifically related to particular features that were
envisaged to be offered by the SmartCare services.
Key user groups were identified at regional level. In that sense, the term “user” was
applied in a broad sense, encompassing all the people that were envisaged to be affected
by the new SmartCare system and service, such as:
 Older people in need of social and health support.
 Informal carers.
 Health care professionals.
 Social care professionals.
 People engaged in voluntary social work and/or healthcare provision.
 Service centre staff involved in triage / response processes.
Focus groups were organised by the deployment regions. These started with the
development of an appropriate recruitment strategy for each regional pilot setting. When
it came to older people and informal carers in particular, the pilot regions applied the
same inclusion and exclusion criteria as envisaged for the actual SmartCare service
delivery under day-to-day conditions. As regards professional users, representatives of
those staff groups that were envisaged to be involved in service delivery through the new
SmartCare system were involved. Preparatory work also included the formulation of a set
of research questions to guide focus group discussions and interviews. Procedurally, the
pilot regions were guided by the Work Package leader as follows:
 Carry out a round of introduction involving all participants. Take care that the roles
of the participating project team members were known to the participants (e.g.
moderator, rapporteur, technical expert).
 Obtain consent for participation / recording (an example consent form in English
language was provided by the WP leader). Any additional requirements on obtaining
consent from the participants potentially imposed by national regulation / legislation
were covered by the consent form used.
 Give a brief introduction to the SmartCare project, e.g. aims, funding context,
participants, expected outcomes and envisaged use after the project. Take care that
all participants shared a good understanding of what the project is about.
 Explain the focus group session’s rationale, and the way the participants’
contributions were to be further used within the overall project. Take care that
participants understand why they were asked to participate, and what the project
team hoped to learn from their contribution.
 Actively encourage participants to intervene and ask questions at any time. Create
an open discussion atmosphere.
 When asking participants to complete a questionnaire, take care that people who
had difficulties in reading or filling in the questionnaire received personal assistance.
With a view to informing further development work within the project, all SmartCare
deployment regions were asked to derive a set of user requirements from the activities
described above, including service delivery process-related requirements, technology
related requirements, and any other requirements that came up.
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2.3 The User Advisory Board
Against this background, and to ensure the inclusion of the user perspective in the project
deliverables and the deployment of SmartCare sites, a Users' Advisory Board was set up. As
stated in the initial SmartCare project description, “the various categories of users of the
integrated services trialled in the context of SmartCare, older people, informal carers,
social and healthcare professionals, will form an Advisory Board which is tasked with
ensuring that the interest and needs of all the users are properly taken into consideration
in the implementation of the Project”. At the beginning of the project, the Users' Advisory
Board was formed, and agreed Terms of Reference in the format of Guidelines of the UAB.
It was decided to hold visits to the different SmartCare sites, in order to facilitate the
understanding by the members of the Board of the activities in the field, and support
learning and exchange of experiences.
2.3.1

Mission

The UAB’s mission is to provide a user’s perspective on the work of the deployment sites.
The Board’s members are organisations representing nurses, third party payers, patients
and older people, as well as informal carers. Although not covering the full spectrum of
SmartCare service users, this Board composition allowed for a meaningful additional
perspective on SmartCare service development and deployment, notably with a view to
future up-scaling and replication.
2.3.2

Composition

The organisations represented in the Board are the following:
 AGE Platform Europe
AGE Platform Europe is the coordinator of the User Advisory Board. AGE is a network
of about 150 organisations in Europe representing the views and advocating for the
rights of older people. AGE works on the policy areas that are most relevant to
Europe’s ageing population, including employment, social protection, healthcare,
long-term care, and accessibility, from a rights-based approach. One of the key
initiatives of AGE is pushing for the development of age-friendly environments, i.e.
urban areas that allow older people to remain active and healthy and take part in
society.
AGE has a long experience in European research projects in the fields of health and
long-term care, such as Home Sweet Home and Dreaming. It contributes to them by
bringing in the views of older people, which it gathers through thematic task forces
composed of experts on health and long-term care. AGE also works in feeding the
lessons learnt in research projects into European level policy initiatives and
processes.
 European Patients’ Forum
The European Patients’ Forum (EPF) is a network of 65 organisations working in
public health and health advocacy across Europe, both European level organisations
representing specific chronic diseases, and national coalitions. EPF works in
influencing European policy processes to ensure access to patient-centred, quality
care, both health and social care.
EPF combines this goal with the empowerment of the organisations representing
patients, by facilitating the exchange of good practices, providing educational
activities, and involving them in European policy processes.
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 European Federation of Nurses Associations
The European Federation of Nurses Associations (EFN) represents the nursing
profession at European level since 1971. It was established to defend the interests of
nurses in relevant European Union policies and legislation. EFN has 35 national
member associations representing more than one million nurses across Europe.
EFN promotes a unified voice for nurses in Europe and provides nurses’ views and
evidence into the EU policy-making processes, mainly on the hard and soft law
produced by the European Parliament, European Commission and Council of
Ministers. EFN’s main policy priorities are education, workforce, and quality and
safety, including eHealth. As such, EFN shows the important contribution the nursing
profession can make to developing the health and social ecosystem in Europe.
 Eurocarers
Eurocarers is the European Association Working for Carers. It was established in 2006,
and aims to represent carers in Europe, more specifically informal carers, i.e. family
members, friends or neighbours who provide unpaid care. Eurocarers works in both
influencing European policy processes by bringing in the needs and views of carers,
and in keeping national members informed of policy development at EU level.
Eurocarers also raises awareness of the contribution made by carers to health and
social care systems, and highlights the policy initiatives needed to support and
protect them.
 International Foundation for Integrated Care
The International Foundation for Integrated Care (IFIC) is a membership-based
network pushing for the adoption of policies allowing for the integration of care. IFIC
also generates knowledge to build the case in favour of integrated care services. It
offers a platform for the exchange of ideas and practices among researchers,
practitioners, academics, users and policy makers around the world.
The ultimate goal of IFIC is to improve the quality of the care delivered, and
emphasise the need to improve the experience of care for patients and their social
environment through care integration.
 AOK Rhineland/Hamburg
AOK Rhineland/Hamburg (AOK) is the largest statutory health insurer in the state of
North-Rhine Westphalia, Germany. Through digital apps and a wide range of health
promotion and prevention activities, AOK reaches out to insurees in all age groups,
promoting a healthy diet, providing quality information on healthcare providers, and
supporting a balanced life-style and healthy choices.
AOK offers specific integrated care contracts to its clients who suffer from heart
failure, diabetes or Parkinson’s disease.
2.3.3

Approach and methods

The guidelines for the UAB visits to the sites (see Appendix A) state that the Board “does
not aim to provide a quality assessment of the sites, but rather support the project
activities and partners in achieving the project goals and support the sustainability of the
project results”. The UAB therefore contributes to the project by bringing an expert
viewpoint on users’ perspective, complementary to the work of the site leaders who are
involved in the day-to-day implementation of the project. Following a learning-based
approach supported by a standardised framework for the site visits, the UAB therefore
aimed to contribute to SmartCare based on its knowledge of health and social policies and
the experiences from their own organisations. The UAB did not aim, nor had the capacity,
to perform a strict evaluation, but rather aimed to gather and transfer experience and
knowledge from the point of view of users.
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2.3.4

Activities

The work of the UAB was defined in several meetings and exchanges among the members
of the Board. On the basis of these first contacts around the kick-off meeting of the
project, 5th June 2013, a Briefing document was finalised and shared with the SmartCare
consortium. This document included the Terms of Reference, the objectives, and also
defined the activities of the Board, which were mostly two-fold:
 Comment on and suggest improvements to identified project deliverables where the
user perspective is needed, in order to ensure that the project meets user
expectations. The UAB contributed to the following deliverables, by commenting on
draft versions and suggesting improvements:
o D1.2 SmartCare Pilot level Pathways and Integration Infrastructure.
o D3.1 Deployment Level Service Specification.
o D8.1 Evaluation framework for SmartCare.
o D8.4 SmartCare Pilot Outcomes1.
o D9.3 Guidelines for deployment1.
o D9.4 Deployment plans for SmartCare Pathways and Integration Infrastructure1.
o D10.2 Ethics and Data Protection Framework.
 Visit all nine deployment sites in order to understand the way they work, meet all
users, and reflect on their views and feelings around the SmartCare service. These
visits, including the preparatory work and follow-up, constituted the main activity of
the UAB. The current deliverable (D8.5) was added to summarise the visits and their
learning outcomes.
These activities were organised through email exchanges coordinated by AGE Platform
Europe and in three physical meetings:
 Second UAB meeting back to back with the SmartCare consortium meeting in Athens,
13th May 2014.
 Third UAB meeting to prepare the visits to the deployment sites, Brussels, 1 st October
2014.
 Fourth UAB meeting back-to-back with the SmartCare consortium meeting in
Belgrade, 17th June 2015.
They were especially useful to design the visits to the deployment sites and define and
improve their methodology and objectives.

1

As at 31/03/2016, the UAB is also planning to contribute to these upcoming deliverables.
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3 The visits of the UAB to the deployment sites
3.1 Aims and objectives
The UAB planned visits to all deployment sites in order to get to know the general design,
means, staff and ICT elements deployed in all the pilots, by meeting and exchanging
information with users, including professionals. The aim was to understand their
motivations, needs and level of satisfaction with the new way of organising, giving and
receiving care through the SmartCare service.
The Board conceived the work as study visits performed by representatives of the member
organisations of the UAB, each of them highlighting the views of their respective user
base, and also contributing to the general user-centred reflections of the Board. The UAB
made it explicit in the different written exchanges and meetings that the visits, as with all
the other UAB activities in SmartCare, aimed to observe, identify good practices, and
suggest improvements from the perspective of the users. The organisations represented in
the UAB performed their work on the basis of their sound experience and knowledge of the
views and concerns of the groups represented, as well as their knowledge of EU-level
policy initiatives and processes (see section 2.3.2).
These aims were defined in the first UAB meeting during the kick-off meeting of SmartCare
(June 2013) and the Terms of Reference that followed (July 2013). They were further
specified during the second UAB meeting in Athens (13th May 2014).
The final guidelines for the visits (see Appendix A) were agreed during the third UAB
meeting in Brussels (1st October 2014). The guidelines included the expected timeline for
the nine visits. During this meeting, the main topics to observe during the visit were also
discussed and agreed, together with a template for the reports to be written by the UAB
members taking part to the visit.

3.2 Structure and outcomes of the visits
3.2.1

Organisation and structure

All visits began with contact between the UAB and the respective site leaders to agree on
an agenda and plan the logistics of the visit. Site leaders were also required either to take
part in a preparatory call with the UAB, or to share updated information on the state of
the site and its characteristics (services and number of users involved, ICT elements used,
design of the platform, inclusion criteria, etc.). The aim was to ensure that the Board
visitors had a good overview of the site before visiting it.
Each visit lasted one full day. Most of them included the following elements:
 Visits to homes of older people taking part in the deployment of the SmartCare
service, and their informal carers when possible.
 Visits to health and/or social care services, i.e. social services, hospitals, primary
care services.
 Meetings with health and/or social care professionals involved in the deployment of
SmartCare.
 Exchange between UAB and site leaders at the end of the visit.
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During most of the day-long visits, the UAB had the chance to speak directly to users and
ask questions to find out their views and feelings. This allowed the members of the UAB to
establish rich exchanges with them regarding the SmartCare service.
The key issues that the UAB members were required to look into were the following:
 Structures, means and resources available for the ICT solutions for integrated care.
The solutions and services deployed within SmartCare, how they are used.
 Involvement of informal carers.
The UAB used the definition of Eurocarers, which states that an (informal) carer is
the “person who provides unpaid care to someone with a chronic illness, disability or
other long lasting health or care need, outside a professional or formal framework”2.
This definition includes family members, neighbours and/or friends who carry out a
caring responsibility because of their personal link to the care recipient.
 Management of the SmartCare process.
Staff, means, responsibility sharing, user involvement, user recruitment.
 Quality of service.
Reliability, accessibility
responsiveness.

and

usability,

affordability,

safety,

inclusiveness,

These constitute the template for the individual visit reports (see appendix C).
At the end of the visits, an exchange among the UAB members served to agree on common
observations and exchange impressions. These where then discussed with the site leaders.
3.2.2

Outcomes

The outcomes of the visits were mostly two, elaborated on the basis of the meetings,
conversations and exchanges with the users:
 Common general visit reports
On the basis of the exchanges with the users met, and also the discussions among the
UAB visitors, the leader of the visit was responsible for drafting the Common general
report of the visit, a concise 3-4-page document summing up the main observations
made by the UAB. This report was then shared with the site leaders for feedback. In
some the cases, when the Common report needed to be amended in order to better
reflect the design of the site, a follow-up call was organised several months after the
visit, which allowed the UAB to ensure the accuracy of its observations.
 Individual visit reports
In parallel, all visitors produced individual reports after each visit, addressing the
aforementioned four key issues plus any additional observation they wished. These
were also shared with the site leaders for feedback but remained internal working
material of the UAB.
All these materials, the nine Common reports (in Appendix C), and all individual reports,
are the working materials that have been analysed, and on the basis of which the present
deliverable has been drafted.

2

Definition of Eurocarers, www.eurocarers.org, 01/03/2016
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Figure 2: Structure and outcomes of UAB visits to the SmartCare deployment sites
3.2.3

Deployment site visits undertaken

The visit timeline established in the Guidelines was respected with only minor variations.
Each visit was led by one of the members of the Board. This organisation was in charge of
agreeing the agenda with the leaders of the site, leading the preparatory call or requesting
a prior written briefing, moderating the discussions during the visit, and proposing a draft
Common report and gathering all individual reports after the visit.
Table 7 shows the visits that took place:
Table 7: UAB site visit schedule
Pilot site
Barbastro, Spain

When

Participants

Lead

th

AGE, EFN, EPF, Eurocarers, IFIC

AGE

th

27 November 2014

South Karelia,
Finland

18 February 2015

AGE, EFN, EPF

EFN

Friuli Venezia
Giulia, Italy

6th March 2015

AGE, AOK, EFN, EPF

EPF

Odense, Denmark

3rd June 2015

AGE, EFN, EPF, Eurocarers, IFIC

EPF

AGE, EFN

AGE

AGE, EFN, EPF, Eurocarers

EFN

AGE, EFN, EPF

EFN

AGE, EFN, EPF, Eurocarers, IFIC

EPF

tbc

AOK

Kraljevo, Serbia
Scotland
Attica, Greece

th

17 September 2015
th

6 October 2015
th

29 October 2015
nd

Tallinn, Estonia

2

Noord-Brabant,
Netherlands

To take place in
spring 2016
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4 Main observations of the UAB deployment site visits
On the basis of the information obtained during the visits, UAB built observations following
the approach described in section 3. The observations below are a synthesis from the
common and individual reports from all the visits. They reflect transversal reflections that
apply to the sites visited, and are therefore relevant for any future organisation wishing to
implement integrated care in line with the SmartCare approach.

4.1 Structures, means and resources available for ICT solutions for
integrated care
Across SmartCare deployment sites, technological solutions have been implemented that
enable care planning and information sharing between different professional groups, and
in some cases, between the latter and the patients and their informal carers. In most
instances, the platforms are the result of years of development work, owing to existing
legacy systems; in other cases, the ICT elements were built starting from scratch. Funding
for these systems usually comes from public sources. SmartCare applications sit “on top”
of these systems.
The general ICT resources available in the SmartCare deployment sites can be illustrated
by the following figure:

Figure 3: Generic technical architecture across SmartCare deployment sites (see
deliverables D3.2 and D4.2)
The importance of building new ICT elements on pre-existing tools and experiences
Some of the sites visited had already worked within the framework of specific projects on
the deployment of hardware for health measurements and the design of shared care
platforms. Most of them had developed online health records well before SmartCare.
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The example of the Friuli Venezia Giulia (FVG) region is a case in point. FVG was able to
draw upon experiences gathered in a previous EU-funded project (the Dreaming project).
Thanks to previous experience and to the accurate, team-based assessment of actual
needs clearly expressed in the procurement phase, the final platform fully and
exhaustively embodies the goals and vision of an integrated, ICT-based platform for a
shared, quick, effective and flexible monitoring and self-monitoring.
Another good case in point regarding the importance of legacy systems is the SmartCare
deployment site in Scotland. Local freedom of NHS trusts to choose their own ICT solutions
has made it necessary to define and implement data sharing hubs across Scotland. The
LivingitUp (LiU) online platform, which existed prior to SmartCare, now integrates specific
SmartCare features. This pattern was seen across sites, and allows health and social care
professionals to access more information without experiencing dramatic changes that
could discourage their engagement in the delivery of the SmartCare service.
The lack of extensive experience with ICT as an opportunity for change
In some of the sites, such as Greece and Kraljevo, healthcare systems had electronic
health records but there was little experience with self-measurement of the health
situation by older people themselves at home with the use of vital sign devices. On top of
this, the experience with previous projects that could help activate pre-existing
collaborations and facilitate the ownership of the ICT elements was limited.
However, in these cases the lack of strong experience was perceived by the UAB not as a
weakness but as a motivator, due to the engagement of the professionals involved and the
strong interest of the end users recruited. The inefficiencies arising from the lack of
communication between professionals was due partly to the underdevelopment of shared
communication platforms; this could therefore be seen more as a factor motivating and
demonstrating clearly the added value of the SmartCare ICT elements rather than an
obstacle to deployment.
Starting from scratch and succeeding: the example of Kraljevo
In Kraljevo, Serbia, a software company developed the platform in an environment which did not
have any digital information processing installed. This “from scratch” situation allowed for the
integration of several state of the art features such as SMS messaging, a personal health record app,
and reminders. All activities in the integrated care plan are inserted in an Integrated Care Record
(visits, interventions and activities by all care professionals and data from self-care measurements).
Depending on the role of the user in the system, the care record enables different views of the
content, based on the user role. Through the Integrated Care Record, health and social care
professionals are enabled to effectively monitor / control the health and social situation of the care
recipient. Depending on achievable changes in the user’s self-care ability, the professional care
delivery may be reduced and future plans for care may be more efficient.
The design of the app in Kraljevo is, in UAB’s views, especially attractive and usable. Older people
or their informal carers could very easily update information through smartphone after they took
their measurements, using their own credentials. This information can then be shared in real time
with the care providers involved in the service delivery.

Involving users in the design of the SmartCare service
The UAB welcomed the fact that in most sites the design of the shared platform had been
built taking into account the needs and views of all users. This included organising
meetings, training and focus groups where they could express their preferences. In
Scotland, for instance, the co-creation and co-design process constitutes an interesting
example that could inspire future deployments.
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Additionally, most of the time, the platform remained open to the suggestions of the
users, and staff in charge of ICT could react very quickly to any new needs or suggestions.
In the case of Kraljevo, for instance, the ICT profile of the site leaders facilitated a very
reactive system that could very quickly include new features, or changes in design, to
become more useful to users.
The co-creation process in Scotland
The Scottish pilot proved to be very positive in the methods used for stakeholder engagement,
based on the concept of “co-production”. As defined by Feeley and Mair 3, “co-production recognises
that people have ‘assets’ such as knowledge, skills, characteristics, experience, friends, family,
colleagues, and communities. These assets can be brought to bear to support their health and wellbeing. Co-production begins and ends with the person, placing them at the heart of any given
service and involving them in it, from the creation and commissioning of that service through to its
design and delivery, its assessment and sometimes, where appropriate, its end”.
It is therefore a process of active dialogue and engagement between people who use services and
those who provide them. It is a process which puts service users on the same level as the service
provider. It aims to draw on the knowledge and resources of both to develop solutions to problems
and improve interaction between citizens and those who serve them. This relationship between the
developers of the platform, health and social services and the co-design user group is remarkable
and a proof of a revolutionary way of collaboration and design of healthcare.
This user centred approach and collaborative service design is an integral part of Scotland’s 2020
Vision for Health and Care. NHS 24 has been very successful at establishing effective mechanisms
for service co-production, bringing together patients and their family carers, ICT developers, NHS
employees (especially nurses, occupational therapists, and physiotherapists) and social service
employees for the development and co-design process of the platform.

The time and resources spent while working with the co-design user group are high, but
extremely rewarding in terms of future engagement of the user. The UAB very much
welcomed this kind of engagement of stakeholders, and would encourage its transfer to
other sites.

4.2 Involvement of informal carers
During the visits, the Users' Advisory Board paid special attention to the involvement of
informal carers in the deployment of SmartCare. As informal carers are very often at the
forefront of the care delivery, the UAB considered it of utmost importance to observe
whether and how they had been involved in the different sites visited. The assumption was
made that they could play a particularly important role in helping the care recipients to
use the technological devices.
The observations made on the levels of involvement varied across sites. In some of them,
the UAB did not meet informal carers, which was due mainly to:
 Time constraints of the visits, which in some cases did not allow meeting relatives,
friends and neighbours who, we were told, were actually providing care.
 The level of social needs of the users involved: in some of the sites, the users met
did not need the support of carers, as they remained autonomous and independent,
and had, therefore, low or no social needs.
 The cultural path dependencies, which in some cases results in a low recognition of
the role of informal carers.

3

Foreword for “Co-Production of Health and Wellbeing in Scotland”, Elke Loeffler, Gerry Power,
Tony Bovaird and Frankie Hine-Hughes (eds.), 2013
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In the sites were we met informal carers, the UAB observed the important role they played
in helping older people with their measurements and providing precious health and social
information.
The importance of informal carers to help frail and/or ICT illiterate older people to
take health measurements
The UAB met informal carers in some of the sites, such as South Karelia, where they
proved to be an essential element of the service. In most of the sites, informal carers were
taking care of older adults whose level of frailty prevented them from taking the necessary
measurements themselves. This was the case, for instance, in Kraljevo, where a neighbour
was proving to be playing an essential role in helping an older lady participating in
SmartCare to take the measurements; she had experienced a quick loss of autonomy that
prevented her from using the devices as easily as before, and the neighbour was proving to
be very helpful in helping her take the measurements.
In other cases, the important role of informal carers was not related to an especially
serious level of frailty, but more to the low level of ICT literacy of the older person, which
made the assistance of an informal carer essential to ensure adequate and regular
measurements. This was the case in Greece, where a lady was relying on the support of
her son to take the measurements, either directly, or through support by phone, as the son
was not living in the same city.
The UAB observed that whenever both partners in the couple were taking part in
SmartCare, they were helping each other with the measurements, as was the case in
Barbastro and Tallinn. This form of informal care or support is also likely to exist in other
houses we did not visit across the sites.
The access of informal carers to the shared care platform, a way to empowerment
In most of the sites, informal carers had been taken into account when designing the
access rights to the shared care platform, in respect of the relevant privacy regulations. In
most sites, they are allowed to access information about the situation of the person they
care for; in Serbia, for instance, the follow-up can be done very easily through a
smartphone application and the login credentials given by the site leaders. In Southern
Denmark, informal carers are also allowed to access the information. Most of the time, the
platforms also allow for the introduction of written information, meant to communicate
any relevant aspect regarding the situation of the person.
A feeling of empowerment was noticed in the sites where we were able to meet informal
carers. Their involvement from the design phase, as in the co-creation process developed
by Scotland, proved to be excellent means to motivate them to participate in SmartCare.
In sites like Serbia, they could access the platform with their own profile, and were
involved, together with the end-users, in the training that was organised prior to the
implementation of the service. The perception expressed by the social workers of the
Centre for Social Work of Kraljevo was that informal carers got more involved in the care
of their relatives as a result of their capacity to access more information, and could
thereby improve the care they were delivering.
Care burden and means available to support informal carers
Across the sites, the UAB were able to meet only a few social care professionals. The
Kraljevo pilot relies to some extent on domestic workers who help the end-users take
measurements, for instance. Most of the sites rely on nurses and doctors visiting the
homes, but cannot count on a similar level of support on the social care side. The role of
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informal carers in filling the gap was therefore revealed to be very important in most
cases.
This raises the issue of the forms of support available to help them cope with the burden
that care might represent. The UAB saw that in some of the sites respite facilities were
available, i.e. services where informal carers can get psychological support, or some time
to rest while their relatives are being cared for, or advice on the fulfilment of their work.
This was notably the case in Barbastro, where the Alzheimer Association, which offers
comprehensive support for carers, was integrated into the SmartCare service. This
enriched the stock of shared information even further; while the UAB did not meet the
informal carers accessing those services, the shared perception was that such a facility was
offering precious support to carers.
The importance of respite services: the case of the Alzheimer Association in Barbastro
Informal carers require support in order to fulfil their caring tasks. Respite facilities are meant to
provide this support, including both guidance and training to improve the care giving, as well as
psychological support to manage the stress that caring might potentially create. Such settings can
provide precious social and health-related information that is very relevant for other health and
social care professionals, as well as ensuring the continuum of the care.
The Barbastro site, as part of its business model, included the Alzheimer Association among the care
providers within SmartCare. As with other social care providers outside the hospital setting, the
Alzheimer Association only provides within SmartCare services that they were providing already.
However, participation in SmartCare now allows them to share with other involved health and social
care providers valuable critical information about the older persons suffering from Alzheimer. At
the same time, the social support that they provide to both the older person and the informal carer
now benefits from the information shared by the other providers through the shared platform.

The general observation of the UAB is that including services to support informal carers in
a continuum of care and in the process of care integration proves to be valuable. This can
clearly become a very powerful means of improving the delivery of care. In many sites,
such as Kraljevo, older people can access day care centres that offer a wide range of
services, including in some cases medical assistance. While these might not always offer
services targeting directly informal carers, they have the potential to support them as a
respite facility, allowing them to rest and/or devote their time to other tasks; their
systematic inclusion in the SmartCare service in the future would add clear value.

4.3 Management of the SmartCare process: the roles of health and social
care professionals
4.3.1

The commitment of professionals, key for success

The UAB visits across the various SmartCare sites clearly indicated that a key precondition
for effective implementation of integrated care services is the willingness by the various
formal carers from across the health and social sector to work together as a team.
Strong team spirit, willingness to cooperate breaking sectorial barriers, commitment to
delivering the best possible care to care recipients by addressing their health and social
needs in a holistic way, are some of the key factors behind the successful implementation
of SmartCare that we identified across the pilots sites visited. These elements were very
visible, for instance, in Barbastro, FVG and Greece, where integrated care is being
delivered relying on the existing organisational models for health and social service
delivery, but where such a level cooperation among the different actors was non-existent
before the launch of SmartCare.
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Different patterns of motivation and engagement of health and social care professionals
were identified by the UAB in the different sites; among these, pre-existing cooperation
seems to be one of the key success factors. As highlighted in section 4.1 regarding
technology, some sites had already developed teamwork within regional or local pilots or
projects related to telecare or integrated care. These sites were able to benefit from
those pre-existing collaborations; health and social care professionals in these sites had
already experienced the advantages of changing roles and benefiting from ICT in their
daily work; they therefore proved to be more likely to get involved in SmartCare. This was
the case, for instance, in Barbastro, Tallinn and Friuli Venezia Giulia, three sites that had
been involved in Dreaming, a European project on telecare. The leaders of Barbastro
explained that one of the more important project achievements to be sustained are the
new collaborations and teamwork; SmartCare should therefore help all sites benefit in the
future from the new collaborations and links created, and the motivation generated.
4.3.2

Boosting shared responsibility

A common element across the sites visited in terms of responsibility is the feeling of
shared responsibility, coupled with the consciousness of the need to work as a team in
order to increase quality and improve patient outcomes. When knowledge sharing was
effectively enabled, health and social care professionals appreciated the added value of
the actions of other professionals in every part of the process, and expressed respect for
every one of them.
Notably, there is a shift observed of part of the work from the medical to the social
domain, and representatives of both sectors work together constructively. Health
professionals see an added value in the information they receive on the social needs of
their patients, which is helpful in terms of better designing their care plan, and vice versa.
There is evidence that pre-existing personnel, i.e. the medical personnel involved in the
service, changed their way of working and accepted “additional” tasks into their daily
workflow routine.
This was very visible in Barbastro. Asked by the UAB, the hospital and primary care
medical doctors and the emergency nurse, i.e. the nurse receiving alerts whenever
measurements of vital signs of older people where showing unusual data, expressed that
the added task of taking part in SmartCare was clearly outweighed by the gains in terms of
peace of mind and better follow-up of patients’ health and social situation. The hospital
medical doctor put it very clearly: “this is the future”.
The visit to the Greek pilot also showed a remarkable example of teamwork.
Diabetologists, nurses and social workers work together in a team, with clear
responsibilities, and establish and define the care plan and the care goals together. The
platform allows them to communicate; they understand better the different activities that
every professional does for the care recipient. They are much more aware of this
information in real time; this improves their individual practice.
4.3.3

Changing the roles of the health and social care professions

Integrated care is certainly changing, albeit to different degrees and depending on the
context, the role of the nursing profession. Nurses are de facto taking on board additional
responsibilities, even if these are not necessarily already integrated within the nursing
practice in the country concerned. In most of the pilots, nurses are often taking on the
role of care coordinators (e.g. FVG, South Karelia), which is proving to be of great value,
not only for the patients themselves, but for the other professionals working with them.
Nurses are in charge of giving the information, explaining the inform consent and teaching
users to use the platform. Comprehensive access to all relevant patient data facilitates
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decision-making, improves disease management and patient care, and last but not least
empowers end-users.
A challenge in some of sites is the low uptake of the SmartCare services by GPs. Some of
the sites shared with the UAB the challenges they had faced in recruiting them. The main
reason behind this seemed to be the lack of incentives for GPs to get on board, or a lack of
awareness of the benefits of integrated care. The UAB believes that a group of leading
healthcare professionals can serve as a catalyst for further involvement of professionals
that might have been initially more reluctant.
Regarding the social care professionals, the ones the UAB met expressed how important it
has been for them to gain access to the information related to the health status. Their
capacity to plan and adapt the care and social support they give to older people has
clearly improved thanks to their involvement in SmartCare. In this sense, social care
professionals were among the users benefiting most visibly from the integration of care. In
Tallinn, for instance, the social worker expressed how much accessing that information is
helping her make better decisions. The Centre for Social Work in Kraljevo explained the
important gains in terms of quality, efficiency and care coordination that they were
perceiving, which was especially valued given the existing constraints both in terms of
limited budget and limited availability of social care professionals.

4.4 Quality of the service
The fourth aspect looked at by the UAB was how end users perceived the SmartCare
processes and service. The following key aspects were considered:
 Reliability: how far the service / solution delivers on what was promised to the end
user.
 Accessibility: how far the service / solution takes into account the barriers end users
have in accessing the service (physical environment, ICT, transportation, etc.) and
works to remove such barriers.
 Usability: how far the service / solution is easy to use by the widest range possible of
users, even with low ICT or health literacy in the case of care recipients.
 Affordability: how far can the service / solution be used even by persons with low
income.
 Safety: how far can the service / solution be used safely, and how does it contribute
to the feeling of safety for the end users.
 Inclusiveness: how far does the service / solution potentially or effectively including
a broader range of users.
 Responsiveness: how far can the service / solution react and adapt to the users’
changing needs, feedback and proposals for improvement.
In most of the visits, very few technical problems were reported. This section therefore
does not focus on these aspects, but mainly covers the potential that integrated care
models have to improve the quality of care for older persons. The contacts the UAB had
with the end users were in general very positive, and the exchange with site leaders
helped to clarify further aspects including the affordability and accessibility of the service.
Several aspects were observed during the visits of the UAB, confirming that integrated
care processes have a strong potential to improve quality of life of end users.
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4.4.1

The impact on the general quality of life

4.4.1.1 Feeling of safety vs feeling of isolation
The visits showed that integrated care positively influences the feeling of safety for end
users, and that “they feel supported”. In all the visits where we met older persons using
the service, the fact of “being constantly monitored” was considered very positively. They
testified that it was giving them reassurance, and they felt that their condition was better
controlled. In some visits, they even told the UAB that they felt improvement in their
health, and that they “feel privileged to have the opportunity to participate in the
project”.
We had the feeling that for them, being part of a project meant that the “system” was
caring for them and for their condition, that they were taken into consideration.
Benefiting from a system of coordinated professionals (whether with regular visits at
home, or with assistive technology supported by a network of professionals) was positive.
Note that this feeling of safety was related especially to social connectedness. The project
led to an increased number of contacts with trusted practitioners, and not a reduction of
these contacts. During one of the visits, an end user said, “I need people”. We felt that
managing the health condition was as important as ensuring a network of social
connections which the person could trust.
It was mentioned on several occasions that ICT should not lead to the absence of social
face-to-face contacts. On the contrary, ICT should support more efficient contacts adapted
to the person's needs, and be a tool to be used to improve the quality and regularity of
these exchanges. As an example, the board of the Centre for Social Work in Kraljevo
(Serbia) expressed, during the visit, their impression that other family members had
become more active in the care of their older relatives since they have started taking part
in SmartCare. While this is difficult to measure, they highlighted the feeling that the use
of ICT solutions (in the case of Kraljevo an attractive application for smartphone) had
encouraged younger family members to follow up their relatives’ health situation more
closely. One of the UAB members said, “the real glue of integrated care is the regular
human and in-person interaction and communication”. This interaction can be supported
by a network of volunteers, as their role is not the same as that of the health
professionals.
The UAB felt that the central challenge of deploying models of integrated care impacting
on the quality of life lies in the capacity to reduce the feeling of isolation, to support
meaningful social connectedness, and to 'provide the right care and support at the right
moment' to address the person's needs.
4.4.1.2 Prevention and the avoidance of hospital admissions
In addition to the feeling of safety, the fact that the service was preventive rather than
only curative was an addition to their quality of life. The users we met explained that the
fact that they were monitored, and that alerts on the basis of measurements taken were
sent to practitioners, made it easier to receive adequate support at the right time.
In some sites, end users added that they believed this reduced the number of hospital
admissions, therefore adding to their quality of life. The UAB considers that the fact that
patients were able to manage their condition at home, preventing painful crises thanks to
the constant monitoring, constitutes a great improvement in their quality of life.
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Professionals also mentioned that they were able to spend more time dealing with acute
cases, which was very probably impacting positively on the quality of the service
delivered.
4.4.1.3 Self-care and active involvement of end users
While in some sites the health condition of the end users made an active involvement
difficult in the framework of SmartCare; in others it was mentioned that the online
platform had the potential to develop a 'two way' communication between health and
social care practitioners and the end users which was not exploited enough. The possibility
to send messages direct to the practitioners for example, or accessing online forums to
meet and exchange information with other users, are features that in UAB’s view have
great potential to improve the involvement of end users.
While one of the objectives behind integrated care is to support self-care and a more
active involvement of (older) persons in their own care, in general the observations made
by the UAB showed good involvement of users, either through training or the use of ICT
solutions and devices to take measurements, but also a great potential to explore further
ways to enable their participation. However, some difficulties to involve them
meaningfully were reported, due to several reasons, among which the health condition of
the user is an important aspect. Implementing self-care with persons who are frail, either
due to their health condition or their social isolation, means investing time and resources
so the person can take ownership of the information and data available, and be able to
understand how to use the tools. Understanding the health and social care data, which are
often technical, is also a barrier to their participation.
In some of the visits, the UAB saw clear examples of the willingness of end users to play a
more active role and increase their knowledge about their health condition. In Attica, a
lady suffering from diabetes shared her views that it would be good for the platform to
include more information about her illness, which would allow her to have more control
over the care she receives.
The UAB observed that in most cases when end users access a new service and/or tool, a
short training is necessary. This short training, together with easy-to-read guides, can help
end users become more active, monitor their health status, access their data, and know
how to use some interactive features of the platform. In some sites, such training was
delivered, and guides were prepared on paper. In most cases, training and face-to-face
support remain important at all times, so that the practitioner can directly provide
additional information and clarify how to use the service. We see that such training can be
provided by health or social care practitioners at the right moment in the care pathway.
When developed together with the professionals, the so-called ‘co-creation process’ as
observed in Scotland, the service is much easier to understand and end users better
trained to use it. However, this means that all professionals are proactive in explaining the
use of the tool, or that a helpline can be easily reached. The reactivity of site leaders to
implement changes to the shared care platform was seen in many sites, such as Kraljevo,
where the technician can be reached very easily by phone by all users.
4.4.2

Access to data and sharing of information

4.4.2.1 Ability to access to personal data
Access to personal data is one of the key features end users would expect when
participating in the development of online platforms. The visits showed that in most cases
older persons had access to their data, but the way they could access it varied to wide
extent. In some cases, access takes place directly (with a personal number, online); in
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others indirectly (for example from specific terminals in the health centres). We learned
that this was due to two main reasons:
 Legal barriers and protection frameworks that control access to personal data by
practitioners and the end users themselves. In some sites, these protection
frameworks led to delays in deploying the service, as they were waiting for the
necessary ethical aspects and legal rules on privacy to be clarified.
 Both the healthcare technical language and the ICT skills needed to access the data
and/or use the online tool were barriers. In some sites, difficulty was reported in
making the data available directly to the end user; interfaces had to be developed /
adapted so that the end user could access his/her data adequately. Explanatory
guides were useful, but are not enough if they are not contextualised by a
practitioner. The UAB believes that such adapted interfaces should be developed and
be part of any initiative for integrated care platforms.
4.4.2.2 Data sharing between care providers
All sites visited gave utmost importance to the respect of privacy laws and regulations. In
some deployment sites, the ability to share information, particularly electronically, is
constrained by national regulations and guidance on privacy. In Kraljevo, for instance, the
UAB saw the willingness of all professionals to be able to share more data in order to
deliver better care, which they could not do to its full potential due to some obstacles in
the current legislative frameworks. This highlights the importance of policies and legal
frameworks in facilitating the full development of integrated care in general, as we
highlight among our recommendations.
4.4.3

Accessibility

Accessibility was one of the aspects of the quality of the service that was looked at during
the visits. Accessibility means addressing all barriers that may prevent the end users from
using the service adequately.
4.4.3.1 The technical issues
The UAB saw that in many sites, technical issues were addressed very seriously and the
users we met reported very few technical problems.
In some sites with more experience, technical issues were addressed by a change in the
way the service was delivered, and the options taken in the SmartCare service. For
example, video conferencing was in some cases considered as difficult to set up, especially
for frail persons, due to the need to have a good internet connection and a good sound
system so it can work well. Another example is the choice in some sites not to develop an
alarm system, as they feared it would overwhelm the care practitioners. While a balance
needs to be found, the UAB believes that such technical options should be seriously
considered so the end users can have a greater possibility to access the service.
As many tools (computers, tablets, smartphones, etc.) were mostly used only by
practitioners, the technical issues remained mainly on their side, and were not supported
for end users. Among the end users, the barrier we saw most often was, particularly in
remote areas, the lack of access to a broadband internet connection that is necessary to
access the platform. In some sites, updating measurements in the platform implied having
a WiFi connection, as some devices did not accept SIM cards; this forced end users to get
out from their homes in order to find a WiFi network free of charge.

Public

Page 27 of 71

v1.0, 1st April 2016

D8.5 Users' Advisory Board report on visits to the
deployment sites

The UAB also observed that in some cases, end users needed a minimum set of ICT skills
before feeling comfortable in using the new service. Training and regular support should
therefore not be underestimated by anyone who would like to develop integrated care
models. In the sites visited, end users could solve all issues regarding the use of the tools
by contacting the staff in charge of the ICT development.
4.4.3.2 Financial accessibility and affordability
In general the services were considered affordable or were free of charge. Public support
was important in deploying the services.
However, accessing an online platform requires an internet connection, which may not be
affordable for many persons, especially older persons with low incomes; in several cases
this was identified as a clear barrier to accessing the service. This is especially true in
remote areas, where internet connection may be much more expensive.
In Greece, for instance, the site made a very significant effort to be able to provide the
tablets required for patients to take measurements themselves and upload the information
to the shared platform. However, these tablets only worked with WiFi connection, which
was not available to all. The site showed a willingness to address this issue, which the UAB
perceived as an important challenge also in terms of affordability.
4.4.3.3 Inclusiveness
The development of online tools was especially positive in remote areas, or with
particularly isolated persons. They can monitor their health in their home environment,
and reach professionals in an easy way. This advantage was very visible in Barbastro,
Kraljevo and Friuli Venezia Giulia; in these sites, many of the older people recruited were
living far from care facilities, often in small remote villages where older people could not
access care services quickly. Their inclusion in SmartCare meant more frequent health
monitoring, and coordination of the support they received from health and social services,
which helped to improve their feeling of safety.
The UAB agreed that the lower availability of services in the local environment might be
one of the success factors regarding the uptake of ICT and the interest to get involved in
piloting the SmartCare service. Whenever social and healthcare services are more readily
available, for instance in urban areas, the challenge of access to health and long-term care
may not be as complex as in remote areas, and the immediate benefits of the ICT
components of integrated care are less likely to be visible or immediately understood.
Issues regarding inclusiveness did not only relate to the potential of ICT-supported
integrated care to bridge the gap in the availability of care services between urban and
rural areas. The UAB also reflected on two key issues: the risk of socio-economic bias of
the inclusion of end users in SmartCare, and the exclusion of older people with higher
levels of frailty and more significant social needs (or ‘cherry-picking’).
Regarding the socio-economic bias, the UAB found that in some of the sites recruitment
processes had mostly included end users of higher socio-economic and education levels,
and with a lower frailty level. However, the integration of care means including both
health and social aspects to their fullest, and ensuring the widest possible access to health
and social care. This could not yet apply fully to some sites given the project’s timeframe
and objectives, which led to a focus on low levels of frailty and social needs of the endusers recruited, whom, in practice, were requiring only health monitoring and not much
social support. The exchanges with the leaders of Attica and Tallinn, two of the sites
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where these biases where perceived by the UAB, showed their willingness to build on this
first positive experience to make the service increasingly inclusive in all these dimensions.
Inclusive integrated care in Friuli Venezia Giulia
It is most often assumed that older people of lower socio-economic level also have poorer health
status, related to lower levels of health literacy and worse living conditions. We can also assume
that ICT literacy is generally lower than among older people with higher income. Disadvantages in
the access to ICT and social and healthcare services are even bigger among older people of lower
level income who live in rural and remote areas.
Inclusion criteria in some sites might have excluded older people of lower socio-economic level,
when a certain level of ICT literacy was requested or when people with high levels of frailty and
social needs were excluded.
Friuli Venezia Giulia offers a good example of inclusive recruitment and involvement of users in
SmartCare. The UAB learnt that many of the patients recruited are living in areas of the region of
lower socio-economic level. They are also involving patients who have difficulties in getting to the
health centres. For them, SmartCare is giving a very good opportunity to access care services more
easily.

4.5 The SmartCare business models
A recurrent reflection of the UAB is related to the sustainability of the sites after the end
of the project. This issue was discussed in all sites during the visits, and, while they all
have developed business models and cost-effectiveness calculations, sustainability
remained an open issue for many of them.
There is evidence that, in some of the sites, the electronic devices that allow older endusers to take measurements and upload them to the shared platform will need to be
returned, due to the difficulties or unwillingness of the local, regional or national
institutions (depending on the site) to finance the services and devices after the project.
The UAB showed its concern about the possibility that the older end-users, who have
certainly improved their capacity to use the electronic devices and feel better cared for,
lose a service to which they are certainly becoming attached.
As already said, SmartCare is improving cooperation between health and social care
professionals, and changing the way care is provided along the two SmartCare pathways.
This cooperation can certainly be one of the most important added values that can last
after the end of SmartCare. However, the Board is concerned that, without sustainable
perspectives to keep up the work on integrated care, the experience developed does not
have a clear continuity.
Business models such as that of Barbastro, based on the use of pre-existing services, shows
a way that can potentially inspire other sites. While not enough evidence exists to prove
the cost savings potential of integrated care, proof of cost-containment could be an
interesting part of the business case.
Ensuring the sustainability of the service beyond SmartCare
Of the business models that the UAB heard about during the visits, the one developed by Barbastro
proved to be one of the most outstanding examples.
The Barbastro site has mapped the organisations that are providing or have the potential to provide
quality care to the population that corresponds to the site’s inclusion criteria. This includes the
hospital itself (which is leading the site) as well as the primary care centre and diverse social care
providers, including the Red Cross, the Alzheimer Association and the regional social services. The
site has then identified, within the pre-existing portfolios of these different providers, the services
that can be more meaningfully integrated into the SmartCare service delivery.
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This has great advantages: the site can offer comprehensive, truly integrated care, which clearly
benefits care recipients; care providers are able to coordinate and reduce unnecessary efforts; and,
as they continue to deliver services that they were already delivering, SmartCare is quickly
accepted by professionals as a helpful means to deliver better their pre-existing care services. As
the project is not adding new services, but maximising via integration those that were already
offered, Barbastro will be able to sustain the cooperation and new way of working achieved through
SmartCare well beyond the project lifespan.
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5 Recommendations of the Users' Advisory Board
On the basis of the observations made during the visits, the members of the UAB have
reflected on a series of operational and policy recommendations. These aim to orientate
further developments of the sites, as well as highlight the policies that are needed to
make integrated care happen, also beyond the SmartCare deployment sites.

5.1 Operational recommendations for a wider implementation
The operational recommendations of the UAB are observations that target the deployment
sites. They correspond to the greatest possible extent to the real capabilities of the
current sites, and are meant to show, in UAB’s views, the direction in which future
developments and improvements should take place. They also reflect, in a wider sense,
the positions of the Board regarding the key issues to bear in mind when implementing
user-centred integrated care.
5.1.1

Towards greater comprehensiveness and inclusiveness

5.1.1.1 Integrate for clearly defined target groups including those most in need of care
All deployment sites in SmartCare have identified their own inclusion / exclusion criteria
for those patient groups that would benefit most from integration of health and social
care. This is an important lesson, because integration cannot be achieved across an entire
population, but needs to focus on relevant health and social care needs.
However, inclusiveness needs to be guaranteed to the greatest possible extent. Acute
social and health conditions should not be taken out of the inclusion criteria, not least
because older people with more severe health and social needs are precisely those who
can benefit the most from integrated care.
Moreover, when recruiting new end-users, it would be important to pay attention to the
socio-economic background, in order to make sure that they reflect the socio-economic
profile of the population. In UAB’s views, it is most important that those less educated and
with lower income, who are often also those who suffer more serious health and social
issues, are also recruited to test the service.
5.1.1.2 Addressing co-morbidities
Even if the model may be first tested on a single disease pathway, it needs to be extended
to address co-morbidities. This is important for the model to be able to follow persons in
the longer term with different evolving conditions. Some sites chose to focus on only one
or two health conditions, but the reality of the health situation of older people shows the
importance of addressing co-morbidities. The service therefore needs to be able to evolve
with the changing needs of the person (including social needs).
5.1.1.3 Think incrementally about integration
The SmartCare integration experience shows that the integration efforts of deployment
sites with pre-existing structures of healthcare professional cooperation developed
incrementally building on those structures. In the Friuli Venezia Giulia and Barbastro sites,
for instance, nurses and GPs already had a good tradition of cooperation. The ICTsupported integration of data strengthened that tradition.
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5.1.2

The role of technology

5.1.2.1 Technology as a means, not as an end of integration
Integration of health and social care is more about professional cultures and care practices
than the specific ICT tools chosen, and as such should be planned and analysed
independently of technological considerations. If the professional practices of health and
social care providers are not aligned, an ICT driven integration effort will fail. Once
common goals for both sectors are formulated and (future) integration processes agreed, a
plethora of technology solutions is available to support these.
In the SmartCare experience, different levels of maturity of health and social care ICTs
were frequently identified. But this was not the trigger for the integration efforts, as we
saw sites both with strong pre-existing experiences with ICT and others without such
experience; both have succeeded. The key success factor is the commitment of
professionals.
5.1.2.2 Avoiding the replacement of personal contact by technology
During the visits, as highlighted above, the UAB gathered testimonies of end-users about
the importance of personal contact. The Board members shared the conviction that
technology, including call centres or the ability to send written messages to care
professionals through tablets, cannot replace face-to-face contact. Older people value
very much regular personal contact, which can actually help prevent unnecessary alerts.
We saw this clearly in Barbastro, were the short but frequent visits of the Red Cross to
homes to take measurements were very much valued by the older people we met.
A thorough consultation with users, patients, informal carers, health and social workers
with a view to further recognising their needs and meeting their expectations is key for
success. As such, co-designing requires an iterative process with service users fully
involved.
5.1.2.3 Making technology inclusive
The meaning of self-care with the help of ICT should not be to decrease social
connections, increase out of pocket expenses by end users, and limit the use of the service
only to those who have a set of ICT skills. On the contrary, the visits showed how
important it is that integrated care models stick to social realities in order to be inclusive,
so that end users have the adequate resources and opportunities to become active in their
care. There are good reasons to believe that users’ active engagement in service design
have been quite instrumental in achieving changes in both communications and coordination mechanisms and practices within and across health and social care. A usercentred approach is driving implementation.
While the UAB understands the challenges that might arise from engaging persons with a
higher level of frailty in the use of ICT and self-care, we think that alternative
communication means adapted to their capabilities and needs (including games on tablets,
use of pictures, phone calls, etc.) should be further explored to be able to engage in an
exchange with the persons who have more difficulties communicating, which could also
help to better assess their needs. Social care agents in particular, including informal
carers, should be supported in using such tools. The end user would therefore potentially
play a more active role, including, if we take the example of serious games, by connecting
with other persons in an easy way.
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5.1.2.4 Ensuring a wide access to the shared care platform
Delivering a holistic care vision implies developing an integrated care ecosystem in which
ICT becomes a supporting tool lowering the workload of doctors and nurses, and
empowering end users. In this innovative ecosystem, ready for potential up-scaling, both
the providers (health and social care professionals) and end-users (patients and informal
carers) must have access to the online platform. The label “integrated care” can only fully
apply if all providers and end-users have access to the platform, especially the care
recipients. Sites have encountered legal barriers that the UAB hopes can be removed,
partly also thanks to the very positive care experience that the SmartCare is proving to be
able to deliver.
5.1.2.5 Focus on “quick wins” for health and social care professionals
Often, the technological innovations that make the most notable difference to the work of
health and social care professionals are not complex. The SMS based alert system in the
FVG region was described by participating community nurses as a very helpful tool to focus
attention on those patients needing it most. With pervasive mobile phone use, SMS based
services can be recommended as “quick wins.”
5.1.3

Involving health and social care professionals: the importance of multidisciplinarity

5.1.3.1 Continuing the work on building a multidisciplinary approach to care
The inter-professional collaboration that is underpinning a patient centred approach is
fundamental for the sustainability of health and social systems and for providing high
quality and safer care. Cross-functional collaboration among the various actors involved is
key: the teamwork spirit and willingness to cooperate within and across the two sectors
largely explain the outcomes.
In most of the sites visited, such as South Karelia, implementation and service delivery
often rely to a great extent on nurses, who are at the “frontline” coordinating services.
Community nurses regularly visit multi-morbid patients with social needs. Consequently,
nursing care pathways should be designed to cover the overall care needs of patients /
citizens, while keeping up the work of building a shared responsibility with the entire
multidisciplinary team, including GPs and pharmacists.
5.1.3.2 Strengthen the assessment of the social situation
In order to achieve effective integrated health and social care, a comprehensive
assessment of patient needs is required, whereby the full array of the needs of the
individual, and not just the healthcare needs arising from the chronic condition, are taken
into account. All sites visited made an effort to make a comprehensive assessment of
needs; however, the UAB considers that in many of them there is still room to include
more social indicators related to the level of autonomy, frailty, sociability, loneliness,
accessibility conditions of the housing, etc., which ultimately have an impact on the
overall delivery of care.
5.1.4

Building adequate business models and evaluation processes

5.1.4.1 The need for strong business models and evidence
The integrated care sites should include a strong business model that enables keeping the
values of affordability, comprehensiveness and accessibility as core aspects.
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There is no conclusive evidence that replacing personal contact with ICT helps save costs
in the provision of care. However, pilots such as the SmartCare deployment sites can
produce evidence and a coherent strategy for up-scaling and proving the sustainability of
integrated care. Ideally, there should be evidence to prove that integrated care:
 Improves in the longer term the overall investment and management of the hospitals
and healthcare in the area.
 Frees up resources to enable the health and social care system to meet the demand,
and improve efficiency in the longer term, e.g. shorter length of hospital stays with
adequate services at home.
 Helps to better manage investments related to prevention and rehabilitation, and in
acute specialties in the hospital, e.g. develop mental health services or nurse
coordinator with advanced roles in the community.
5.1.4.2 Evaluation taking on board the views of end-users
Specific attention should be paid to the integrated care model / service evaluation, and
exchange of practices in this area should be fostered. Evaluation should be designed with
the professionals and the end user. Evaluation needs to be made through clear and
accessible questionnaires, and should use participatory methods.
Evaluating integrated care may be a challenge, as the impact may not be directly visible to
the end user if it is limited to an enhanced coordination of professionals. The evaluation
should also be able to measure any bias due to the positive attitude older people can have
about participating in a research project. We saw from the visits that end users tend to
value the social contacts, the feeling that they are part of a system or a project, and that
people care for them.

5.2 Policy considerations
The policy recommendations of the UAB are observations that target policymakers and
funders. They relate to the overall policy framework of health and social care systems in
Europe, and as such go beyond the objectives of SmartCare. They highlight policy areas
that are key to ensuring the implementation of integrated care and the policy changes
identified to facilitate deployment.
5.2.1

Making integrated care happen

Given the observed potential of integrated care to improve care delivery and the quality of
life of end-users, the UAB stresses the need for policymakers in the deployment regions
and countries and across Europe to support integrated care initiatives.
On top of the benefits for professionals, informal carers, older people and patients,
integrated care services have a strong potential to help tackle health inequalities, as long
as they remain affordable, accessible and available. They should also support face-to-face
contacts to avoid increasing social isolation.
Policymakers can support these initiatives through specific actions:
 The production of sound evidence and a coherent national strategy in order to upscale and prove the sustainability of integrated care is needed:
o A national (or regional) law that integrates health and social services becomes a
facilitator for service development and stakeholder commitment. Legislation on
privacy needs to ensure both the protection of the data of users, and also the
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o

capacity for health and social care professionals to share information that can
be critical to coordinating their work, avoiding overlaps and delivering better
care.
Given the gains in quality of life and quality of care that integrated care can
produce, political commitment is required also to facilitate further deployment
and ensure sufficient funding. More support to integrated care initiatives might
also be instrumental in producing more conclusive evidence regarding the costeffectiveness of integrated care, while bearing in mind that quality and usercenteredness need to remain the central elements to any deployment.

 While policies to support informal carers are urgently needed, notably care leave and
the investment in support structures, the visits to the SmartCare pilots also reveal
the limits of informal care, mostly related to the risk of an over-burden, the risk of
discontinuity of care when the relationships change, and the unavailability of
informal carers due to personal, social or geographical reasons. This highlights the
urgent need to develop, in parallel with policies to accompany and support informal
carers, quality, affordable and accessible formal integrated long-term care
services, especially social care, which is most often seen as the missing element,
that can support all those in need. This should be accompanied by measures to
improve the attractiveness of the care sector, especially regarding working
conditions.
 To support employment in the social care sector, it is central to ensure adequate
training and recognise the skills volunteers develop while in the sector in order to
reinforce the attractiveness of the eldercare sector. Institutional and legal
support, including the development of a framework of competences and skill
recognition pathways, is essential.
 On a wider scale, it is essential for policymakers to ensure that integrated care is
part of a larger policy strategy of creating environments that provide older people
with the possibilities to enjoy social life, avoid isolation and remain active and
healthy: the so-called “age-friendly environments”. The guidelines of the World
Health Organisation on creating age-friendly cities4 are a key reference to develop
such environments.
 Involvement of the so-called third sector (associations and other non for profit
organisations that sometimes provide care services) is important in integrated care,
but the system should not tend to rely too much on their shoulders to ensure
sustainability. The investment in professional services is a key aspect in integrated
care.
 To ensure that ICT tools for self-care are widely accessible and do not create or
perpetuate health and social inequalities, access for all to a broadband internet
connection and the reimbursement of these tools or access free of charge are
essential measures.
 The European Structural and Investment Funds (ESIF), such as the European Social
Fund (ESF), have a strong potential to help sustain promising practices. Synergies
between research projects piloting integrated care and the ESIF should be explored
and exploited as means to fund and promote integrated care initiatives.

4

“Global Age-friendly Cities: A Guide”, World Health Organisation, 2007
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Appendix A: UAB visit guidelines

SmartCare deployment site visits
Guidelines for UAB visitors
A.1

Context

SmartCare aims to define a common set of standard functional specifications for an open
ICT platform enabling the delivery of integrated care 5 to older European citizens. A total
of 24 regions and their key stakeholders will define a comprehensive set of integration
building blocks around the challenges of data-sharing, coordination and communication.
Ten regions will then pilot integrated health & social services to combat a range of threats
to independent living commonly faced by older people while the other regions will prepare
for early adoption.
The SmartCare Users' Advisory Board (UAB) has the primary mission to operate as a
standing advisory committee for the Consortium to advise and provide on-going feedback
to the Project Team on the needs of current and future users of the SmartCare services.

A.2

Deployment site visits: concept and goals

One of the key activities of the UAB is the pilot site visits. In the first UAB meeting in June
2013 it was agreed that the UAB members would conduct study visits in all deployment
sites.
These pilot site visits aim at bringing the views and perceptions on the pilots of SmartCare
target groups (older people, patients, health professionals, social workers and informal
carers) on the services deployed within the project. The added value of the UAB is
therefore ensuring the connection between the project development and the expectations
of all user groups involved, which is a key element to ensure its success and legacy. It does
not aim to provide a quality assessment of the sites, but rather support the project
activities and partners in achieving the project goals and support the sustainability of the
project results.

5

Within SmartCare, we can understand ‘integrated care’ as the provision of care based on the
good coordination and continuity between all care services and actors involved: health care,
social care and informal care. Integrated care is achieved through a combination of processes
and methods such as information sharing, care pathway design and execution and user
involvement, and supported by ICT tools such as real time communication support to care teams,
multi-organisation access to home platforms, etc. The goal of integrating care is improving the
quality of life of users and surrounding population, the cost-effectiveness of health care and
social services, and combating the threats to independent living, which is most relevant for older
people.
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The knowledge gained will contribute to several activities of SmartCare, mainly the
guidelines for deployment to be developed at the end of the project (WP9), and the
evaluation activities (WP8).

A.3

When and how the visits will take place

All pilots will be visited once. Due to the high number of pilot sites and the limited project
time and finances, not all pilots will be visited by the whole UAB as a group. It is foreseen
to hold four visits with the whole UAB. The other pilot sites will be visited by a reduced
number of participants, at least two. After each visit, a meeting between the members
present will allow gathering and sharing feedbacks on the visit, which will serve as a basis
for a common summary of the UAB about the structure of the site and the impressions
obtained during the contact with the users.
Calendar
Pilot site

When

Who

Lead

Aragón (Spain)

27 November 2014

All UAB members

AGE

Finland

18 February 2015

At least 2 UAB members

EFN

Italy

6 March 2015

At least 2 UAB members

EPF

Southern Denmark

5 May 2015

All UAB members

EPF

Serbia

June or September 2015

At least 2 UAB members

AGE

Scotland

6 October 2015

At least 2 UAB members

EFN

Attica (Greece)

Autumn 2015

At least 2 UAB members

EFN

Tallinn (Estonia)

Autumn 2015

All UAB members

EPF

Noord-Brabant
(Netherlands)

Autumn 2015

At least 2 UAB members

AOK

A.4

Structure and content of the visits

As discussed and agreed by the UAB, each pilot site visit will involve several steps prior,
during and after the actual visit by the UAB members takes place. The aim is to keep the
coherence of UAB’s work, to make the most out of the visits, and to use and exchange the
information obtained in order to bring it to the whole project and make involved actors’
voices heard.
The ultimate ambition of the visits is to observe and get feedback on how or whether the
SmartCare service is being implemented. As described in the relevant project deliverables,
this is done through functional / building blocks which increase communication and
coordination between the actors along the two care pathways.
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In order to achieve this mission by focusing on the actors involved, the UAB agreed that
the visits will explore four main topics about the pilot site:
 Structures, means and resources available for the ICT solutions for integrated
care: what are the solutions and services deployed within SmartCare, how they are
used
 Involvement of informal carers: We will use the definition of Eurocarers, which
states that a (informal) carer is the “person who provides unpaid care to someone
with a chronic illness, disability or other long lasting health or care need, outside a
professional or formal framework”. This definition includes family members,
neighbours and/or friends who carry out a caring responsibility because of their
personal link to the caree.
 Management of the SmartCare process: staff, means, responsibility sharing, user
involvement, user recruitment
 Quality of service: reliability, accessibility and usability, affordability, safety,
inclusiveness, responsiveness
All the inputs given by the UAB on the visits will be structured around these points, which
in no case prevents the visitors from gathering additional information and feedbacks that
they may consider valuable.

A.5

Prior to the pilot site visit

The member in charge of leading the UAB during the visit will fix a date by contacting the
pilot site leaders and the other UAB members, according to the approximate dates that
have been established, but depending on the actual state of the deployment site (see
table above).
The site leader will draft a proposed agenda reflecting the different activities to be
performed during the visit. This agenda will be discussed each time with the pilot site
leaders. The site leader will also be responsible for sending UAB visitors the logistics and
accommodation details.
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Prior to each pilot site visit, one of the UAB visitors, either the member leading the visit or
another UAB visitor (to be decided before each visit) will draft a report gathering as much
information as possible about the structure of the site on the basis of the previous project
deliverables and presentations. He/she will need to address the four main items that the
UAB visitors are invited to explore (listed above). Specific questions that require additional
data will be clarified in contact with the pilot site leaders prior to the visit. For instance,
the UAB needs to know in advance the target groups that it will meet during the visit. Pilot
site leaders will be asked to produce a list of key people that the UAB will meet (older
people and patients, nurses, informal carers, social workers and any other relevant person
involved in the SmartCare service).

A.6

During the pilot site visit

The visits will consist of three main activities:
 Preliminary meeting with the pilot site leaders
When possible, the UAB visitors will meet the local pilot site leaders prior to the
beginning of the proper visit to the pilot site. This meeting will allow site leaders to
introduce their pilot site directly to UAB members. The group will have the
possibility to clarify any remaining unclear points. Additionally, it will allow site
leaders to further contextualise the visit and explain with more precision the
structure of the site and the way the visit will take place.
 Visits to the actors and services that compose the pilot site
UAB visitors will seek to gather information on the main four topics (see above), but
will also adopt the necessary flexibility in order to gather unexpected information
and go beyond any rigidities. Members are required to tailor the wording to the users
being interviewed and express themselves in a way which is easy to understand. UAB
members should leave some room for improvisation in order to better grasp the
impressions of the actors involved.
 Meeting to discuss the visit
Once the visits to the different services and actors that constitute the site are
finished, the UAB visitors will meet in order to discuss their impressions and the
specific questions that may arise concerning the different target groups, as well as to
share information and wider reflections.

A.7

After the pilot site visit

On the basis of the UAB discussions after the visit, each visit leader will be in charge of
drafting the visit's main conclusions, including the general feedbacks of all visitors and key
aspects and questions to be clarified if needed. Within two weeks following the visit, it
will be sent to the visitors for agreement, and to deployment site leaders for feedback and
clarifications, before circulating it to the whole consortium.
Additionally, all UAB visitors will produce individual reports on the basis of the template
visitor report, which adopts the structure of the four main points plus a fifth one leaving
room for any additional feedback.
AGE will summarise in a general report the results from the visits (interim in March 2015
and final in January 2016) and send it to the whole SmartCare consortium with the aim to
facilitate exchange of good practices. The results of the visits will be used mainly for the
guidelines for deployment to be released in February 2016 and for the lessons learned from
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the project. It will also come to support exchange and sharing of practices between the
pilot sites and other regions, and to complement the evaluation activities.
To summarise:
Before the visit:
Prepare a report about the pilot site.
It can be drafter either by the visit leader or by another UAB visitor. The aim is for all the
visitors to have complete prior information about the site.
During/after the visit:
Common UAB conclusions, to be drafted by the visit leader on the basis of the post-visit
discussion between the UAB visitors within two weeks after the visit.
Individual UAB reports, to be drafted by each UAB visitor after the visit on the basis of the
template containing the four main issues plus any other important feedback.

A.8 Additional information: Specific synergies with other SmartCare
Work Packages and boards
The relation with WP8 Evaluation
The UAB and WP8 Evaluation carry out formally independent but strongly related
activities. As the UAB intends to voice the perspectives of the actors involved in the pilot
sites, it is most important that the partners working on evaluation are aware of those
concerns and that the assessment reflects accurately the actual feelings and ideas of
health professionals, carers and older users. Through the pilot site visits, the UAB aims to
complement the evaluation activities carried out in WP8.
The Evaluation Work Package leaders prepared a qualitative evaluation protocol, which
include qualitative data collection and qualitative assessment through interviews in each
site with users and professionals involved in SmartCare services.
The interviews carried out in each deployment site will be summarised in an ‘Interviews
summary’ sent to the Evaluation Work Package leaders, who will use it to elaborate
interim and final evaluation reports.
The UAB members are expected to contribute to these activities, on the basis of their
experience during deployment site visits.
Committed Regions Board (CRB)
The CRB comprises the regions that participate partially in SmartCare as they do not have
to implement SmartCare services. Their role is to follow and when possible begin the
implementation of integrated care pathways on the basis of experiences and practices of
the pilot sites. The CRB intends to involve these regions and keep them updated on the
evolution of the project.
The CRB will be informed regularly about UAB activities and have the possibility to attend
UAB meetings.
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Appendix B: UAB visit report template

SmartCare deployment site visits
UAB visitor report template
To answer the report, feel free to get support from the Guidelines for UAB visitors.
 Your name:
 Your organisation:
 Date and place of the pilot site visit:
Structures, means and resources available for the ICT solutions for integrated care
Please report on the solutions and services deployed, how they are used.
(please fill in)
Involvement of informal carers
Please report on the involvement of informal carers. Use the definition of Eurocarers: “a
person who provides unpaid care to someone with a chronic illness, disability or other long
lasting health or care need, outside a professional or formal framework”. This definition
includes family members, neighbours and/or friends who carry out a caring responsibility
because of their personal link to the caree.
(please fill in)
Management of the SmartCare process
Staff, means, responsibility sharing, user involvement, user recruitment.
(please fill in)
Quality of service
Reliability, accessibility and usability, affordability, safety, inclusiveness, responsiveness.
(please fill in)
Additional feedback
Please specify any other feedback you would like to provide.
(please fill in)
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Appendix C: Common general reports of all UAB visits
C.1

Barbastro, Aragón (Spain)

Users' Advisory Board’s deployment site visit
27th November 2014 – Barbastro, Aragón (Spain)
General report

Agenda
08:15-13:30

Visits and meetings with users

08:15 – 9:00

Departure to Tamarite by car
We all meet at Barbastro’s Hospital main door at 8:15

9:00 – 10:00

Visit of older people’s homes
2 groups of 4-5 people will visit each one house.
Meeting with the users and their relatives or main carers as well as the social
provider agents that provide care to these patients (in this case, the Red Cross).
There will be 2 volunteers, the social worker, the president of the local
assembly, the local coordinator and the regional coordinator.

10:00 – 10:45

Travel back to Barbastro Hospital

11:00 - 13:30

Meeting with professionals
We will meet the same social care professionals as during the visit, plus:
 Healthcare professionals: an emergency doctor, a GP, an emergency
nurse in charge of the contact centre.
 The social worker working at the Hospital in charge of the social
attention during admission.
 SmartCare Aragon coordinators.
Other social providers involved in SmartCare.

13:30 – 14:30

Lunch

14:30 - 16:30

UAB meeting

14:30-14:40

Adoption of agenda.
Adoption of minutes from the 1st October meeting in Brussels.

14:40 - 14:50

Synergies with WP8 on evaluation and clarification of tasks

14:50 - 16:00

Tour de table on feedbacks regarding the visit.
Drafting of key messages and learnings from the visit based on the four topics.

16:00 – 16:15

Planning for the next visits (EFN/EPF)
Next visits planned are:
 Italy (visit only - beginning of 2015)
 Finland (visit only - beginning of 2015)
 South Denmark (Visit with UAB meeting - around February 2015)

16:15 - 16:30

Closing remarks and A.O.B.

17:00
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Structure and aims of the visit
The visit took place on 27th November 2014 in Barbastro, Aragón (Spain), and was led by
AGE Platform Europe, partner of SmartCare and member of the UAB. The aim of the visit
was to understand the architecture of the deployment site in Barbastro by meeting all
users involved in order to exchange views on the challenges of integrating care with ICT
support. The ambition was to fully understand the site in order to produce user-oriented
key messages useful for the implementation of SmartCare in the deployment site and
beyond. A second ambition was to gather views, experiences and lessons on the
implementation of integrated care from a user perspective for the final UAB deliverable
D8.5, which will reflect the lessons learned in all visits and will serve as one of the legacy
deliverables of the project, in order to help future deployment of ICT-supported
integrated care. This work will also constitute UAB’s input to D9.3 Guidelines for
deployment, one of the key deliverables in SmartCare.
As this was the first visit of the UAB, it was used as an opportunity to test the format of
the visits agreed between the UAB members, as reflected in the visit Guidelines and the
Report templates; these were discussed through email exchanges and during a UAB
meeting organised in Brussels on 1st October 2014. The main points to be analysed were
those included in the visit template report:
 Structures, means and resources available for the ICT solutions for integrated care.
 Involvement of informal carers.
 Management of the SmartCare process.
 Quality of service.
The main outcomes of the visit were:
 A general report with key messages drafted by AGE (leader of the visit) with the
contributions of all UAB visitors.
 Individual reports, to be drafted by each UAB visitor.
The following UAB members took part in the visit:
 Maude Luherne, AGE Platform Europe.
 Borja Arrue, AGE Platform Europe.
 David Sandbach, expert on long-term care who belongs to the AGE network.
 Oldrich Stanek, expert on long-term care who belongs to the AGE network.
 Silvia Gómez, European Federation of Nurses.
 Walter Atzori, European Patients’ Forum.
 Marija Pijl, Eurocarers.
 Leo Lewis, International Foundation for Integrated Care.
The visit was also attended by Mayte Hurtado, from HIM, operational coordinator of
SmartCare.
The agenda was agreed between AGE, leader of the visit, and the leaders of the Barbastro
deployment site. It was shared with UAB members in order to gather their feedback. The
agenda was built on the basis of both logistical issues and UAB’s need to meet and talk to
all users involved in the project. Deployment site leaders greatly facilitated the
elaboration of a fully comprehensive visit by proposing visits to older people’s homes and a
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meeting at the hospital with volunteers and health and social care professionals involved in
SmartCare.
The day started with a visit to two older people’s homes in Esplús (a small village close to
Barbastro) together with the Red Cross. The UAB saw how the Red Cross checked the vital
signs of older people taking part in SmartCare and sent them through internet to the online
platform to which both health and social care professionals have access. After informal
discussions with older people and the Red Cross, all visitors met in the Barbastro hospital
in order to have a 2.5 hour discussion with all care professionals involved in the site:
 Deployment site leaders.
 Red Cross professionals and volunteers.
 Hospital doctor.
 Emergency nurse.
 Hospital social worker.
 Alzheimer Association’s social carers.
 Primary care doctor (GP).
After explaining the aim of the visit, the UAB members asked questions in order to clarify
all issues, analyse the level of involvement and satisfaction of all users, and observe how
and to what extent the views of older people and patients had been taken on board in the
design and implementation of the Barbastro ICT-supported integrated care system. The
coordinators presented the shared online platform and explained how it worked. The UAB
members had the opportunity to ask questions regarding access, privacy and userfriendliness.
The day ended with a UAB meeting also attended by the leaders of the Barbastro site. This
meeting served to discuss a first assessment of how the visit had taken place and how the
visit guidelines were followed during the visit. It was also an opportunity to keep discussing
with the site leaders, in a smaller setting, the structure and means of the site, as well as
the inclusion of the user perspective, especially end users (older people, informal carers
and patients) in the design of the site.
Main conclusions and key messages
On the basis of the UAB discussions at the end of the visit, as well as the content of the
individual visitor reports, the resulting general key messages of the UAB are the following:
 The actors involved showed a great interest and commitment to the project. The
meeting with health and social care professionals at the Barbastro hospital was a
long and rich discussion that proved their commitment to the implementation of
integrated care. Asked about their personal views, one doctor stated that “this is the
future”. When the UAB asked about the additional effort that taking part in
SmartCare might represent for health professionals, they explained how, on the
contrary, the improved monitoring of patients’ health through the visits of the Red
Cross to older people’s homes makes them feel relieved. The UAB very much
welcomed this honest and generous involvement of professionals, and encouraged
them to keep up their high level of commitment.
 The UAB valued positively the visits to homes by the Red Cross, one of the care
providers that are part of the service, which relies both on professional staff and a
large number of volunteers. They play a preventive role in both social and health
situations. They also allow providing contextual information (personal and family
situation, accessibility issues, mental situation), together with the measurement of
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several vital signs, which helps prevent unnecessary alerts. Older people seem to
value very much the regular personal contact with the volunteers.
 The online platform developed is a good practice, for it allows the sharing of
information between all professionals and volunteers in a timely and user-friendly
manner. Care recipients do not have access to the information available on the
SmartCare platform, which is for the use of the health and social care actors.
However, they can access the online health records of the regional healthcare
system, which includes information from the SmartCare platform. Contrary to the
Dreaming project, where older people used the technologies themselves, in the
Barbastro site of SmartCare it is mostly the professionals and volunteers who use the
technologies to take the measurements. Given the difficulties in accessing the online
healthcare records, notably the need for a certificate and a card reader, the UAB
recommends further support for older people who wish to access and understand
their own health. The training organised by several organisations involved in the
pilot, including the Red Cross, in order to improve the health literacy of older
people, to help them understand their health, did not seem to be systematic.
 The Barbastro pilot site involves a strong personal contact and a wide range of
services adapted to the needs of the older people accessing the SmartCare service,
which includes visits to older people’s homes. The ICT solutions seem to play a more
organisational rather than direct telehealth role. The UAB agrees on the great added
value of personal contact and the comprehensiveness of the services offered. The
Aragón team informed us about the efforts they are making to obtain governmental
support and up-scale their integrated care business model to other parts of the
region of Aragón. Their business model involves integrating into the delivery of the
SmartCare service the strongest care providers in a given geographic area, either
public organisations (e.g. the regional institute of social services) or private
organisations receiving public subsidies (e.g. Alzheimer Association). These
contribute to SmartCare with the services that they can deliver through their own
means, which ensures that they can continue to deliver them even after the end of
the project. This means that the site is using SmartCare to develop new
collaborations and common work that can be sustainable.
 The UAB considers that sustainability of such a comprehensive service in the long
term and the up-scaling should be supported by a wider policy level engagement.
We learnt later that the regional health services are participating in the definition of
the new strategy for “integrated care provision to chronic patients in Aragón” with
the Department of Health and the Department of Social Services of the Aragón
Government.
 The UAB observed that informal carers seem to be relieved by the visits of the care
providers, the Red Cross in the case of the homes visited, and by the health
monitoring done. They also seem to gain peace of mind because of the access to
respite services, especially those offered by the Alzheimer Association.
 The transferability of the Aragón solution to other systems needs to take into
account a number of specific local success factors. The team in Aragón seems to be
built on long-lasting relationships between health and social professionals in a
relatively small, rural environment. In addition, Aragón benefited from the
organisational integration of health and social services, which was a facilitator for
the service development and stakeholder commitment. (Update: as of February
2016, health and social service departments were again separated following a
political change in the region.) The deployment of the same initiative in another
health and social care context, such as an urban environment, would probably take
more time, especially to build trusted relationships and common values shared
between all the professionals and volunteers involved in the process. The benefits of
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social care providers’ visits to homes in small villages where there is no permanent
public health care facility are more likely to be visible than in geographic units that
do have such facilities.

C.2

Eksote, South Karelia (Finland)

Users' Advisory Board’s deployment site visit
18th February 2015, Eksote, South Karelia (Finland)
General report
Structure and aims of the visit
Members of the Users Advisory Board (UAB) led by the European Federation of Nurses (EFN)
met on 18th February 2015 at the deployment site in Finland, South Karelia Health and
Social Care District, and visited Eksote, the Health and Social care District that provides
health services, family and social welfare services, and services for the elderly, in nine
municipalities of South Karelia. The services target to promote patients’ wellbeing, health,
ability to function, and working capacity with high-quality, cost-efficient and flexible
services. The service enables better co-operation of the different social and health care
provider organisations operating under the auspices of Eksote. Both social and health care
staff use the SmartCare infrastructure to support their care workflows. The objective of
the visit was to gather views, experiences and lessons on the implementation of integrated
care from a user perspective for the final UAB deliverable D8.5, which will reflect the
lessons learned in all visits and will serve as one of the legacy deliverables of the project,
in order to help future deployments of ICT-supported integrated care. This work will also
constitute UAB’s input to D9.3 Guidelines for deployment, one of the key deliverables in
SmartCare.
The visit was attended by the following UAB members:
 Paul De Raeve, European Federation of Nurses.
 Oldrich Stanek, expert on long-term care who belongs to AGE Platform Europe’s
network.
 Susanna Palkonen, informed through Walter Atzori, European Patients’ Forum.
During the visit, the UAB members shared experiences with the health professionals
involved in care service delivery. The UAB members were also invited to visit older
people's homes, and get the views from the informal caregivers’ perspective, which was a
great added value for understanding the whole process.
Overall, this was a very positive experience, with all stakeholders involved showing a great
interest and commitment to SmartCare.
Main conclusions and key messages
On the basis of the UAB discussions at the end of the visit, as well as the content of the
individual visitor reports, the resulting general key messages of the Users’ Advisory Board
are as follows:
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 The UAB members welcomed this deployment site in a region that emphasises the
importance of preventive healthcare and aims to empower citizens to take more
responsibility for their own health and well-being. The deployment site has
integrated primary and secondary healthcare, elderly care and social care in an
innovative way, with the objective to ensure equal access to social and healthcare
services to all citizens in this region, across the boundaries of municipalities.
However, they also showed us the major challenges to reflect on future designs. Yet
in an early stage of implementation, this deployment site has set in motion the
SmartCare Integrated Care Pathways adequately.
 The role of patients and carers is central to the process, and it could even be said
that they “drive the process”. The user-centred approach seems to be driving the
implementation of SmartCare, which the UAB very much welcomes.
 Implementation and service delivery mainly depends on nurses running the
healthcare system. While this is understandable because of their central role in the
delivery of healthcare, we would recommend a shared responsibility with the entire
multidisciplinary team, including the pharmacists and GPs. As the Barbastro visit
proved, all professions need to support the change for it to be successful. The UAB
also believes this is a key factor when it comes to ensuring the sustainability of the
integrated care system in the longer term.
 To enable multidisciplinarity, we recommend making the voice of all stakeholders
heard in the media. Accessing the media can be a powerful means of creating role
models and ‘champions’, which can prove very useful to encourage the participation
of other users and professionals. Although we realise the media can be a challenge,
it is also important to tell the outside world in a multidisciplinary way the good
things that the pilot is doing. In addition, external visibility can help support the
implementation of the system by motivating other professionals to get involved.
 This reform necessitates mostly advanced roles, not specialist roles. This is crucial
for the public procurement and the cost effectiveness calculations. This pilot site has
a clear business case which should be written down as other pilot sites could benefit
from it.
 The strong involvement of informal carers was the most outstanding aspect
observed by the UAB during the visit. Carers drive the process to a greater extent
than voluntary work, which is valuable but is not driving its sustainability. Therefore
the system should support, including financially, the carers. The Finnish model could
be explored more together with Eurocarers, the European Carers’ organisation
(member of the UAB), in order to learn how to embed carers into the ongoing health
system reform.
 In relation to the management of SmartCare process, UAB members underlined the
importance of qualitative aspects and the need to include more user-related items in
the evaluation process. The Finnish pilot site agreed to focus more on the qualitative
data, the story of the user, to make SmartCare fit to practice. It is important to
make sure that SmartCare delivers high quality care and real change for those people
who need support in daily life.
 On the quality of the services, it became clear they are reliable, accessible and
affordable at this stage because the public procurement was clearly negotiated. Not
all responsibility for success can come on the shoulders of the nurses; other health
and social care professionals are equally responsible for integrated care. Once all 100
cases are selected, it is important to analyse the different kinds of services offered
and the different levels of security, self-care and even complex care offered at
home, in order to better tailor the services to the real needs of each end-user. The
exchanges that the UAB had with users, including end-users, and the very positive
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experience gathered until now, which was very visible to the UAB visitors, prove that
SmartCare could be a perfect solution when adopted into the national health system
reform.

C.3

Trieste, Friuli Venezia Giulia (Italy)

UAB SmartCare deployment site visit
6th March 2015, Trieste (Italy)
Common integrated report of the visit
Agenda
9:00-9:30

Presentation of FVG healthcare / social care organisation and SmartCare
Integrated Pathways (Trieste, Cardiovascular Centre, AAS1 Health
Authority, via Slataper 9, Ospedale Maggiore)

10:00-10:30

1st Site visit (care recipient is an 89 years’ old lady who lives alone).
Trieste Microarea

11:00-11:30

2nd Site visit (74 years’ old gentleman who lives with his spouse). Muggia
(Trieste)

12:00-13:00

Lunch break

13:30-14:45

Meeting with healthcare/social care professionals Friuli-Venezia Giulia
Districts (Trieste, Cardiovascular Centre, AAS1 Health Authority, via
Slataper 9, Ospedale Maggiore)

14:45-16:00

Wrap-up meeting by UAB members (Trieste, Cardiovascular Centre, AAS1
Health Authority, via Slataper 9, Ospedale Maggiore)

16:00-16:45

UAB-FVG exchange of feedbacks

The visit was attended by the following UAB members:
 Walter Atzori, EPF.
 Silvia Gómez, EFN.
 Isabella Paoletti, AGE expert.
 Jörg Artmann, AOK.
Structures, means and resources available for the ICT solutions for integrated care
The region of Friuli Venezia Giulia (FVG) is one of the Italian regions with the highest
percentage of elderly people, with Trieste being the Italian regional capital city with the
highest median age among its population. Not only does the age profile of its population
presents the region of FVG with a major challenge to address, but it also makes this
region, and the city of Trieste more specifically, a real-life “laboratory” to test out new
services and solutions to meet the growing needs of our ever-aging societies.
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The SmartCare project in the Trieste area is built upon a strong already existing tradition
of integrated care in the community, featuring effective trust-based cooperation between
patients, informal carers, health professionals (especially nurses and specialists), as well
as social workers and volunteers.
The FVG Region Directorate for Health and Social Policies provides for the overall
coordination of and support to the local pilot sites involved in SmartCare, with the Local
Health Authority n.1 “Triestina” (AAS 1) acting as project and regional coordinator through
the General Directorate and the Cardiovascular Centre.
The whole regional health system in FVG consists of five Local Health Authorities, 20
Health Care Districts, and Social Care Services through the Social Health Integrated Care
Areas with joint past experience in integrated care and home-care. Other stakeholders
involved are third sector and volunteering associations, Informal carers, and to a lesser
extent GPs.
The design of the study consists of a local randomised study design with 200 citizens to be
enrolled by the end of the study: 100 in usual care control group, 100 in ‘new ICT
supported integrated care’ intervention group.
The target population is:
 Age >50 (inclusion cut-off for the SmartCare project).
 At least one moderate-to-severe chronic condition (HF, diabetes mellitus, COPD).
 End users with social needs (social isolation, insufficient or inadequate social or
family support, need for environmental monitoring). Identification of social frailty to
be made as per one BADL missing item.
 Signed informed consent.
It is important to highlight that the SmartCare project is implemented in FVG alongside a
major reform of the regional health and social care system.
Through SmartCare, the region of FVG aims to achieve the following objectives:
 To enhance integrated healthcare and social care through the use of new
technologies for telehealth and telemonitoring.
 To promote domiciliary care and citizen’s empowerment. People with complex
health and social needs may thus remain in their own homes and receive assistance
provided by the Regional healthcare system together with social services
(Municipalities) and with the support of the Third Sector and of formal and informal
carers.
The FVG pilot is using a platform that integrates health and social care information and
actions, treatment and care provided by health and social care professionals. The
resources mobilised for the ICT solution are drawn from the already existing service
configuration in Trieste area which focuses on a philosophy of “single point of access” to
health and social care.
A pivotal role is played by the district nurses who regularly visit multi-morbid patients with
social needs. The ICT solution effectively allows nurses to focus their immediate
interaction on those patients who need it most. District doctors are consulted during caseconferences and intervene whenever medication plans or alert levels need to be changed.
However, only a limited number of GPs are actively involved in SmartCare.
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There are different devices involved to measure oxygen, blood pressure, glucose, cardiac
monitoring, weight, etc. that immediately send the information to the platform via
Bluetooth, which reduces enormously the possibilities to enter wrong data. Some patients
also have some other devices for detection of falls, fire, etc. Alerts are set to appear when
figures are out of the normal parameters of the patient. The nurses receive the alert via
SMS to their phone. Devices seem to be very user friendly as patients, even of old age, use
them either independently or with support from informal carers. The platform of
information seems very easy to use and intuitive. There are further actions to merge the
platform with existing databases on health records.
Patients and carers can also include information and feedback directly on the platform,
but this is not very much used yet. The automatic transmission of the individual values to
the call-centre does not require additional human intervention. During the site-visit, we
were able to witness the real-time feedback process in action. A phone call was made to
alert the patient to her increased blood pressure, probably due to the excitement caused
by a multitude of visitors in her home.
The data collected by the devices are accessible to doctors and nurses as well as patients
and their informal carers through a password protected web-site. Access rights vary
according to professional role. During the site-visit, we were shown a wide range of
functions that allow for the detailed documentation of every visit, service rendered,
medication given and process step in the care process of the patients. Alert thresholds for
individual parameters can also be configured. The system entries are both list-based
(structured) and free-text entries. Informal carers have the possibility to make their own
entries / observations in the system. However, experience so far shows that this feature is
rarely used. Usage statistics for the database show that it is most actively used by the
nurses themselves. This is a clear sign that the information collected is meaningful for
their work.
FVG SmartCare project also involves the participation of a call-centre that is responsible
for providing training, operational technical support, as well as continuous and interactive
communication among all the stakeholders involved, both formal and informal.
A long-term challenge for FVG is the merging of the records systems that existed prior to
SmartCare with the SmartCare database. Management staff acknowledged the desirability
of such a fusion, but also pointed to ongoing legal challenges, in particular in terms of
confidentiality involved in data sharing among different institutions. This is an important
challenge that the local team will have to address sooner rather than later. Identifying
possible solutions at this early stage is therefore strongly recommended. Given the
situation, documentation practices currently require some values to be recorded twice, in
both the old and the new record system. Notwithstanding this, nurse motivation to
participate does not seem to have been affected unfavourably by this administrative
burden.
Management of the SmartCare process
The SmartCare pathway in FVG is coordinated and driven mainly by community nurses. The
care provided through nurses is coordinated by a care coordinator, who plays a more
managerial / administrative role. The work of nurses seems to benefit from a high degree
of professional autonomy; GPs' involvement, though very important, still needs to be
further strengthened. User recruitments are based on clear criteria for inclusion and
exclusion. Cognitive impairment or psychiatric conditions are reasons for exclusion.
Patients in situations of social deprivation or economic hardship are also eligible if
suffering from chronic conditions. This inclusiveness of the service is to be applauded.
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There are clear positive results that nurses report on the implementation of the SmartCare
pathway and the ICT used, such as more targeted care when needed, reduction of waiting
times for patients, positive management of care, less anxiety, and more safety among
patients and their families. The visit showed that thanks to the SmartCare services,
patients’ adherence to treatment and medication can be improved. The risk of acute
health events necessitating readmission to hospital also seems to be reduced thanks to the
fact that patients are regularly monitored, so that early warning signs and symptoms can
be promptly recognised and treated.
There is, however, an important factor to take into account in the deployment phase: this
is the fact that the initial engagement and education with patients in using the technology
requires extra time from the professionals. They need to go several times to make sure
that patients feel comfortable and safe when using the technology without the support of
the nurses. All this requires a significant investment by nurses and informal carers alike,
which need to be properly accounted for.
Currently there are seven nurses working in the area visited to coordinate home-care for a
total population of 20.000 people. The professionals reported benefits using SmartCare in
the way they can manage the care provided, but still, there is a very high workload due to
insufficient personnel.
Overall there is clearly a good working team spirit among the various actors involved in
delivering the SmartCare services. As mentioned above, there has been a low uptake by
GPs. The main reason behind this seems to be the lack of incentives for GPs to get on
board. Younger GPs seem, however, to be more prone to engage, while longer-practising
ones seem to have a certain resistance to change. While this does not seem to have been
a major challenge thus far, if not properly addressed, this may hamper their up-scale, and
jeopardise societal benefits in the longer run.
Involvement of informal carers
As pointed out above, integrated health and social care in the community has a long
tradition in Trieste and the FVG region as a whole. In this pilot, both patients visited were
quite independent using the devices themselves, which was really surprising considering
their age, even though the second patient, a gentleman living in the nearby town of
Muggia, was more dependent on his wife acting as his informal carer. Even more, the fact
that they were using the devices themselves seems to have a positive effect, as they are
more active and engaged in their own care. The older people we visited were clearly proud
to show us how they were able to use the devices. Their ability to use the devices and
interpret monitoring data clearly boosts their self-esteem, making them feel more
empowered as patients.
During the site visit, two types of informal care were observed. Care provided through a
neighbour focused on help with activities of daily living such as grocery shopping. The
second type was informal care provided by a spouse. For privacy reasons, it was not
possible to question the spouse in detail about her scope of support. In both cases, a
strong bond between informal carers and nurses could be observed. It can be inferred that
an exchange of information is guaranteed so that both sides can fulfil their respective
roles.
In both cases, it seemed that there were very good relationships of cooperation among the
informal carers and health professionals, notably nurses.
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Quality of service
The quality of services offered in the framework of SmartCare is very high, as
demonstrated by the high satisfaction reported by all actors involved. There is clear
evidence that older people with chronic illnesses feel more secure, being constantly
monitored, while nurses pointed out that thanks to SmartCare they are able to spend more
time dealing with acute cases, since the routine monitoring is provided by the ICT system.
All this translates into a much more effective use of staff time.
The immediate feedbacks from the two user representatives were positive without
reservations. Both stressed the increased comfort and security they felt through the realtime monitoring of their vital parameters. The avoidance of hospital admissions played a
crucial role in explaining this satisfaction. The transmission of values through the set-top
box during our visit happened without any problems. Reliability and responsiveness issues
were not raised by the users or management staff / nurses. Although no complete picture
of the system quality was obtainable, it is quite unlikely that technical reliability and
responsiveness are a problem. Otherwise, utilization and richness of records would be
different.
Additional feedback
It is very important to highlight that the principles of integrated care were already
embedded in the professional culture and within the organisation of health services in the
region of FVG.
There was already a well-established system of primary and community care, and good
trust-based collaboration between and within sectors, hospitals and community. This
means that the role of the ICT infrastructure and info-structure provided by SmartCare is
mainly to facilitate and streamline already existing well-established processes and
practices.
In our experience, that is the key of SmartCare implementation success as professionals
are already prepared to work together in an interdisciplinary team with shared
responsibilities and clear lines of collaboration. It is remarkable the way in which nurses
coordinate with the different professionals and provide the needed care. They are the
heart of the system.
Professionals reported some issues when filling in some of the SmartCare questionnaires
required for evaluation, particularly with the questionnaire on quality of life, where some
questions make the patients feel awkward and respond in a weird way.
Nurses reported that one of the difficulties in implementing SmartCare is that the project
and innovation are coming earlier than the evolution needed in society. This entails
empowerment and social responsibility in taking action in our own health; this is not yet
there in all patients. After our generation, both patients and professionals will be closer to
the use of technology, and will find it easier to trust the innovation.
A very positive aspect is that many of the patients recruited for SmartCare are living in low
socioeconomic neighbourhoods of the region, and patients have difficulties in getting to
the health centres. The implementation of SmartCare is giving them a good opportunity to
be better care for.
A key factor behind the success of the services provided in FVG in the framework of
SmartCare is also the regular active involvement of all actors in designing the services in a
way that does not undermine patient safety and mutual trust among the actors concerned.
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This was really appreciated by the UAB representatives, who strongly invited the local
team to document and highlight how users have been involved in shaping the services.
The visit in FVG also showed that while the devices and the ICT infra- and info-structure
play a key role in enabling continuity and providing seamless health and social care, the
regular human and in-person interaction and communication provides the real “glue”. The
FVG pilot showed once more the importance of maintaining human interaction in
delivering health and social care, and that ICT can never fully replace the in-person
patient-carer relationship.

C.4

Odense, Southern Denmark

Users' Advisory Board deployment site visit
Odense, Nyborg, Svenborg (Southern Denmark), 3rd June 2015
General report

Agenda
Visit started at 09.00 in Health Innovation Centre of Southern Denmark (Forskerparken 10)
09.00

Presentations of the SmartCare service and setting:
- General presentation of the Danish HealthCare System and agreements
- Presentation from Odense University Hospital and their participation
- Presentation of the RSD SmartCare service and background
- Presentation of the evaluation design in RSD

10.15

Refreshments

10.30

Workshop / meeting with patients, healthcare providers and social care providers
(in the living lab set-up)

11.15

Group discussion with all participants

12.30

Lunch with all participants

13.00

Visit to patient’s home (transport 30 min, visit 45 min, transport 30 min)

14.45

Refreshments

15.00

UAB discussion and feedback

15.30

End of visit

The visit was attended by the following UAB members:
 Brigid Barron (Eurocarers)
 Silvia Gómez (EFN)
 Maude Luherne (AGE)
 David Sandbach (AGE expert)
 Walter Atzori (EPF)
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UAB reflections on our visit to Southern Denmark
The essence of Danish Healthcare transformation is to keep patients out of hospital while
ensuring high quality standards in delivering healthcare services to patients / citizens.
Denmark has the shortest average EU admission time per patient at 4½ days. eHealth
seems to have been quite instrumental in achieving this.
The Region of South Denmark has a long tradition and good track record of development
and implementation of eHealth services. This effort has traditionally relied on a mature
electronic health record (EHR) system. Although hospitals, GPs, and healthcare centres
have their own EHR system, these are fully interoperable.
The core technology used in SmartCare is a software system (Shared Care Platform) which
allows record keeping in real time by a variety of authorised health personnel and citizens
themselves (although the usage rate is very low at this stage). The Shared Care Platform
can be accessed by Internet on home computers, iPads and mobile telephones. The Shared
Care Platform was first introduced and used in Svendborg Hospital, and is now available in
other two municipalities in the framework of the SmartCare project.
The Shared Care Platform is structured according to different disease profiles, e.g. heart
diseases, COPD, diabetes, etc. This approach drew on the existing Danish guidelines on
chronic diseases that have a disease specific approach. The Shared Care Platform is
already developed to handle and support co-morbidities. The development is ongoing, and
will include more and more relevant disease areas.
Thanks to this platform, the healthcare personnel involved in this pilot at regional
(hospital) and municipal (rehabilitation centre) level have created a “virtual community of
practice” in order to improve the management of care given to individuals living in the
community.
The professionals involved in the Danish SmartCare pilot are very eager to participate and
see a real added value to the system in terms of enhancing quality of care for patients /
citizens. They feel they can now bank on more comprehensive access to all relevant
patient data which facilitates decision-making while significantly improving disease
management and patient care. Among the professionals involved, nurses are in charge of
recruiting the patients to be enrolled in the pilot, and are also in charge of coordinating
the care they receive at the municipalities.
As a result of the introduction of the Shared Care Platform, we were informed by the
professionals participating in the pilot project that there is a positive trend towards
changing practices and closer cooperation among those involved in the patient’s care. For
example, the nursing personnel on the Cardiac ward changed their way of working and
recorded a rehabilitation plan with patients via computer terminal rather than filling in a
paper document. In the rehabilitation centre at Nyborg, nurses also changed their method
of accessing and recording data by using the Shared Care e-Document post patient
discharge from the Cardiac Unit.
However, taking into account the fact that the SmartCare pilot is focusing on developing a
single entry point of access for health data, and the already widespread availability of
telehealth and telemonitoring services in the country, the Shared Care Platform project,
as it stands now, does not seem ambitious enough. The system will benefit from adding the
automatic transmission and recording or telemonitoring from home of patient data through
the Shared Care Platform. At the moment, such data can only be entered manually by
either a professional or the patient / citizen themselves. The UAB understands that this
feature will be added to the platform in the near future, but unfortunately only once the
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SmartCare pilot period is finished. The local team clarified that the Shared Care Platform
has been developed to handle an automatic transfer of data from the citizen’s home.
Unfortunately, the devices will not be placed in the citizen’s home in the lifetime of the
SmartCare project.
Two out of the three main pillars of access to healthcare in Denmark (hospital and
rehabilitation services provided by the municipalities) are working very well with
SmartCare and are incorporating the Shared Care Platform into their daily practice.
However, the third pillar of access, the GPs, have been reluctant to use it, which means
there is a gap in the realisation of integrated healthcare. The platform has been developed
to support integrated care and the system is ready to be integrated with the GP EHRs.
However, due to the chosen disease area (heart patients) the GPs’ have not found it
relevant to participate. This is very unfortunate but the Shared Care Platform delivers
integrated care to other disease areas where the GPs are very much involved.
Health systems that are organised around or striving towards a multidisciplinary approach
to delivering primary care would be in a better position to overcome challenges from the
reluctance of a specific profession.
Despite their critical role in achieving a fully-fledged integrated care system, the
involvement and buy-in by GPs seems to be a key challenge in several pilots. The UAB
would therefore like to strongly recommend that the various pilots work together to
identify workable solutions to overcome this issue. The UAB will be happy to support this.
It is important to note that GPs are offered incentives for their participation on many
occasions, while the participation by other professionals, nurses, and social workers
remains completely voluntary. This is a process that should be revisited, as compensation
should cover those that are fully implementing the SmartCare pilots.
The absence of the local pharmacist in the Shared Care Platform was also a bit surprising,
since their professional role in monitoring medications, especially among patients who may
be subject to poly-pharmacy routines, could help to improve the pharmacological
management of the patient as part of a Cardiac Rehabilitation process. The local Danish
team pharmacists are not among the key players. The pharmacists do not play a significant
role in Denmark, and do not manage medication in the region of South Denmark. The
nurses at the hospital assess the need for medication and prescribe the proper medication.
The patient will just pick up the medication at the pharmacy. The responsibility for
prescribing medication is then transferred to the GP. Furthermore, a common medical
record (electronic) has been implemented in the region ensuring that all players from their
respective sector can view the medication prescribed for a given patient.
This also affects the professionals already involved who are taking on board all the
responsibility involved in the delivery of the care pathway.
During the visit, we did not have the opportunity to meet a patient who is using the Shared
Care Platform. We were therefore unable to see, nor speak, with any of the patients
participating in the pilot. It is therefore very difficult to draw any conclusions as to their
experiences, and it is not possible to evaluate accordingly the user involvement in the
pilot from a real experience.
Although patients and their authorised informal caregivers have full access to the health
data available on the Shared Care Platform, they do not seem to be using the service very
much at this stage. The number of active participants in the heart care programme is 12
out of a potential 300, of whom eight are male and four are female. This is a very
disappointing take-up rate.
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The usability and accessibility of the Shared Care Platform needs major improvement.
While the UAB recognises that it is already a good step forward for citizens to have access
to their full data from a single point, more effort needs to be placed on improving the
user-friendliness of the platform to ensure patients / citizens and their informal care
givers can make effective use of the information they are able to access. Making the
platform more user-friendly should also help increase the number of patients using the
system. The UAB strongly recommends that this be one of the main priorities for future
developments of the platform, and advises the Danish colleagues to organise a second user
requirements workshop.
It would also be interesting to know if there is a need to present information differently
depending on the professional background of the user, e.g. a nursing view, a doctor view
and a therapist view. Further to the visit, the local Danish team clarified that the latter
has already been done. The nurse at the hospital has a different view than e.g. the social
care provider.
There is a good level of cooperation and integration across different healthcare
professionals who work at the hospitals. GPs and possibly community pharmacists should
start using the Shared Care Platform, otherwise the care pathway is not continuous. It is
also very important that during our visit, the interaction between the health professionals
and social care providers was unclear. Although the pilot figures show many social care
professionals involved, it is not clear how the services work from their perspective.
The local Danish team clarified that in their region the social care provider organisation is
the municipality. As the social care provider organisation for this specific disease area is
mainly responsible for rehabilitation, they see no issue in having the rehabilitation centre
as the main social care provider. If another disease area initially had been chosen, it could
have been relevant to include e.g. community nurses. However, as the heart patients do
not seem to be in great need of visits from a community nurse, it did not make sense to
include them in the SmartCare project. Rehabilitation is very important for citizens with a
heart condition, and there is interaction between the social care providers in the
municipality and the healthcare providers at the hospital. This is now ICT supported by
the Shared Care Platform, and there is an integration and sharing of data.
Currently, the focus is on the medical treatment of patients with certain chronic diseases
(heart diseases, diabetes, frailties, and selected mental health conditions) and pathways
have been designed to accompany them throughout their rehabilitation and follow up with
the involvement of rehabilitation service providers at the rehabilitation centres under the
responsibility of the municipalities involved in the project.
The services provided in Southern Denmark in the framework of the SmartCare project are
still in the process of delivering integrated healthcare, but at this stage, and insofar as far
as we were able to observe, we cannot speak of ICT-enabled integrated health and social
care, as no involvement of social care service providers beyond the rehabilitation services
was observed, in addition to the lack of involvement of GPs and pharmacists.
Linked to that, and as mentioned above, both the Shared Care Platform and the SmartCare
pathways have been designed around the pathology rather than the overall care needs of
the patient / citizens.
A holistic approach to delivering integrated health and social care services is more
difficult, if not impossible to achieve, with a disease-focused approach. In order to achieve
effective integrated health and social care, a comprehensive assessment of patient needs
is required, whereby the full array of needs of the individual, and not just the healthcare
needs arising from the chronic condition, are taken into account. It is important that the
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Danish pilot looks into ways where social services are fully integrated in the design and
delivery of the SmartCare pathways, and that social workers have access to the platform
allowing them to work synergistically with the healthcare team coordinated by the
hospital.
The UAB appreciated the recognition of the role and the critical contribution of the family
carers in designing the care journey. This is a prerequisite for an effective collaborative
working partnership with professional service providers, involving listening to the concerns
of family carers, and a provision of adequate information and recognition of their need for
support.

C.5

Kraljevo (Serbia)

Users' Advisory Board deployment site visit
Kraljevo (Serbia), 17th September 2015
General report

Agenda
Arrival at Kraljevo: 16th September evening. Night at a hotel in Kraljevo.
08:00-14:00

Visits and meetings with users

08:00 – 9:30

Visits to older people’s homes
Participants divide in two groups to visit separately, in parallel, the homes of two
end-users

10:00 – 11:00

Visit and discussion with social care professionals at the Centre for Social Work
Kraljevo

11:30 – 14:00

Visit and discussion at the Health Centre Kraljevo
SmartCare system presentation and demonstration of joint care provision.
Discussion with nurses, doctors ICT experts and site leaders

14:00 – 14:30

Discussion on the results of the visit among Users’ Advisory Board’s members

15:00

Lunch

16:00

Departure to Belgrade
Arrival to Belgrade at around 19:30

The following UAB members took part in the visit:
 Borja Arrue, AGE Platform Europe (leader).
 Silvia Gómez and Paul De Raeve, European Federation of Nurses (EFN).
The UAB was also joined by Matteo Apuzzo, coordinator of SmartCare.
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Structure and aims of the visit
The visit of the Users' Advisory Board (UAB) to Kraljevo (Serbia) took place 17th September
2015. It was preceded by a preparatory call on 7th September with Marija Latifovic, coleader of the deployment site, on the basis of an introductory briefing prepared by the
UAB, which contained some key data about the means and structures of the pilot. During
the call, UAB members, both those taking part in the visit and others who could not join,
had the chance to clarify some issues. These included, among others, questions about the
health and social care services involved, the training organised for users, the ICT tools
developed, the possibility of including hospital care and an alarm system, and the role of
informal carers. The clarifications provided by Ms Latifovic proved very useful for the
members who could not attend, and especially for the UAB visitors, who could get a
clearer prior picture of the site.
The visit to Kraljevo on 17th September was the fifth UAB visit to a deployment site, and
the lessons learnt will fit into both the final UAB deliverable on the user perspective in the
deployment of ICT-enabled integrated care (D8.5) as well as the guidelines for deployment
(D9.3). During the visit, and as for all the other visits, the UAB looked into the following
aspects.
 Structures, means and resources available for the ICT solutions for integrated care.
 Involvement of informal carers.
 Management of the SmartCare process.
 Quality of service.
 Any additional issue.
The main outcomes of the visit were the following:
 A general report with key messages drafted by AGE (leader of the visit) with the
contributions of all UAB visitors (this report).
 Individual reports drafted by each UAB visitor.
The agenda was agreed between AGE, leader of the visit, and the leaders of the Kraljevo
deployment site. It was built on the basis of both logistical issues and UAB’s need to meet
and talk to all users involved in the project. Deployment site leaders greatly facilitated
this task by very generously offering visits to both social and health care services and the
homes of older people.
The day started with two parallel visits to two older people’s homes. One of them was
receiving more health support at home, and the other one had mainly social difficulties
linked to a loss in autonomy. UAB members also had the chance to meet health
professionals and carers visiting the homes, and got to know the way the smartphone
application is used. The role of informal carers (family members, neighbours) was also
discussed. The visits to the homes offered valuable information on the level of satisfaction
of older users and their social context.
The visit continued with a meeting with the director and other managers of the Centre for
Social Work Kraljevo, who explained in detail how SmartCare has changed the way they
work. They placed the service in the wider local demographic context, and they also
explained the delivery of social services in Kraljevo, including the way care plans are
established whenever a person in need of support enters into contact with the Centre.
Once the scene of the overall demographic, social and institutional context of Kraljevo had
been set, the UAB could better understand how SmartCare was changing the delivery of
care and the coordination between services.
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After the Centre for Social Work, the UAB visited the Health Centre, where they met with
nurses, doctors and the local person in charge of ICT. During this discussion, UAB members
could understand how SmartCare is changing the way of working and the obstacles that the
leaders still face to integrate health and social care.

Figure 4: The UAB and the leaders of the Kraljevo site at the entrance of the Centre
for Social Work Kraljevo
Main conclusions and key messages
On the basis of the discussions held at the end of the visit, as well as the content of the
individual visitor reports, the resulting general key messages of the UAB are as follows:
 The ICT solutions implemented by Kraljevo are transforming the delivery of care in
a very positive way. The need for professionals of both health and social care to
better coordinate is now being made much easier and more efficient thanks to the
shared portal and the application developed by the site. These tools have been
designed taking into account the real needs of users, and the site leaders proved to
be extremely responsive and flexible in adapting them to the ever evolving needs of
all professionals. The SmartCare platform has been integrated module by module in
the ICT portal of the healthcare services, which allows healthcare professionals to
use it very easily, without feeling dramatic changes. This flexibility and adaptation
to the needs of users is a remarkable feature of the ICT elements of the site that
needs to part of any future deployment of ICT-enabled integrated care.
 Integrating health and social care was already felt as a need by both health and
social care professionals before the implementation of SmartCare, both as a way to
ensure the quality and continuity of care, and also because of the limited financial
and human resources available, which required working in a different way. The
adoption of the ICT tools therefore counted on their strong motivation and
involvement. All users met showed their satisfaction with the service, and confirmed
that there have been gains in terms of the efficiency of the care delivered, as well as
the quality of the coordination and organisation between and within organisations.
This shows the importance for any future deployment of integrated care to build on
the needs of all users, and show them clearly how it can contribute to resolving real
everyday issues regarding care delivery.
 Taking into account the lack of electronic records until recent times, and the very
traditional way in which social and health care used to coordinate, the creation of a
shared ICT platform allowing them to share information is a big step towards the
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integration that the UAB values very much. However, the UAB would like to highlight
three important challenges regarding the comprehensiveness and the inclusiveness of
the service, which should direct further steps in the near future:
o Vertical integration of healthcare services is an essential step in order to
ensure the person-centeredness that needs to characterise the delivery of
integrated care. Currently, only the health centre (primary care) is part of the
service: SmartCare is focused on supporting the care recipient outside the
hospital setting; deployment has therefore focused predominantly on
integrating primary and social care services, and providing mechanisms to
support effective information sharing between the different practitioners
involved. Regarding the hospital, the platform includes information on the
situation of the person at the point of admission and discharge. Additionally,
the SmartCare team included in the system a document called “Nurse list”
which follows the patient throughout the hospital stay; previously, this was in
pen and paper form. The UAB considers that future developments of the site
should focus on including the hospital in the SmartCare platform in order to
ensure full vertical integration.
o While older people and their carers, doctors and social workers can enter
information into the platform and/or view it, nurses explained that they are
unable to enter or see information themselves. They added that they feel
they could play a very important role along the care pathways, not only
regarding healthcare, but also social care. In routine care, the home-visiting
doctor and nurse visit the care recipient at home and assess their health
problems; the doctor will take vital signs, etc., and the nurse will deliver other
nursing-related interventions. Nurses also deliver ongoing interventions to the
patient in their home as agreed in their care plan. However, where a care
recipient is also telemonitoring, the nurse is unable to access the vital signs
measurements in the SmartCare platform due to the current legal framework in
relation to the confidentiality and security associated with sharing information
within Serbia. The UAB perceived that the care recipient would often be happy
to share the telemonitoring information with the nurse during a home visit.
However, this is not possible under the current legal framework. Given the
central role of nurses in the delivery of care and their capacity to bridge
health and social care, the UAB hopes that legislation will adapt in order to
facilitate integration. The UAB encourages the Kraljevo team to highlight this
need in their dialogue with policymakers.
o The inclusion of an alert system, that would activate whenever an unusual vital
sign is introduced, would be an interesting future development for the Kraljevo
site. Currently there is no such feature due to the complexity of developing a
reliable algorithm; however, if reducing unnecessary admissions is one of the
objectives of integrated care and better health monitoring, implementing such
functionality might be a useful element, particularly when it comes to proving
the cost-effectiveness of the service. Such an enhancement would
complement the Message Dispatch System and reminder functionality that has
already been implemented in the site. The inclusion of an alert system in other
sites, especially Barbastro, could be a useful reference.
 Regarding the needs of old people / patients, visits to homes by health professionals,
social carers and, more regularly, paid carers or domestic workers referred to as
“gerontologists” seem to ensure a good follow-up of the health and social conditions.
We could also see the central role played by informal carers, who can also introduce
information through the smartphone application. However, the UAB could see to
what extent loneliness is still felt as a real issue by the older people taking part in
SmartCare. This confirms the importance of personal contact and how ICT tools and
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telemonitoring in general cannot replace face-to-face communication in the delivery
of care. Instead of being a way of limiting the need for personal contact, integrated
care should be part of a wider policy approach enabling older people to not only live
longer, but also better. Favouring independent living does not only mean reducing
unnecessary healthcare and limiting the number of admissions, but also ensuring
that older people can effectively interact in their social environment and enjoy
good housing conditions and accessible urban environments. While this goes far
beyond the scope of SmartCare, it is important not to forget that a real change for
older people means improving their quality of life through both good care delivery,
that needs to be achieved through integration, and combating isolation and neglect.

C.6

Scotland (United Kingdom)

UAB SmartCare deployment site visit
6th October 2015 - Scotland
UAB General Report
Johnstone Town Hall, 25 Church Street, PA5 8DU
Tuesday 6th October 2015, Scotland
Renfrewshire, Glasgow
Agenda
Time
09:30 – 10:00

Item
Arrival at Johnstone Town Hall
Welcome and Greetings
Introduction
Outline of Day

Who
Marlene Harkis, Programme
Manager & Moira Mackenzie, Head
of Service & Strategic Leads

10:00 – 12:30

Site visit to a SmartCare User in their home

Local officer will accompany UAB
and provide transport

12:30 – 13:30

Co-Design User Group Session

PHF Co Design Group & UAB
Members

13.00 – 13:30

Lunch

Working Lunch

13:30 – 15.00

Health and Social Care workers, Third
Sector, Independent Sector

Staff Session

15.00 – 16.00

Discussion among the UAB members and site
leaders – agreement of key conclusions from
the visit

Brigid Barron, Eurocarers
Walter Atzori, EPF
David Sandbach, AGE Expert
Paul De Raeve, EFN
Silvia Gomez, EFN

16.00

Departure to Airport
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Structure and aims of the visit
Members of the UAB met on 6th October 2015 in Scotland and visited the SmartCare
Scottish deployment site in the different areas of Clyde Valley, Ayrshire, and Arran.
The objective of the UAB visit was to gather from the users’ points of view the state of
implementation of the SmartCare Integrated Care Pathways, the challenges and
opportunities, and the benefits or difficulties that the users have in their daily practice
while implementing SmartCare.
There was a preparatory call on 1st October with Marlene Harkis, Programme Manager of
the deployment site, on the basis of an introductory briefing prepared by the UAB, which
contained some key data about the means and structures of the pilot. During the call,
Marlene Harkis presented the key features of the implementation of SmartCare in
Scotland. UAB members taking part in the visit and others who could not join the visit had
the chance to ask some questions. These included, among others, questions about the
target population, the integration with existing health and social care records, evaluation
of effectiveness, and the involvement process of the co-design users group.
The visit to Renfrew on 6th October 2015 was the sixth UAB visit to a deployment site, and,
as with all the others, the observations made will fit into both the final UAB deliverable on
the user perspective in the deployment of ICT-enabled integrated care (D8.5), as well as
the guidelines for deployment (D9.3). During the visit the UAB looked into the following
aspects.
 Structures, means and resources available for the ICT solutions for integrated care
 Involvement of informal carers
 Management of the SmartCare process
 Quality of service
 Any additional issue
The main outcomes of the visit were the following:
 A general report with key messages to be drafted by EFN (leader of the visit) with
the contributions of all UAB visitors.
 Individual reports, to be drafted by each UAB visitor (following in this document
after the general report.
The following UAB members took part in the visit:
 Brigid Barron, Eurocarers.
 David Sandbach, expert for AGE Platform Europe (AGE).
 Walter Atzori, European Patients’ Forum (EPF).
 Paul De Raeve and Silvia Gomez, European Federation of Nurses (EFN).
The agenda was jointly prepared by the leaders of the Scottish deployment site and the
EFN, and agreed by the UAB members by email. Deployment site leaders organised all the
logistics related to the organisation of the home visits and the meeting facilities in
Scotland.
The day started with five parallel visits to five SmartCare users’ homes. UAB members had
the chance to meet with the end users. Staff from the local health and social care
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partnerships accompanied the UAB members to the visits. No health or social care
professional were met at the users’ homes.
The visit was very useful for the UAB to understand the objectives of a deployment site
that is focused on falls prevention as the key strategic approach taken for deploying
SmartCare. Scotland has a national falls framework for the rehabilitation and prevention.
It promotes integrate pathways and self-management. There is a shared platform (Living it
up) accessed by the care recipients, professionals and the third sector) with digital tools to
record the information, contacts and visits of the patient, with access to health and social
care records available in the region, with videos and advice on rehabilitation (active and
great involvement of the physiotherapists) and with a self-assessment tool on falls
prevention.
The visit continued with two meetings, first with the Co-design Users Group and with
Health and Social care workers involved in SmartCare. This was a great opportunity for the
UAB to perform a reality check, making sure what is written theoretically in deliverables,
is also observed in practice. We are therefore extremely grateful for the openness of all
the people we met during the entire day.
Before the end of the visit, the UAB members shared their impressions, discussed and
agreed on key common recommendations that summarise the main impressions gathered
during the visit.
UAB general reflections on the visit to Scotland
There was clear and systematic stakeholders’ engagement in the design of the SmartCare
services in Scotland. There is a clear new model of governance where the industry and
technological side meet on equal terms with the health and social care systems and the
end users of the services (patients, professionals and carers). This is a unique feature from
the Scottish pilot, and has contributed positively to ensuring the SmartCare tools represent
what end users need. The UAB members saw that there have been different iterations, and
that there has been a formal exchange of views into the design of a collaborative platform.
This had a very positive effect in the culture change that was seen within the members of
the co-design user group. We highly recommend Scotland share this unique achievement
with other pilots.
The Living it Up (LiU) platform allows the inclusion of information from different sides.
The introduction of local community information relies on the local staff, care recipients,
and third sector working with the LiU team. Although it is a good tool for information
purposes (rehabilitation videos, services available) and self-monitoring (diary tool) for care
recipients and eventually family carers, it is a tool that is not embedded within the health
and social care system database. Professionals can have access to it when the care
recipient allows them to do so. The system now integrates with the CM2000 platform and
accepts files from the SWIFT system to share care recipients' health and social care
information. The platform does not yet communicate information back to the health and
social care team. In Scotland, many teams are now integrated across health and social
care. They are co-located and have a single manager. Scotland has a complex variety of
electronic records in the each of the seven local areas. It is very challenging for SmartCare
to link to all of the records available, but this will be streamlined through the
implementation of the integration of health and social care.
In relation to health and social care professionals’ involvement, there is a notable
participation of professionals and staff working in the area of falls recovery and prevention
who are also very empowered and active in the culture change and person centred
approach to falls prevention. However, GPs have been a difficult group to engage with.
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The site indicated that this was not unique to SmartCare; time restraints and competing
priorities can often make it difficult for GPs to engage fully in local initiatives. Social work
staff, including telecare staff and home care team, were very involved in recruiting people
to SmartCare and contributing to the co design.
There is a wide variation between the users visited. It was noted that users who were more
active in their self-management overall were making a good use of the platform and found
it very useful. These users were digitally literate, and it was a tool to keep their
information saved, to keep their appointments, to get information about exercises that
could be done at home, and services and other social activities that are available in their
surroundings. They could also share this information with the professionals involved in
their care and their informal carers. However, in two out of five visits, the care recipients
found using technology more challenging and needed support to use the platform; their
level of self-management was also limited. Some care recipients are taking longer than
others to become comfortable with using digital tools to manage their health and social
care.
Although every site has their own requirements and implementation strategies, the UAB
members would welcome a more active exchange of information between the different
SmartCare deployment sites, as we believe that there is a lot of knowledge and different
organisational ways of working that can help future changes in the regions concerned.
UAB members thanked the Scottish colleagues for the opportunity to visit them and learn
what was happening in daily practice. The visit showed a good potential for change in
terms of improving health and social care services in Scotland. In order to fully capitalise
on the achievements made thus far, the views and experience of all users, i.e. patients,
informal carers and professionals, especially nurses and physicians, need to be elicited and
recognised right from the outset. More efforts should go into the involvement of GPs,
nurses, and social workers, and into the implementation of the services, as well as into
further development and implementation of electronic health and social care records. The
UAB believes that by doing so, Scotland could move from a pilot exercise to large scale
real integration in the care delivery process that would be enriched by the selfmanagement tools.
The Scottish colleagues pointed out, in a follow-up teleconference, that the SmartCare
work is indeed being recognised as a significant building block in Scotland, and has already
been adopted by four other regions in addition to the seven existing regions. They
highlighted that they currently have approximately 5,000 service users benefitting from
the SmartCare project and hope to meet the target of 10,000 as a result of the project
having been extended until mid-2016.

C.7

Attica (Greece)

UAB SmartCare deployment site visit
th

29 October 2015, Palaio Faliro, Greece
UAB General Report
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FINAL AGENDA
th

Arrival to Athens: 28 October evening, stay at Hotel Coral, Palaio Faliro
Visit: 29th October, 2015
Departure: 30th October, 2015
08:30 – 14:15

Visits to home and other venues, meetings with users, caregivers, professionals
(especially nurses) and policy makers

08:30 – 09:00

Welcome session and coffee, Town Hall of Palaio Faliro, European Programmes Office
by Deputy Mayor Mr. Ioannis Fostiropoulos, Local Coordinator Mr. Anastasios Rentoumis

09:00 – 09:45

1st visit: Patient’s home. Demonstration of the use of Vidame app on the tablet, use of
telehealth equipment, short discussion about project and how needs are covered with
patient, caregiver and nurse.

10:15 – 11:30

2nd visit: 4th Open Centre for the Protection of The Elderly, Agios Dimitrios. Welcome
by Deputy Mayor. Demonstration of use of Vida24 app by a patient. Short discussion
about project and how needs are covered with patient, caregiver and nurse.

12:00 – 12:45

3rd visit to Municipal Health Centre of Alimos. Welcome by Deputy Mayor.
Demonstration of use of Vida24 app by a patient. Short discussion about project and
how needs are covered with patient, caregiver and nurse.

12:45 – 13:00

Coffee Break

13:15 – 14:00

Visit at Iatriko Palaiou Falirou Medical Centre. Discussion with Diabetologist, Social
Worker, Dietician and Care Coordinator. Presentation of the Vida24 Platform and the
Vidame app and its use by the Integrated Care Team in the Hospital Pathway.

14:15 – 15:00

Town Hall of Palio Faliro. Discussion among UAB members and site leaders / policy
makers. Agreement of key conclusions from the visit and steps to be taken in the
future.

15:15 – 16:30

Lunch

18:15 – 20:30

Event at the Town Hall of Palaio Faliro where patients and caregivers will talk
about their experience with SmartCare Services

The following UAB members took part in the visit:
 Borja Arrue, AGE Platform Europe (AGE).
 Walter Atzori, European Patients’ Forum (EPF).
 Paul De Raeve and Silvia Gomez, European Federation of Nurses (EFN).
Structure and aims of the visit
Members of the Users Advisory Board (UAB) from EFN, EPF and AGE met on 29 th October
2015 in Athens and visited the SmartCare Greek deployment site in Palaio Faliro. The
objective of the UAB visit was to gather from the users’ points of view the state of
implementation of the SmartCare Integrated Care Pathways, the challenges and
opportunities, and the benefits or difficulties that the users have in their daily practice
while implementing SmartCare.
There was a preparatory call on 27th October with Anastasios Rentoumis, Local Coordinator
of the deployment site, and Anastesia …, the nurse Care Coordinator of Palaio Faliro.
During the call, Anastasios explained the key features of the implementation of SmartCare
in Greece; UAB members (EFN and AGE) and Mayte Hurtado (SmartCare coordinator) had
the possibility to exchange views on the visit. These included, among others, questions
about the target population, the service deployed, the need to prioritise on diabetes as a
public health issue in Greece, and some issues with the public procurement that made
them start the pilot later than expected (June 2015).
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The visit to Greece on 29th October was the seventh UAB visit to a deployment site, and, as
all the others, the observations made will fit into both the final UAB deliverable on the
user perspective in the deployment of ICT-enabled integrated care (D8.5) as well as the
guidelines for deployment (D9.3). During the visit, as for all the other visits, the UAB
looked into the following aspects.
 Structures, means and resources available for the ICT solutions for integrated care
 Involvement of informal carers
 Management of the SmartCare process
 Quality of service
 Any additional issue
The main outcomes of the visit were the following:
 A general report with key messages drafted by EFN (leader of the visit) with the
contributions of all UAB visitors.
 Individual reports drafted by each UAB visitor.
The agenda was jointly prepared by the leaders of the Greek deployment site and the EFN,
and agreed by the UAB members by email. Deployment site leaders organised all the
logistics related to the organisation of the home visit and the visits to the Open Centre for
the Protection of the Elderly in Agios Dimitrios, the Iatriko Palaiou Falirou Medical Centre,
and the visit to the Town Hall of Palaio Faliro.
The day started with a home visit to a SmartCare user. UAB members had the chance to
meet with the end user and her carer (her son). Members of the deployment site team
management (the local coordinator, the care coordinator and the diabetologist)
accompanied the UAB members on the visits. Other nurses, diabetologists and social
workers were met during the other visits to the health centres. Many more users came to
the different health centres to explain their experience in using the vida24 platform and
how the implementation of SmartCare in Greece was a very positive experience for them.
The final visit took place at Iatriko Palaiou Falirou Medical Centre where the UAB members
aw the second SmartCare pathway, for discharge. The nurse care coordinator and the
diabetologist included a patient that had just been discharged from the hospital into the
SmartCare pilot, and explained the information about the pilot, inform consent, etc.
The visits were very useful for the UAB to understand the objectives of a deployment site
that is focusing on diabetes as the main political option taken for deploying SmartCare,
fostering the capacity and possibilities of self-management. There is a platform called
Vida24 accessed by users and professionals. There are different interfaces, one for the
professionals (more complete), and the interface for the end users. The platform allows
the monitoring of blood pressure and glucose, health information, contacts and visits to
the patient, and the inclusion of different goals, established by the professionals together
with the patients and carers. These goals relate to nutritional information, reminders and
physical activity.
After the visits, the UAB members had a telephone conversation with the staff involved in
the development of the Vida24 platform. That conversation was not scheduled in the
agenda, but the UAB members felt it was necessary to better understand the development
process of the platform. After that, members of the UAB met privately to agree on five key
conclusions / recommendations of the visit. These conclusions were shared with the site
leaders. The day finished with a final debate with the site leaders, the UAB members and
10 end users of the SmartCare platform. That final event was very helpful; the users
exchanged their views on the positive aspects of SmartCare in Greece, how the system has

Public

Page 66 of 71

v1.0, 1st April 2016

D8.5 Users' Advisory Board report on visits to the
deployment sites

been useful to manage their condition, and their recommendations for improvement. All
agreed that it has been a positive experience in their care and they wish to continue
having access to such a system.
The UAB members shared their impressions, discussed and agreed key common
recommendations that summarise the main impressions gathered during the visit. The key
points are the following:
 UAB members agreed on the positive and strong inter-professional collaboration that
is present in the Greek SmartCare pilot. Diabetologists, nutritionists, nurses, social
workers, etc. are doing their best to provide better care and improve the system
with the tools they have. This technology and the SmartCare project have enabled
them to develop a real teamwork which has a positive impact on their daily work.
 UAB members welcome the roles of the professionals in SmartCare, especially the
involvement of nurses as care coordinators. However, to make the system more
available to a wider population, more nursing support is needed. Integrated care is
about including and coordinating health and social care but also about covering the
holistic care that patients need. The current platform has focused on diabetes as this
is a very important public health issue in Greece. Although this first step is
welcomed, future efforts should look into a more patient centred approach and to
tackle other needs that patients may have, especially within a context of comorbidity. At this stage, for example, the information collected from social workers
is targeted to the diabetes. It would be good to include other information, such as
housing conditions, availability of informal carers, sociability, support, etc. This
information needs to be shared between the different professions and the patient
and family carers should take up a leading role. Therefore, in the light of increasing
the patient centred approach, it would be good to explore the possibility that
patients and the family carers interact more actively with the platform, enabling
them to make decisions on managing their healthcare, and also having a say on who
has access to the patient’s information. Integrated care is continuity of care for the
benefit of patients and their carers.
 UAB members feel that due to the chosen selection criteria, patients are quite
independent already. They have a situation that is not critical. The system might not
be applicable to patients that are in a more complex situation of frailty, for whom
care should probably have a stronger social care component than the one currently
offered. Also, from a holistic point of view, it would be good that the platform allows
the inclusion of information of other co-morbidities. The role of informal carers is
remarkable but the system has to take into account that their tasks can be
overwhelming and that they need to be adequately supported, for instance through
respite facilities and services. The upcoming support groups that will be organised in
the future are very welcome in this regards.
 From a technological point of view, although the platform developed is already a
very useful tool, the UAB members feel it has taken a top down approach. As it is
only when using the platform when users realise of the real needs, it is important
that a continuous dialogue and collaboration is established between the IT
developers, the municipalities and the users, to improve the platform and to make it
even more targeted to users’ needs. This will reinforce the adherence to the system
and its further promotion and use. The example of the co-design user’s group in the
Scottish pilot could be used as a reference for this. Furthermore, as internet is not
available everywhere in Greece, other systems of connectivity should be looked at in
order to make sure that there is a continuous channel of communication between
users and professionals. Also, in terms of the design of the platform, the system
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could include a two way communication system where the patient and the
professionals could communicate directly through messaging or chats.
 UAB members recognise that there is a need to work further on sustainability, which
also constitutes an important challenge for other sites. Professionals and users are
extremely engaged; it would be a pity if once SmartCare finishes, eServices are no
longer available to them. There is a need to support politically the sustainability, so
the people can continue having this support that they highly appreciate. The project
so far has strengthened young professionals and patients and informal carers in a new
way of healthcare delivery; this should be acknowledged and further promoted.
Some mechanisms should be put in place to protect patients, carers and professionals
to make sure they can continue with the system. Municipalities should look at
bringing sustainability to the project and support from the European Union; the use
of European Structural and Investment Funds, such as the European Social Fund,
could be explored in order to continue the support of proven and positive
experiences such as SmartCare in Greece.
UAB members thanked the Greek colleagues for the opportunity to visit them and learn
what was happening in daily practice. There is good potential for change, and it is
important that these positive developments continue to be supported.

C.8

Tallinn (Estonia)

UAB SmartCare deployment site visit
2nd February 2016, Tallinn (Estonia)
Common visit Report
Programme of the UAB Visit
Time

Subject

09:00

Welcome and coffee

09:30

10:30

Speaker

SmartCare in Estonia
Background, implementation in Estonia, results and
perspective

Marko Parve, ETCH
Doris Kaljuste, ETCH
Raivo Allev, Tallinn City
Social Welfare and Health
Care Department

Workshop
Meeting with representatives of health and social care
workers involved in the project

All

13:00

Lunch

14:00

Home visits
Two groups visit care recipients at their homes

15:00

Back to the hospital, coffee

15:20

UAB debriefing

UAB

16:00

UAB feedback and discussion

UAB
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General context
In Estonia, SmartCare addresses older people living in Tallinn, the capital. A little over 30%
of the population of Estonia resides in Tallinn (434.426 citizens), and it is an important
political, economic and cultural centre. The average age of citizens in Tallinn in 2015 was
41 years; approximately 157,000 citizens were over 50 years old.
SmartCare involves the Tallinn City Social Welfare and Healthcare Department and the
East-Tallinn Central Hospital (ETCH), which is one of Estonia’s largest central hospitals,
with excellent competence centres and specialised units and a wide range of treatment
services. It has seven clinics: the diagnostics clinic, internal medicine clinic, eye clinic,
women’s clinic, surgery clinic, rehabilitation clinic and nursing clinic. ETCH has 383
doctors and total of around 2.363 staff, with 630 beds.
Tallinn City Social Welfare and Healthcare department’s main tasks are to maintain and
improve the quality of life of the people living in Tallinn and their ability to function and
participate in society. Also to coordinate and organise the provision of health services,
national health protection, health promotion and social welfare through municipal
companies, municipal institutions, legal entities under private law, and sole traders.
All healthcare providers are independent entities operating under private law. Family
physicians operate as private entrepreneurs or salaried employees of private companies
owned by family doctors or local municipalities. Most hospitals are either limited liability
companies owned by local governments, or foundations established by the state,
municipalities or other public agencies. The remaining few are privately owned. (Estonian
Health Insurance Fund).
Social care in Estonia is currently mainly provided by relatives (98% of times). Relatives
take care of the elderly on-site, doing all the required social care activities. Relatives can
register themselves as informal carers and receive monthly salary (~25€ per month). In
other cases (no relatives, relatives living far away), the municipality will provide social
home help to the elderly.
The municipalities have different services throughout the nation. Most common services
are food and medicine delivery and cleaning. Financial support can also be provided for
transport, medicine, heating, etc. Home help can also be appointed according to the care
recipients’ needs.
In Tallinn deployment site a clinical study is carried out. During the study, remote
integrated health and social care is provided to older people living in Tallinn. The elderly
are chosen among those who are suffering from a chronic disease such as heart failure,
diabetes and/or COPD. There are two entry points for enrolment: one is a family health
centre, and the other is a hospital.
Main UAB common observations
The UAB members congratulated the Estonian team on the hard work and good progress
made so far in delivering integrated care services in the country in the framework of the
SmartCare project. The level of integration achieved is remarkable, and the commitment
of the various stakeholders from across the social and healthcare sector is not
questionable.
The visit clearly showed that patients using the SmartCare services available in Tallinn are
extremely satisfied with the services, would recommend them to other citizens, and hope
these will continue to be offered after the completion of the SmartCare project. It is clear
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that the SmartCare services provided in Estonia are contributing, in a significant way, to
self-care and patient empowerment. Patients feel more reassured of their health status,
and enjoyed the reduced unnecessary visits to the hospital as their vital conditions are
monitored remotely.
Thanks to the introduction of the SmartCare service, it is evident that doctors, nurses, and
social workers cooperate, communicate, and collaborate in a much more seamless way.
Not only do they work much more as a team in the actual treatment and care they
provide, but also in the recording of information related to the patient and the treatment,
care and social needs required.
Professionals engaged in this project are very comfortable with the SmartCare process.
They mentioned a number of benefits from the introduction of SmartCare, such as better
patient adherence to treatments and care, prevention of complications, thus a reduction
of preventable hospitalisations, better response to treatment, better monitoring and
follow up.
The UAB agreed on the following points and recommendations.
1. Need to go beyond information-sharing to allow real integration and joint decisionmaking
While the level of communication and information sharing across the healthcare and social
sector has certainly improved as a result of the introduction of SmartCare, in terms of
decision-making, professionals involved in the SmartCare process do not have a shared
responsibility, but are conscious of the need to work as a team in order to increase quality
and improve patient outcomes. They have realised the added value of the actions of
different professionals in every part of the process, and express respect for every of them.
Health and social care professionals are able to share information about the patients via
the SmartCare platform, but they still do not take full advantage of the potential
presented by such level of integration, especially in terms of enabling joint decisionmaking (see below).
2. Need for a joint assessment and care planning
The UAB agreed that the Estonian SmartCare model of integrated care would strongly
benefit from improving the level of cooperation and joint-decision making in the
assessment of the care needs of the patient. Currently the GP is the gatekeeper, the
person who carries out the assessment, and identifies eventual social care needs, in which
case the Tallinn City Social Welfare and Healthcare department is informed.
The UAB strongly encourages the Estonian team to explore the possibility to put in place
joint assessment mechanisms whereby all professionals, including the patients and their
informal care givers, are involved in the decision making, identifying needs, and defining a
care plan.
3. Need to reinforce the social component in planning and delivering integrated care
While the UAB members recognise the good level of integration achieved so far in the
context of SmartCare, we believe there is margin to reinforce the role of the social
component. The social sector should be more involved in the decision-making process,
definition and implementation of the care plan. Social care should not be seen as
“subsidiary” to healthcare, but an equally important and vital component of the
integrated care system.
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4. Accessibility of integrated care
While the UAB recognised that the patients met during our visit may not be representative
of the population involved in the SmartCare study, let alone the Estonian patient
population at large, there is a risk that the service offered could only benefit the betteroff, well-educated and health-literate segment of the population, leaving out
disadvantaged, low-income, low health literate patients, especially those living with
complex health issues (e.g. co-morbidities). Even though the self-monitoring devices and
technology used in SmartCare are not particularly complex to use, the risk that an
important portion of the population could miss out on this opportunity cannot be ruled
out. Integrated care is expected to be particularly beneficial to patients with complex
health and social needs.
The UAB would therefore like to encourage the Estonian colleagues to ensure they pay
particular attention to the accessibility of the service and demonstrate how their solution
could also address the needs of the more disadvantaged population group.
The UAB would also like to recommend, that the Estonian colleagues demonstrate how the
service they are piloting can be applicable to patients who are in a more complex situation
of frailty, for whom care should probably have a stronger social care component than the
one currently offered.
It was observed, however, that there is open communication from the professionals
towards the end-users, with the nurses being the coach, which is a very positive element.
5. Assessing the risk of task shifting
Discussions with the health and social care representatives demonstrated that the
progressive introduction of integrated care models is resulting in task and responsibility
shifting from doctors to the nurses and informal carers. This is not a problem per se, as it
is a natural evolution that is part of the changing organisational models of service provision
with integrated care and eHealth being part of that change.
However, task-shifting, if not planned and monitored carefully, can result in dangerous
developments for several professions (especially the nursing profession), including informal
carers themselves, who might not be well equipped, have the capacity, or simply not be in
sufficient number to take on the additional tasks and responsibilities without having to
compromise on quality. It is therefore extremely important to assess the impact of
integrated care on the various professions, not only in the context of the services piloted
in the context of SmartCare, but also in a longer-term perspective (assuming services are
scaled up).
6. Involvement of informal carers
Informal carers are key to the successful implementation of integrated care. Even though
we did not meet and interact with informal carers, the UAB would like to invite the
Estonian team to ensure that integrated care does not place too much burden on informal
carers. To that end, it is important to offer appropriate support to informal carers, and
ensure their perspective is properly captured by the evaluation of the SmartCare services.
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