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Executive Summary

The SHAPES project aims at building an interoperable Platform integrating smart
digital solutions to collect and analyse older individuals’ health, environmental and
lifestyle information, identify their needs and provide personalised solutions that
uphold the individuals’ data protection and trusts.

The project adopts a multidisciplinary approach to its research on active and healthy
ageing and for building an ecosystem attractive to European industry and
policymakers, SHAPES developed key and concise recommendations for integrated
person-centred care intended to support and extend the healthy and independent
living of older people in Europe.

In its deliverable D3.4, “Pan-European Integrated Care Policy Guidelines”, SHAPES
summarised the essential features of the concepts of integrated (person-centred) care
and continuity of care (chapter 2) and the key challenges and enablers of integrated
person-centred care. It provided an overview of the complexity of the topic in relation
to the perspective of the SHAPES Ecosystem (chapter 3).

With the aim of designing and delivering health and care tailored to the individuals’
needs and adapting over time and across different levels of the health and care
system, this deliverable is anchored on a human rights-based approach to promoting
a healthier and empowered population across the lifespan (chapter 4). Derived from
this approach, policy guidelines have been drawn for European policymakers to work
on governance, legislation, ethics and standards, finances, monitoring and reviewing,
workforce, and research for integrated person-centred health and care (chapter 5).
Contributions from the SHAPES project to the different domains of recommendations
have been highlighted for further reference.

These policy guidelines, adapted in their format for easy and attractive perusal by
European policymakers, will be used in the SHAPES event at the European
Parliament (5 September 2023) and on other occasions where European decision-
makers gather.

This project has received funding from the European Union’s Horizon 2020 research
and innovation programme under grant agreement No 857159 { *
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1 Introduction

The SHAPES deliverable D3.4 aims to establish policy recommendations for
supporting pan-European management and delivery of health and care services in a
care continuum. This care continuum should implement a human rights-based
approach and should be person-centred to consider the individual's needs over the
life course.

This work is built upon the contributions from the SHAPES outcomes from WP2
“Understanding the Lifeworld of ageing Individuals and Improving Smart and Healthy
Living”, WP3 “Organisational, Structural and Sociotechnical Factors for the SHAPES
Ecosystem”, and WP8 “SHAPES Legal, Ethics, Privacy and Fundamental Rights
Protection”. It is also based on different global Treaties, such as the Convention on
the Rights of Persons with Disabilities (CRPD) and European policies, including
policies that go beyond integrated care alongside literature and projects’ experiences.

The overall objective of this deliverable is to provide European policymakers working
at global, regional, national and local levels with a more holistic approach to integrated
services and care. Its aim is to provide them with recommendations on delivering
health and social care in communities, coordinating pathways, and promoting a
healthier population, enabling citizens to live an empowered and dignified life.

1.1 Rationale and purpose of the deliverable

As described in Work Package 3, “Organisational, Structural and Sociotechnical
factors for the SHAPES Ecosystem”, deliverable D3.4 will summarise key policy
guidelines for integrated care that are addressed to policymakers to improve the
continuity of integrated care and the sustainability of health and care systems across
Europe. The deliverable will provide policy recommendations that will feed into
deliverable D3.11, “SHAPES Recommendations”. These latter ones will provide
guidance for the implementation, adoption and scale-up of the SHAPES Platform and
the SHAPES digital solutions across Europe.

1.1.1 Deliverable Objectives

As part of Work Package 3, this deliverable will:

- Support the management and delivery of health and care services on a care
continuum that is designed according to individuals’ needs over time and

This project has received funding from the European Union’s Horizon 2020 research
and innovation programme under grant agreement No 857159 { *
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across different levels of the health and care system to ensure optimal health
and care outcomes;

- Suggest policy strategies based on a human rights-based approach aiming to
make integrated health and social ecosystems work together;

- Determine how policymaking can improve the continuity of care, reduce
barriers to integrated care, diminish the fragmentation of health and social care
systems, and ultimately contribute to the sustainability of health and care
systems across Europe.

1.1.2 Key inputs and outputs

This deliverable refers to the findings, analysis, and results of five other SHAPES
deliverables. Those other deliverables are: D3.1 Ecological Organisational Models of
Health and Care Systems for Ageing, D3.5 Governance Model, D3.2 Scaling-up
Improved Integrated Care Service Delivery v1, D3.3 Scaling-up Improved Integrated
Care Delivery, and D2.4 Empowerment and decision-making in health and care.

Moreover, it encompasses the findings and considerations from the SHAPES Think
Tank group (WP9) and makes references to inputs from WP8, namely D8.14 SHAPES
Ethical Framework.

This deliverable also benefitted from the revision and feedback from the SHAPES
Advisory Board, both offline and thanks to a dedicated meeting with Advisory Board
members (April 41, 2023).

Additional relevant inputs are derived from different domains of literature (i.e.,
academic, projects-related, and from the WHO). The frameworks established by the
WHO have been utilised to derive the policy recommendations in this deliverable.

This deliverable is intended to support further developing the D3.11 SHAPES
Recommendations.

1.2 Structure of the document

Chapter 1 aims to present the content and rationale of deliverable D3.4.

Chapter 2 introduces the concepts of integrated person-centred care and continuity of
care based on the literature. It also provides the essential features that support pan-
European management and delivery of health and care services along a care
continuum. An overview follows of the relevant SHAPES work on health and care
systems, governance for integrated care, and empowerment for decision-making. This
underpins the understanding of integrated person-centred care and paves the way for
to SHAPES being able to make a set of policy recommendations.

This project has received funding from the European Union’s Horizon 2020 research
and innovation programme under grant agreement No 857159 { *
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Chapter 3 summarises the main challenges and enablers to integrated person-centred
care, by taking stock of both relevant literature and projects and including essential
policy work. Examples of these include the right to health and access to health
services, which is one of the two focus areas of the 13™ Session of the United Nations
Open-Ended Working Group on Ageing in 2023.

Chapter 4 develops the concept of a human rights-based approach to integrated
person-centred care. The human rights-based approach is based on different pillars:
application of a human proper framework, participation and empowerment, equality
and non-discrimination and accountability. Based on these pillars, the deliverable
provides a better understanding of how to apply this approach in integrated care.

Chapter 5 presents policy recommendations supporting policymaking for integrated
person-centred care in six fields: governance; legislation, ethics, and standards;
monitoring and reviewing; finances; workforce; research.

The deliverable ends in Chapter 6 with a set of conclusions and shares the plan for
the use of these guidelines at the European level.

This project has received funding from the European Union’s Horizon 2020 research
and innovation programme under grant agreement No 857159 { *
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2 Integrated person-centred care

This chapter explains the concepts of integrated person-centred care and continuity
of care. It is then followed by contributions from SHAPES.

2.1 Integrated (people-centred) care

The widely used term ‘integrated care’ is a multi-faceted concept related to
coordinating care around people’s needs. The WHO refers to integrated person-
centred care! as aiming to achieve universal health care and ensure no one is left
behind.

In the literature, (Pim et al, 2013), integrated care was initially defined as ‘improved
connectivity between different activities of the health system to provide better quality
health services to users.” Nowadays, the concept of integrated care encompasses
multiple levels of complexity, blending patient-centred care, care coordination,
continuity of care, chronic disease management and integrated healthcare delivery
(Pim et al, 2013). According to WHO, integrated care is ‘often contraposed to
fragmented and episodic care, and it is used synonymously to terms like coordinated
care and seamless care, among others. However, there is no unifying definition or
common conceptual understanding of integrated care, which is most likely a result of
‘the polymorphous nature of integrated care itself. In effect, the perspectives that
construct the concept are likely to be shaped by views and expectations of various
stakeholders in the health system’ (WHO, 2016)>.

Integrated care refers to initiatives that aim to enable better coordinated and more
continuous care, including service provision. Such coordination is reported as being
both ‘horizontal’ and ‘vertical’. In the literature, horizontal integration links together
similar levels of care, such as multi-professional teams and peer-based collaboration.
In contrast, vertical integration is associated with different levels of care, such as
primary, secondary and tertiary care (Gréne, Garcia-Barbero, 2002).2 Pim et al, 2013
suggested that it is necessary to cope with the fragmentation of services derived from
the high specialisation of services and domains in health systems.

During a joint conference with AGE Platform Europe and Eurohealth, Eurodiaconia -
the European-based umbrella organisation operating in the field of health and care,

1 https://www.who.int/health-topics/integrated-people-centered-care#tab=tab 1

2 World Health Organisation (2016). Integrated care models: an overview. Copenhagen: WHO Regional
Office for Europe, page 3.

3 Grone, O & Garcia-Barbero, M (2002): Trends in Integrated Care — Reflections on Conceptual Issues. WHO,
Copenhagen, EUR/02/5037864

This project has received funding from the European Union’s Horizon 2020 research
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listed the key features of effective person-centred integrated care (Eurodiaconia,
2014). The six-part list gives an indication of the priorities for integrated care from the
perspectives of civil society organisations (lbid, 2014, p2):

- Coordination and shared responsibility among institutions and service
providers.

- Multidisciplinary/multifunctional teamwork establishes a partnership between
patient/service users and formal and informal carers and professionals.

- Person-centred approach with clear case management and a single
entry/contact point for the patient.

- Support and training for formal and informal carers and professionals.

- Coordination of communication and shared information while ensuring
compliance with data protection laws.

- Afocus on the quality of services for people and “outcome-oriented services”.

Integrated (person-centred) care is taken up in materials published by the WHO
(2015). From an academic and institutional perspective, the World Health
Organization’s Global Strategy on People-Centred and Integrated Health Services
Interim Report (WHO, 2015, p11) identified a set of 16 core guiding principles that
underpin integrated person-centred care (see Table 4).

Table 4 Principles of Integrated Care — WHO (2015) as presented in SHAPES D3.2

1. Comprehensive

A commitment to universal health coverage to ensure care is comprehensive and
tailored to the evolving health needs and aspirations of people and populations.

2. Equitable
Care that is accessible and available to all.

3. Sustainable

Care that is both efficient, effective and contributes to sustainable development.
4. Co-ordinated

Care that is integrated around people’s needs and effectively coordinated across
different providers and settings.

5. Continuous

Continuity of care and services that are provided across the life course.
6. Holistic

A focus physical, socio-economic, mental, and emotional wellness.

7. Preventive

Tackles the social determinants of ill-health through intra- and inter-sectoral action
that promote public health and health promotion.

8. Empowering

This project has received funding from the European Union’s Horizon 2020 research "
and innovation programme under grant agreement No 857159 %
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Supports people to manage and take responsibility for their own health.

9. Respectful
To people’s dignity, social circumstances and cultural sensitivities.

10.Collaborative

Care that supports relationship-building, team-based working and collaborative
practice across primary, secondary, tertiary care and other sectors.

11.Co-produced

Through active partnerships with people and communities at an individual,
organisational and policy-level.

12.Endowed with rights and responsibilities
All citizens should expect exercise and respect.

13.Governed through shared accountability

Shared accountability between care providers for quality of care and health
outcomes to local people.

14.Evidence-informed

Such that policies and strategies are guided by the best available evidence and
supported over time through the assessment of measurable objectives for
improving quality and outcomes.

15.Led by whole systems thinking

Considering the system as a whole, while taking into account the interactions
between single parts.

16.Ethical

Finding the balance between risks and benefits in all interventions, respecting the
individual’s rights and protecting the most vulnerable.

As highlighted in the SHAPES deliverable D3.2 Scaling-up Improved Integrated Care
Delivery V1, these 16 principles are better coupled with the value system to fully grasp
integrated person-centred care and its implementation. Derived from the work of
Zonneveld et al. (2018), which notes that “value’ refers to the amount of success an
integrated care provider has in meeting the needs of its clients, relative to its costs,
whereas ‘values’ relates to the set of attributes possessed by the care system, such
as integrity, transparency and efficiency”, SHAPES has identified 23 underlying
values of integrated care (see Table 5), based on the work of Ferrer and Goodwin®
and the International Federation of Integrated Care (IFIC)’s reflection on views and
comments by international stakeholders.

4 SHAPES D3.2 Scaling-up Improved Integrated Care Delivery V1, page 7-8.
5 Ferrer, Lourdes & Goodwin, Nick (2014). What are the principles that underpin integrated care?
International Journal of Integrated Care, 14, N.o 4, 1-2. DOI: doi.org/10.5334/ijic.1884

This project has received funding from the European Union’s Horizon 2020 research "
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Table 5 Zonneveld et al.’s Values of Integrated Care, as elaborated by the SHAPES D3.2.

1. Collaborative

Professionals work together in teams, in collaboration with clients, their families and
communities, establishing and maintaining good (working) relationships.

2. Co-ordinated

Connection and alignment between the involved actors and elements in the care chain,
matching the needs of the unique person. Between professionals, clients and/or families,
within teams and across teams.

3. Transparent

Openly and honestly giving insight in information, decisions, consequences and results,
between clients, their families, professionals and providers.

4. Empowering

Facilitating and supporting people to build on their strengths, make their own decisions,
manage their own health and take responsibility for it.

5. Comprehensive

The availability of a wide range of services, tailored to the evolving needs and preferences
of clients and their families.

6. Co-produced

Engaging clients, their families and communities in the design, implementation and
improvement of services, through partnerships, in collaboration with professionals and
providers.

7. Shared responsibility and accountability

The acknowledgment that multiple actors are responsible and accountable for the quality
and outcomes of care, based on collective ownership of actions, goals and objectives,
between clients, their families, professionals and providers.

8. Continuous

Services that are consistent, coherent and connected, that address the needs and
preferences of clients across their life course.

9. Holistic

Putting the clients and their needs in the centre of the service, whole person oriented, with
an eye for physical, social, socio-economical, biomedical, psychological, spiritual and
emotional dimensions.

10. Goal-orientated

Working with clearly described, and concrete, measurable, common goals and objectives
for clients, their families, professionals and providers.

11. Personal

Delivering care by establishing personal contact and relationships, to ensure that services
and communication are based on the unique situations of clients and their families.

12. Evidence-informed

Working processes, policies and strategies are guided by evidence-based knowledge,
data and information, supported by technology and periodic assessment.

13. Respectful

This project has received funding from the European Union’s Horizon 2020 research "
and innovation programme under grant agreement No 857159 %
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Treating people with respect and dignity, being aware of their experiences, feelings,
perceptions, culture and social circumstances.

14. Equitable
Services are accessible and available for all people, and they are all treated equally.
15. Sustainable

Services are efficient, effective and economically viable, ensuring that they can adapt to
evolving environments.

16. Led by whole systems thinking

Taking interrelatedness and interconnectedness into account, realising changes in one
part of the system can affect other parts.

17. Flexible

Care that is able to change quickly and effectively, to respond to the unigue, evolving
needs of clients and their families, both in professional teams and organisations.

18. Preventative

Early detection and action for clients and their families that promotes individual and public
health.

19. Reciprocal

Care based on equal, interdependent relationships between clients, their families,
professionals and providers, and facilitate cooperative, mutual exchange of knowledge,
information and other resources.

20. Innovative

Supporting, facilitating and creating space for innovation and future improvements in
professional teams and organisations.

21. Trustful

Enabling mutual trust between clients, their families, communities, professionals and
organisations, in and across teams.

22. Proficient

Knowledgeable and skilful services are provided by professionals, with a focus on quality.
23. Safe

Care services that are safe for clients, their families and professionals, including privacy
and confidentiality protection.

Merging the principles and values developed by the WHO (2015) and Zonnenfeld et
al (2018), and further elaborated by SHAPES as per deliverable D3.2 Scaling-up
Improved Integrated Care Delivery V1, allows us to embrace a human rights-based
approach to integrated (person-centred) care. Chapter 4 presents exactly a human
rights-based approach and how it applies to the SHAPES project.

This project has received funding from the European Union’s Horizon 2020 research
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2.2 Continuity of care

‘Continuity of care’ and ‘care continuum’ are concepts involving an integrated system
of care following a patient (rather than multiple patients) over time (Gulliford et al,
2006).

The WHO (2018, p9) defines ‘continuity of care’ as “the degree to which a series of
discrete health care events is experienced by people as coherent and interconnected
over time and consistent with their health needs and preferences” and ‘care
coordination’ as “a proactive approach to bringing together care professionals and
providers to meet the needs of service users, to ensure that they receive integrated,
person-focused care across various settings”®.

The WHO (lbid, p16) underlines how continuity and care coordination are closely
related: care coordination is enabled by the care continuum, as it sets up the
conditions and relationships to “support seamless interactions among multiple
providers within interdisciplinary teams or across care settings or sectors”.”

The ‘continuity of care’ implies the full spectrum of health and care services related to
patient care across multiple services, caregivers, and institutions and spans all levels
of intensity of care. It is the process by which the patient and his/her care team are
involved in ongoing healthcare management to maximise the quality and cost-
effectiveness of care.

This broad concept can differ based on at least two perspectives: one is that of the
patient, the other is that of health care professionals. Continuity of care is intended
perceived by patients as a 'continuous caring relationship' with an identified health
care professional. From the perspectives of health and care professionals, the care
continuum means delivering a 'seamless service' through integration, coordination,
and sharing information between different providers (Gulliford et al, 2006).

The WHO outlines the key approaches and interventions for achieving continuity of
care, as illustrated in Figure 1 below (WHO, 2018). It identifies four main categories of
continuity: interpersonal, longitudinal, management, and informational. Interpersonal
continuity refers to the subjective relationships between carers and care recipients;
longitudinal continuity refers to the “interactions with the same health care professional
in a series of episodes”; management continuity refers to teams’ collaboration for

6 WHO (2018). Continuity and coordination of care: a practice brief to support implementation of the WHO
Framework on integrated people-centred health services, page 9.

7 WHO (2018). Continuity and coordination of care: a practice brief to support implementation of the WHO
Framework on integrated people-centred health services, page 16.
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seamless care and informational continuity refers to the “availability of clinical and
psychosocial information at all encounters with professionals”.®

Interpersonal
continuity

» Continued
relationship and
trust among
providers, patients
and caregivers

* Care by the same
central providers for
all care needs

e Flexible, consistent,
adaptable care along
the continuum

# Care adapted to
patients’
behavioural,
personal, cultural
beliefs and family
influences

Longitudinal
continuity

o Discharge planning
from admission

e Care and follow-up
by a professional or
team in all settings
or care levels

¢ Links and referral
strategies for care
professionals

» Care navigator or
community
connector

® Support by informal
carer or social
network

Management
continuity

e Case management
across sectors

& Shared
collaborative care
by an
interdisciplinary
team

e Case-finding and
detection of
high-risk individuals

» Proactive, regular
monitoring of
long-term conditions

® Care planning with
the perspectives and
recommendations of
multiple providers

Informational
continuity

® Positive
patient-provider
communication;
patients informed of
what and why their
care is changing

e [nformation shared
among providers and
settings to ensure
“collective memory”

e Shared,
synchronized care
records

e Standardized,
common clinical
protocols in all care
settings

Figure 1 WHO approaches and interventions for achieving continuity of care®

Across the four main categories of continuity, the care continuum is thus perceived as
a key feature of integrated person-centred care, very much intertwined with it.

2.3 The contributions from SHAPES

The SHAPES project has worked on integrated person-centred care from multiple
angles. Three SHAPES work packages have contributed to this assignment: they are
WPs 2, 3, and 9. The working methodologies, spanning from interviews to workshops
and including a vast literature review, allowed the present deliverable to ground on
solid basis.

8 WHO (2018). Continuity and coordination of care: a practice brief to support implementation of the WHO
Framework on integrated people-centred health services, page 17.

9 WHO (2018). Continuity and coordination of care: a practice brief to support implementation of the WHO
Framework on integrated people-centred health services, ISBN 978-92-4-151403-3. Page 18.
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Much of the work of SHAPES’ WP3 was dedicated to investigating integrated person-
centred care. Four of the work package’s deliverables are oriented towards person-
centred integrated care delivery, models, and governance.

Focusing on health and care recipients, the SHAPES deliverable D2.4 “Empowerment
of Older Individuals in Health and Care Decision-making° covers the diversity of the
SHAPES users, representing the underlying heterogeneity of views, needs, and
preferences expressed by today’s older adults on their health and care pathways. This
deliverable refers to the notion of empowerment, both at the individual and the
community dimension. It reaches out to the environment in which a person lives, thus
addressing the social, cultural, political, and economic determinants of people’s lives
and adopting a multi-disciplinary approach.

A second SHAPES deliverable, D3.1, “Ecological Organisational Models of Health and
Care Systems for Ageing”,'! analyses health and care systems in the European
countries involved in the SHAPES piloting activities. Deliverable D3.1 focuses on
structures and processes governing health and care service provision and reveals
gaps in current systems to guide and sustain the development of the SHAPES
Platform. To overcome these gaps, SHAPES partners identified necessary or desired
changes in the areas of technology, structure and procedure, training and support,
policy and innovation, investment, and financing to improve pan-European health and
care provision to improve health and care systems.

Two SHAPES deliverables — D3.2 “Scaling-up Improved Integrated Care Service
Delivery V1™? and D3.3 “Scaling-up Improved Integrated Care Delivery” — offer
definitions of principles and values for integrated person-centred care. They highlight
the factors that impact the deployment, scaling-up and transfer of integrated care
programmes by paying particular attention to the role of person-centred technology.

In addition to the Think Tank work, SHAPES D3.4 “Pan-European Integrated Care
Policy Guidelines” sought guidance and feedback from both WP3 partners and the
SHAPES Advisory Board on how to develop a more comprehensive and international
approach to European policy guidelines for integrated care.

More specifically on governance for health and care, the SHAPES D3.5 “Governance
Model”,*® which is still evolving, offers a summary of the concept and practice of

10 The deliverable’s methodology encompasses literature review and review of the pilots’
implementation (cf. pages 44-64).

11 The deliverable’s methodology is described on page 4 (chapter 2 “Methodology”).
12 The deliverable’s methodology is described on page 67 (paragraph 3.3.1 “Methodology”).

13 The deliverable’s methodology is described on page 87 (chapter “Governance participation:
Consultation, empirical investigation and matrix development”).
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governance relevant to the SHAPES Platform. It summarises the structures,
processes, and values that govern clinical care and home care in relation to the wider
environment in which the SHAPES Platform is embedded.

Furthermore, the SHAPES project was set up and worked with experts on its Think
Tank on European integrated care. Developed and implemented in Work Package 9,
the Think Tank established a list of issues and solutions related to integrated care
within the project context. The goal was to generate recommendations for sustainable
integrated care. The outcomes of this Think Tank work are presented in Chapter 3 and
helped shape the policy recommendations issued by the SHAPES project.

This project has received funding from the European Union’s Horizon 2020 research
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3 Challenges to and enablers for integrated person-
centred care

Just some of the variables challenging European health and social care systems are
increased longevity, life expectancy, quality of life in old age, migration patterns,
female employment rates, informal carers, financial constraints, public and private
policies, co-morbidities, and the impact of emergencies like the 2019-2020 Covid-19
pandemic.

It is a difficult task to summarise the needs and challenges of integrated person-
centred care across the many different health and care systems in Europe. Three
challenges, however, are obvious. The “Developing the long-term care empowerment
model” report (AGE Platform Europe, Bizkaia Government, 2022) contains a section
on integrated care pathways. It mentions how integral care is key at local level as
fragmented “services delivered by different providers often result in delays, waste,
harm and a poor care experience through failures of communication, inadequate
sharing of information and missed or duplication of assessments or investigations** It
provides a good overview of:

- The population structures
- The socio-economic landscapes
- The epidemiological landscapes

Under these three macro-categories, the 2022 report covers a range of nine issues
such as life expectancy and healthy life expectancy, the prevalence of chronic
conditions and long-term iliness, mental health and cognitive decline, functional
limitations, income and wealth, housing and age-friendly environments, living
arrangements and social connectedness, social participation, and quality of life in later
life.

Alongside these issues, the following 12 additional and transversal sub-categories
help complete the picture of how long-term care can currently be perceived and
experienced across European countries: ageism, quality of care, accessibility and
affordability issues, administrative barriers, health and care organisation and
coordination, political and organisational management, staff shortages, payment
models, insurances, insufficient funding, fragmented information and technology
services, fragmented data and data management, among others.

14

https://www.bizkaia.eus/documents/12219373/13161256/Bay+of+Biscay+Bay+of+Care+Report EN.p
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Gaps are still persistent, and research on integrated care remains scarce (Tsasis et
al, 2012). Two major factors contribute to this gap: one is the lack of conceptual
understanding of integrated care and two, insufficient focus on care systems' capacity
for self-organisation (Tsasis et al, 2012). This means that policies and management
practices should promote system awareness, relationship-building, and information
sharing in order to achieve integrated care.

Similar conclusions are raised by the Think Tank group set up by the SHAPES project
for analysing integrated care in Europe. During a working meeting in April 2022, each
of the 14 Think-Tank members assigned a total of 5 points each to two categories —
one being ‘impact’ and the other being ‘frequency’, where ‘impact’ refers to the level
of damage the issue causes to an integrated care project, and ‘frequency’ refers to the
number of times the issue comes up among integrated care projects. The result of this
exercise is presented in Table 6, which ranks the Think Tank experts’ views on the
seven most crucial “open” issues for European integrated care. The seven issues are
shown sequentially, from the top issue, (1) to the last three (5-7). (1) was ranked as
having the most impact and being the most frequently experienced. Issues (5-7) were
ranked as having the same degree of impact and a lesser (but similar) degree of
frequency.

Table 6 SHAPES Think Tank work, April 2022: ranked issued on integrated care

Rank Issue Impact Frequency Sum

Lack of assessment and awareness of short
and long-term benefits of integrated care

Lack of financing to implement new solutions /

2 payer dominance in terms of financial decision 5 5 10
making

3 Fear of misuse of data (lack of data protection) 4 4 8

4 Governance and safety - who will assume 3 4 7
responsibility for monitoring (multidisciplinary)

5 Health and social care systems tend to resist 3 5 5
to innovation and change
Different stakeholders (patients, developers,

6 funders, care providers, professions, unions, 3 5 5
etc.) often have very different and sometimes
conflicting interests/aims
Lack of coll [ I [

7 ack of collaboration tools and processes in 3 5 5

the competitive healthcare environment

This project has received funding from the European Union’s Horizon 2020 research
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A later working meeting in July 2022 took the analysis further. In a subsequent meeting
held in July 2022, the Think Tank experts described potential solutions to the seven
issues (challenges) that they had identified. The findings of the Think Tank
deliberations are summarized in Table 7.

Table 7 SHAPES Think Tank work, July 2022: potential solutions for integrated care

Sub-issues Potential solutions
(relevant  only

for few issues)

Lack of assessment and awareness - Define quality
of short and long-term benefits of standards for digital
integrated care solutions and  self-

management apps

- EU financing for
awareness-creating
bodies and awareness
campaigns

- Training of health and
care providers as
awareness multipliers

- Pilot and short-term
post pilot phases: users /
patients pay per use

- Scaling-up of fast-track

assessment and
reimbursement
pathways
Lack of financing for
implementation of new solutions / - Create strong
payer dominance in terms of @ incentives to change to
financial decision making adapt health and care

financing systems to the
dynamic and fast-
developing digital sector

- Address health and
care for prevention

- Health economic
evaluation of the

This project has received funding from the European Union’s Horizon 2020 research
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way/amount to which
integrated care is

provided

- Create and
communicate user
benefits

- Make users aware that
- their health data remains
in silos

Fear of misuse of data (lack of data
protection)

- EU policy to ensure a
top-down approach on
electronic health records

- Strong governance by
the public sector and
connection between

Governance and safety - who will ,
health and social care

assume responsibility for | -

monitoring (multidisciplinary) i Policy framing

processes for evaluation
and financing of care

- Create strong
incentives to adapt
health and care financing
systems to the dynamic
and fast-developing
digital sector

Health and social care systems
tend to resist to innovation and

change
- Create an enabling
environment for
stakeholders to innovate
- Differing health
and care levels of
Different stakeholders (patients,  a country - Use tools and
developers, funders, care processes that have

providers, etc.) often have very - Engagement of worked in  previous
different and sometimes conflicting | big  technology | successful
interests/aims corporations  in | collaboration(s)
organization  of
health and care

This project has received funding from the European Union’s Horizon 2020 research
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- The frequent

failure of scaling

up of integrated

care projects and

/ best practices

- Create an enabling
environment for
stakeholders to innovate

- Lack of impact of
EU guidelines
Lack of collaboration tools and and policies
processes in the competitive
healthcare environment - Lack of impact
after exchange of
knowledge

- Use tools and
processes from previous
successful
collaboration(s)

This analysis contains the elements (i.e., potential solutions) underpinning a potential
framework to achieve an integrated continuum of long-term care provided by the WHO
(WHO, 2021) and echoed by the Bizkaia report (AGE Platform Europe, Bizkaia, 2022).

The above analysis and comments, coupled with a literature review and various of
SHAPES’ own reflections and considerations, supported the design of the policy
recommendations presented in Chapter 5 of this deliverable. These guidelines will be
formalised in deliverable D3.11, “SHAPES Recommendations” which will be
completed in the last month of SHAPES’ work.

This project has received funding from the European Union’s Horizon 2020 research
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4 A human rights-based approach to integrated care

To develop integrated person-centred healthcare, policymakers need to improve the
continuity of care, reduce barriers to integrated care, and diminish the fragmentation
of health and social care systems to ultimately contribute to the sustainability of health
and care systems across Europe.

SHAPES used awareness of this rights-based approach to develop a set of
recommendations on integrated care (see Chapter 5).

In 2018, the European Fundamental Rights Agency published a report!® entitled
Shifting perceptions: towards a rights-based approach to ageing that argues for the
need to mainstream a rights-based approach to ageing in EU legislative measures
and policies. Instead of articulating the concept of older age around ‘deficits’ that
create ‘needs’, a rights-based approach creates a paradigm shift towards human
rights that are universal, inalienable, and indivisible. European Member States
have an obligation to respect, protect, and fulfil the human rights of everyone,
regardless of their age. The ultimate purpose of a rights-based approach would be to
ensure the full and equal enjoyment of all human rights by all people.

The European human rights-based approach is portrayed as a conceptual framework
that is based on four pillars:

- Application of a human rights framework
- Participation and empowerment

- Equality and non-discrimination

- Accountability and monitoring.

4.1 Application of a human rights framework

A human rights-based approach, which is linked to national, European and
international human rights law, requires the recognition of rights as legally enforceable
entitlements, for which States have an obligation to respect, protect and fulfil.

The right to health is enshrined in European legislative instruments such as:

15 Fundamental Rights Agency, Shifting perceptions: towards a rights-based approach to ageing, 2018,
https://fra.europa.eu/sites/default/files/fra_uploads/fra-2018-fundamental-rights-report-2018-focus_en.pdf

This project has received funding from the European Union’s Horizon 2020 research
and innovation programme under grant agreement No 857159 { *

18


https://fra.europa.eu/sites/default/files/fra_uploads/fra-2018-fundamental-rights-report-2018-focus_en.pdf

<>© Deliverable D3.4 SHAPES Pan-European Integrated Care Policy-making Guidelines Version v1.0

SHAPES

Universal Declaration of Human Rights, Article 25 states that everyone has the
right to a standard of living adequate for the health and well-being of themselves
and their family, including medical care.

International Covenant on Economic, Social and Cultural Rights, Article 12
recognizes the right of everyone to the enjoyment of the highest attainable
standard of physical and mental health.

Convention on the Elimination of All Forms of Discrimination against Women
(CEDAW), Article 12 recognizes the right of women to access healthcare
services, including family planning.

World Health Organization (WHO) Constitution: Article 1 states that the
enjoyment of the highest attainable standard of health is a fundamental right of
every human being without distinction of race, religion, political belief, economic
or social condition.

European Social Charter (Council of Europe), Article 11 — The right to
protection of health

European Charter of Fundamental Rights (European Union)
o Article 3 — Right to integrity of the person
o Atrticle 35 — Healthcare

The Convention on the Rights of Persons with Disabilities (CRPD). The
purpose of the Convention is to promote, protect and ensure the full and equal
enjoyment of all human rights and fundamental freedoms by all persons with
disabilities, and to promote respect for their inherent dignity. Persons with
disabilities include those who have long-term physical, mental, intellectual or
sensory impairments which in interaction with various barriers may hinder their
full and effective participation in society on an equal basis with others.

o Article 5 — Equality and non-discrimination
Article 9 — Accessibility
Article 19 — Living independently and being included in the community
Article 20 — Personal mobility
Article 25 — Health
Article 30 — Participation in cultural life, recreation, leisure and sport.

O O O O O

In addition, other EU policy documents, albeit non-binding, place particular emphasis
on a rights-based approach. Among them are the following three documents:

This project has received funding from the European Union’s Horizon 2020 research
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4.2

care systems at all levels must involve all relevant stakeholders: care
beneficiaries, care providers, informal carers, and workers’ representatives. It
clearly sets out care services as ‘services of general interest’, which can enjoy
special protection by Member States. The European Care Strategy also
stipulates that Member States have a responsibility to better support informal
carers with adequate income and services by implementing and upgrading the
provisions of the European Union (EU) Work-Life Balance Directive. It
emphasizes the need to integrate and coordinate health and social care. It
specifies that the EU should invest in innovative digital and non-digital solutions
to improve care. The communication from the Commission to the European
Parliament, the Council, the European Economic and Social Committee and
the Committee of the Regions mentions that ‘a strategic and integrated
approach to care is needed Approaches that are person-centred and conducive
to independent living are often lacking, exacerbated by insufficient integration
between long-term care and healthcare, or between informal care, home care,
community-based and residential care’.®

European Pillar of Social Rights
Art. 18 — Long term care: Everyone has the right to affordable long-term care

services of good quality, particularly homecare and community-based
services.

Strategy on the Rights of persons with Disabilities 2021-2030
This human rights framework enables general recommendations for developing
integrated person-centred healthcare to be drawn.

Participation and empowerment

4.2.1 Participation

Participation ensures that older people are consistently consulted when
designing policies around integrated care. This can be achieved by
systematically consulting non-governmental representative organisations of
older people at national and European levels to ensure their voices are heard.
It includes underrepresented older persons (i.e., people from an ethnic minority,
people with disabilities, etc.) in participatory processes as, otherwise, their
perspectives are less likely to be considered.

16 Communication from the Commission to the European Parliament, the Council, the European Economic and

Social

Committee and the Committee of the Regions, 2022,

file://IC:/Users/Apolline%20Parel/Downloads/COM 2022 440 1 EN_ACT partl v11.pdf.
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It considers care beneficiaries as rights holders whose right to health the
Member States have obligations to respect, protect, and fulfil. Integrated care
services should be aligned with individuals’ changing needs.

It places older people, their families, support systems, and communities at the
centre of the design of integrated care, involving them in decision-making
processes when possible.

Finally, it develops collaboration between care professionals and beneficiaries.

4.2.2 Empowerment

Empowerment promotes the autonomy and dignity of beneficiaries. On this basis,
integrated care should be an enabler of participation, autonomy and dignity, and
ensure that everyone can contribute and participate fully in society. Integrated care
should involve beneficiaries in decision-making about their own care, offer them
options and choices, and ensure that their preferences and needs are respected to
support beneficiaries in achieving greater autonomy and participation in society.

4.3

Equality and non-discrimination

The pillars of equality and non-discrimination applies an intersectional
approach to integrated care. According to the European Institute for Gender
Equality (EIGE), intersectionality is an ‘analytical tool for studying,
understanding and responding to the ways in which sex and gender intersect
with other personal characteristics/identities, and how these intersections
contribute to unique experiences of discrimination.’!’” In the health and care
sectors, that means that intersectionality recognises the existing inequalities
and power dynamics. Some individuals face structural barriers when it comes
to accessing different elements of care, such as information-sharing and
access to (health)care services. Some individuals can face multiple and
intersecting forms of discrimination based on the grounds of e.g., their gender,
sexual orientation, race, age, nationality, ethnicity, social class, or disability.
Life-long disadvantages have an impact on older persons’ health status, with
further inequalities being experienced by e.g., older women, Roma, and
LGBTIQ people).

Equality and non-discrimination address attitudinal barriers (including
stereotyping, stigma, prejudice, and discrimination). Examples of such attitudes

17 European Institute of Gender Equality (EIGE), https://eige.europa.eu/thesaurus/terms/1263.
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include seeing older people as weak, vulnerable, ill, or uncapable of making
their own decisions.
e The life-course approach should enable everyone to benefit from integrated
care regardless of age.

4.4 Accountability

e Accountability develops regular and mandatory monitoring of access to
integrated care services.

e |t also develops monitoring systems that allow for the measurement of good
quality of life of individuals.

Based on this rights-based approach, several policy recommendations and guidelines
have been developed by the SHAPES project to develop an integrated person-centred
care in Chapter 5 of this deliverable.

This project has received funding from the European Union’s Horizon 2020 research
and innovation programme under grant agreement No 857159 { *

22



Deliverable D3.4 SHAPES Pan-European Integrated Care Policy-making Guidelines Version v1.0

SHAPES

5 Policy recommendations

To cope with the multiple challenges of integrated person-centred care, clear and
impactful guidelines are necessary to support European decision-making.

This chapter is grounded in a human rights-based approach to health and care and
inspired by the work of the WHO in 2021 on the “Continuum of Care”, the development
of a long-term empowerment model by the Government of the Bay of Biscay in Spain,
and AGE, the SHAPES Think Tank working group and the above-mentioned SHAPES
deliverables. It outlines the main recommendations to leverage various beneficial
trends and improve the existing gaps.

Emerging from the analysis of the paper “Developing the Long-term Care
Empowerment Model” (Bizkaia, AGE, 2022), the goals of care systems in Europe are:

e To ensure dignity, equality and non-discrimination, autonomy and self-
determination.

e To support people to lead meaningful lives, to promote quality of life and to be
empowered throughout the life span.

The recommendations listed in this chapter bring health and care in line with the
human rights-based approach outlined in Chapter 4. Following the work of the WHO
(WHO, 2021), the following six recommendations can be listed (several of which
guotes directly from the WHO’s work):

e Governance: different types of participatory and empowering cooperations are
suitable to deliver accountable and sustainable work.

e Legislation, ethics, and standards: laws, regulations and standards ensure
equality and non-discrimination for the healthcare system across governance
levels. Member States have an obligation to achieve human rights for everyone,
including in the healthcare sector, since health is a human right according to
WHO.18

e Finances: embracing a human rights-based approach to finances means
increasing, pooling, and attributing funds, purchasing services, and
coordinating reimbursements in a participatory and non-discriminatory way.

e Monitoring and review: defining and organising in a way where systems,
mechanisms, outcomes and impacts are monitored and reviewed. It ensures

18 https://www.who.int/news-room/fact-sheets/detail/human-rights-and-
health#:.~:text=The%20WHO%20Constitution%20(1946)%20envisages,acceptable%2C%20and%20affordable%
20health%20care.
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that governance, legislation, regulations, standards, finances, and workforce
remain focused on human rights.

e Workforce: embracing a human-rights-based approach to members of the
workforce in the health and care sector will, for example, recognise ageism and
age discrimination; and detect and correct unconscious biases through
workforce education and training.*®

e Research: policymakers’ knowledge needs to improve continuously so that
emerging challenges can be addressed. Data collection in the fields of health
and care research is key.

Further details are then given on each of these recommendations (see section 5.1 —
5.7).

5.1 Governance

Governance for health and care is about strategic planning and implementation,
across governmental levels, bodies, and time, and it is about the necessary power(s)
to steer regulations and resources.?°

Recommendations on governance for integrated person-centred care include:

e Promote collaborations, cooperation mechanisms, and collaboration tools
across governmental levels and across sectors (whether public or private or
public and private sectors also working together) and disciplines.

e Collect, analyse and use data, segregated by different age groups, related to
the use of services, their finances, and their geographical distribution.

e Frame a comprehensive agenda to implement goals, including the requested
synergies across disciplines, bodies and services.

e Implement a holistic approach for the delivery of integrated person-centred care
across the care continuum.

e Develop a clear understanding of the regulatory framework underpinning the
organization and provision of health and care.

e Set up coordination and communication systems across all levels for better
integration of services and to maximize resilience.

19 Choices to be made in relation to the health and care workforce(s) are closely intertwined with choices and
processes derived from previous categories of recommendations relating to governance, legislation, finances, and
monitoring and reviewing.

20 Reference to literature and different definitions of ‘governance’ can be found in SHAPES Deliverable D3.5
Governance model.
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e Develop a periodically revised innovation and research plan across governance
levels, that will underpin high quality research.

e Promote “quality of education and capacity-building of human resources”?,
also by means of the use of proper and inclusive terminology.

e Raise awareness throughout the health and care system of relationship-
building, information sharing, and health literacy to achieve optimal outcomes.

e Set up incentive systems for innovation and adaptation in the health and care
sector.

SHAPES contributes to policy recommendations on governance for integrated
(person-centred care) namely through: D2.1 “Understanding Older People: Lives,
Communities and Contexts”, D2.3 “Cultivating Age-Friendliness”, D2.4
‘Empowerment of Older Individuals in Health and Care Decision-making”, D3.5
“‘Governance Models”, D3.1 “Ecological Organisational Models of Health and Care
Systems for Ageing”, D3.2 and D3.3. “Scaling up Improved Integrated Care Delivery”.

5.2 Legislation, ethics, and standards

e Implement a human rights-based approach in EU laws regulations and
standards.

Resources from SHAPES contributing to legislations, ethics, and standards for
integrated (person-centred care): D2.1 “Understanding Older People: Lives,
Communities and Contexts”, D2.3 “Cultivating Age-Friendliness”, D8.3 “Regulatory
Framework Facilitating Pan-European Smart Healthy Ageing”, D8.4 “SHAPES Ethical
Framework” and D8.14 “SHAPES Ethical Framework Final Version”.

Upcoming relevant resources built through the support of SHAPES are ISO 25553
Smart Multigenerational Standards and ISO technical committee ISO/TC 314 Aging
societies.

5.3 Finances

Increasing, pooling, and attributing funds, purchasing services, and coordinating
reimbursements are some key aspects of health and care finance. Policy

21 WHO (2021), Framework for countries to achieve an integrated continuum of long-term care, p27.
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recommendations that seek to ensure the sustainability of financing mechanisms and
facilitate equal and universal coverage of integrated care include:

e I|dentify public and private funds and their allocation and distribution across
governance levels to define sustainable plans adhering to the human rights-
based approach for equal and universal coverage.

e Monitor costs to optimise the use of funds and their allocation.

e Provide adequate and sustainable funding and investments.

e Provide incentives to mobilise private sector funding resources (e.g., providing
state/European-level co-financing that will complement private sector
resources around specific priorities).

SHAPES contributes to policy recommendations on finances for integrated (person-
centred care), namely through: D3.5 “Governance Models”, D3.1 “Ecological
Organisational Models of Health and Care Systems for Ageing”, D3.2 and D3.3.
“Scaling up Improved Integrated Care Delivery”.

5.4 Monitoring and reviewing

Maintaining essential health services across people’s life course requires efficient and
coordinated planning and governance underpinned by an accurate set of laws,
regulations, and standards (see section 5.2). Monitoring and reviewing health and care
services are also relevant parts of the overall decision-making process to inform
choices and steer integrated care. Ideally grounded on human rights considerations,
recommendations in this field include:

e Map services, bodies and stakeholders involved in health and care provision.
This includes members of the workforce, their needs and distribution.

e Set up quantitative and qualitative measures and monitoring plans for
integrated care policy goals and implementation.

e Monitor goals and their implementation, e.g., through regular reviews and
audits, including on finances.

e Conduct regular surveys/polls on the health and care of populations, and their
key parameters, so as to anticipate future health and care needs.

e Monitor service delivery and appreciation.

e Identify “intersectoral indicators of care distribution, quality and equity (for
example, provision of home modifications, transportation and food and nutrition
security)”.??

22 WHO (2021), Framework for countries to achieve an integrated continuum of long-term care, p14.
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e Formulate “control mechanisms to ensure that providers (public, private non-
profit or commercial) are respecting (minimum) standards conducted by
independent institutions, inspections, and public reporting”.23

Resources from SHAPES contributing to monitoring and reviewing for integrated
(person-centred care): D3.5 “Governance Models”, D3.1 “Ecological
Organisational Models of Health and Care Systems for Ageing”.

5.5 Workforce

The workforce in the health and care sector is the engine of the overall system, and it
is key to embrace and implement person-centred integrated care aligned with a
human-rights-based approach. To support the essential role of members of the health
and care workforce, it is crucial to provide them with healthy working conditions. As
highlighted in the report “Health and care workforce in Europe: time to act” (World
Health Organization, 2022), creating and maintaining a work environment that remains
motivating needs to be addressed in multiple and specific ways, taking into account
health and care professionals who have family responsibilities and older workers.?*

e Pay special attention to members’ overall health status (i.e., their mental and
physical well-being both at work and outside work) and capacity (i.e., through
training and retraining courses).?® This should include addressing bullying and
harassment in the workplace.

e Ensure that health and care professions benefit from an effective governance
system, strategic planning and adequate financing as recommended by the
World Health Organization.?®

e Provide decent working conditions and adequate salaries to health and care
professionals.

e Pay attention to employees’ non-work conditions (e.g., childcare provisions;
transportation provisions; pension provisions). This should include creating
working conditions that aims to promote a healthy work-life balance of health
and care professionals.

e Develop retention policies and measures throughout health and care
professionals’ careers.?’

23 WHO (2021), Framework for countries to achieve an integrated continuum of long-term care, p24.

24 WHO (2022), Health and care workforce in Europe: time to act, p 42.

25 The Covid-19 pandemic highlighted these types of workforces’ needs in a dramatic way. The Opinion of the
Expert Panel on effective ways of investing in Health (EXPH) “Supporting mental health of health workforce and
other essential workers” (2021)” provides clear guidance and policy recommendations on mental health). Expert
Panel on effective ways of investing in Health (EXPH), Supporting mental health of health workforce and other
essential workers, 2021.

26 WHO (2022), Health and care workforce in Europe: time to act, p 46.

27 WHO (2022), Health and care workforce in Europe: time to act, p 34.
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e Address hierarchical structures in team decision making as to facilitate more
effective teamwork. In its report “Open mindsets, Participatory Leadership for
Health (2016), the World Health Organization mentions the importance of
developing models of leadership in health and care systems that do not
dominate individuals.?® This highlights the need to develop models of
leadership that are not embedded on the notion of power from some individuals
over other individuals, at the detriment of health and care professionals, and
people who receive care.

e Foster participatory leadership as recommended by the World Health
organization.?® A diverse health and care workforce that works well as a team
and that is cooperative is a multiplier in the success of health and integrated
care.

e Develop multidisciplinary team with individuals from different professions,
expertise, and practices.

Resources from SHAPES contributing to the workforce for integrated (person-centred
care): D2.1 “Understanding Older People: Lives, Communities and Contexts”, D2.3
“Cultivating Age-Friendliness”, D2.4 “Empowerment of Older Individuals in Health and
Care Decision-making”, D3.5 “Governance Models”, D3.1 “Ecological Organisational
Models of Health and Care Systems for Ageing”, D3.2 and D3.3. “Scaling up Improved
Integrated Care Delivery”.

5.6 Research

e Develop policymakers’ knowledge, notably on emerging challenges.

e Build up bridges between the policymakers and researchers by facilitating
cooperation among different stakeholders and knowledge sharing.

e Collect data in the field of health and care research, more specifically age
segregated data by different age groups.

e Fund research in knowledge gaps that exist in the domain of health and care
and their potential impact to be able to prioritize funding and efforts effectively.

Resources from SHAPES contributing to research for integrated (person-centred
care): D2.1 “Understanding Older People: Lives, Communities and Contexts”, D2.3
“Cultivating Age-Friendliness”, D2.4 “Empowerment of Older Individuals in Health and
Care Decision-making”, D3.5 “Governance Models”, D3.1 “Ecological Organisational
Models of Health and Care Systems for Ageing”, D3.2 and D3.3. “Scaling up Improved
Integrated Care Delivery”.

28 WHO (2016), Open mindsets, Participatory Leadership for Health, p 13.
29 WHO (2016), Open mindsets, Participatory Leadership for Health, p 14.
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An additional resource supported by SHAPES, is the CEN (2023). Workshop
Agreement on “Digital health innovations — Good practice guide for obtaining consent
for using personal health information for research and innovations”.
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6 Conclusion

Deliverable D3.4 Pan-European Integrated Care Policy Guidelines explored the
concepts of integrated (person-centred) care and continuity of care, building on
literature analysis and the contributions from the SHAPES project, namely in the field
of governance models, ethical framework, scaling up of integrated care solutions, and
of empowerment for decision-making on health and care.

Analysing current and past literature and projects’ experience, the deliverable tent to
summarise challenges and enablers of integrated person-centred care, providing an
overview of the complexity of the topic from the perspective of the SHAPES
Ecosystem. To deliver health and care designed according to the individuals’ needs
over time and across different levels of the health and care system to ensure optimal
health and care outcomes, D3.4 used a human-rights-based approach to provide a
renewed focus on policymaking to deliver health and social care and to coordinate
care pathways, promoting a healthier and empowered population.

Thanks to this work, policy recommendations have been drawn to bring health and
care in line with the human-rights-based approach. Guidelines refer to the realms of
governance; legislation, ethics, and standards; finances; monitoring and reviewing;
workforce; and research. The connections between those domains and the SHAPES
project have been highlighted regarding relevant SHAPES deliverables sharing useful
references and evidence from pilots’ work and research.

Several partners contributed to this deliverable. Special thanks go to NHSCT, AIAS,
CCS, SciFY, LAUREA, WFDB, EUD and NUIM, as well as to the members of the
SHAPES Think Tank and the SHAPES Advisory Board.

A more concise version of this deliverable is in the pipeline: these guidelines will be
shared with Members of the European Parliament in the form of a short and colourful
leaflet and/or infographic. The first occasion to disseminate such ready-to-read
material will be the event organised by SHAPES at the European Parliament and
hosted by the Members of the European Parliament Sirpa Pietikdinen on 5 September
2023. If needed, these policy recommendations will be updated, and its new version
will be further disseminated to European policymakers on the occasions of other
events that AGE will organise at the European level for the current and next
legislatures (2024-2029).
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7 Ethical Requirements Check

The focus of this compliance check is on the ethical requirements defined in D8.4 and
having an impact on the SHAPES solution (technology and related digital services, user
processes and support, governance-, business- and ecosystem models). In the left column,
there are ethical issues identified and discussed in D8.4.(corresponding D8.4 subsection in
parenthesis). For each deliverable, report on how these requirements have been
considered. If the requirement is irrelevant for the deliverable, enter N / A in the right-hand
column.

Ethical issue (corresponding number How we have taken this into account in

of D8.4 subsection in parenthesis) this deliverable (if relevant)

Fundamental Rights (3.1) Chapter 4, human-rights based approach

Chapter 5, mention of D8.3 Regulatory Framework
Biomedical Ethics and Ethics of Care (3.2) Facilitating Pan-European Smart Healthy Ageing,
D8.4 SHAPES Ethical Framework and D8.14 SHAPES
Ethical Framework Final Version

Chapter 5, mention of D8.3 Regulatory Framework
CRPD and supported decision-making (3.3) Facilitating Pan-European Smart Healthy Ageing,
D8.4 SHAPES Ethical Framework and D8.14 SHAPES
Ethical Framework Final Version

Capabilities approach (3.4)

N.A.
Sustainable Development and CSR (4.1) NA
Customer logic approach (4.2) NA

Chapter 5, mention of D8.3 Regulatory Framework
Facilitating Pan-European Smart Healthy Ageing,
D8.4 SHAPES Ethical Framework, D8.14 SHAPES
Ethical Framework Final Version, D3.2 and D3.3.
Scaling up Improved Integrated Care Delivery.
Chapter 5, mention of D8.3 Regulatory Framework
Facilitating Pan-European Smart Healthy Ageing,
D8.4 SHAPES Ethical Framework, D8.14 SHAPES
Ethical Framework Final Version, D3.2 and D3.3.
Scaling up Improved Integrated Care Delivery.
Chapter 5, mention of D8.3 Regulatory Framework
Facilitating Pan-European Smart Healthy Ageing,
D8.4 SHAPES Ethical Framework, D8.14 SHAPES
Ethical Framework Final Version, D3.2 and D3.3.
Scaling up Improved Integrated Care Delivery.

Artificial intelligence (4.3)

Digital transformation (4.4)

Privacy and data protection (5)

Cyber security and resilience (6) NA

Chapter 5, mention of D8.3 Regulatory Framework
Facilitating Pan-European Smart Healthy Ageing,
D8.4 SHAPES Ethical Framework, D8.14 SHAPES
Ethical Framework Final Version, D3.2 and D3.3.
Scaling up Improved Integrated Care Delivery.

Digital inclusion (7.1)
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Chapter 5, mention of D8.5 Governance Models,
D3.2 and D3.3. Scaling up Improved Integrated Care
Delivery.

Chapter 5, mention of D8.5 Governance Models,
D3.2 and D3.3. Scaling up Improved Integrated Care
Delivery.

IThe moral division of labor (7.2)

Care givers and welfare technology (7.3)

Movement of caregivers across Europe (7.4) NA

Comments:
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