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Executive summary

As an initial step of the LAUREL project, a conceptual overarching framework was developed
(Chapter 2) by analysing existing frameworks on integrated care (IC), long-term care (LTC),
and integrated long-term care (I-LTC). A total of 15 existing frameworks related to IC, LTC or
I-LTC were included. This process resulted in the identification of six domains: people and
communities, workforce and service delivery, organisation of care, information and
communication technology (ICT) and ICT systems, finance, and governance. Within each
domain, specific items were identified, resulting in a comprehensive framework comprising a

total of 35 items.

The validation of the conceptual overarching framework was conducted through a survey and
focus groups (FGs) among experts (Chapter 3). The survey results indicated consensus
among the experts that all 35 items were found relevant for I-LTC. Also, additional items were
suggested for inclusion in the framework. Based on the FGs, it was determined that the
additional items proposed by survey participants could be incorporated into the existing items
of the framework as explanations or expansions. As areas for improvement, FG participants
suggested to rephrase some domains and items for better clarity, to enhance or add
explanations for certain items, and to ensure that the unpaid care workforce (i.e., informal

carers) is more accurately represented in the framework.

Based on the results of the survey and FGs, the conceptual overarching framework was refined
(Chapter 4). All expert feedback was considered during this process. During the refinement
process, the domains and items were clarified, detailed explanations were added for each item
to enhance understanding, the unpaid care workforce was better represented, and items were
classified according to micro-, meso-, and/or macro-level. The refined framework is referred to
as FLINT: ‘The European framework for long-term integrated care services’. It provides a

comprehensive understanding of the domains and items associated with I-LTC.

By applying FLINT a field study will be conducted in the next phase of the project. The objective
of the field study is to characterise I-LTC initiatives in the EU27 by applying FLINT. For this
purpose, a strategic guide has been set up for the investigation of I-LTC and support solutions
(Chapter 5). The strategy focuses on the identification and selection criteria of I-LTC initiatives,

and the methods of data collection and analysis.
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1 Introduction

Chapter 1 provides an overview of the Laurel project and introduces the concept of integrated
long-term care (I-LTC). It highlights the need to establish an overarching framework for I-LTC

as the initial step of the Laurel project.

1.1 Laurel project

Laurel is a Horizon Europe funded project that aims to build better systems for I-LTC. The
Laurel project studies existing systems and gathers comprehensive insights into the regional
differences of I-LTC provision and their support solutions across Europe. The project will
investigate current state of I-LTC, identify innovative policies, and examine the perspectives of
people with I-LTC needs, informal carers, care professionals, and other stakeholders.
Ultimately, the Laurel project aims to develop actionable policy recommendations and training
tools to respond to the challenges of growing demand, economic constraints, accessibility,
affordability, quality of services, shortages of members of the care workforce, and systemic
reforms, which will support care systems across Europe in delivering more effective and
equitable LTC.

The objective of Work Package 1 (WP1) is to develop, validate, and apply a framework to
investigate I-LTC and support solutions. Task 1.2 specifically focused on establishing and
validating a framework for I-LTC and providing a strategy for the investigation and analysis of
[-LTC initiatives in the field.

Deliverable 1.2 (D1.2), based on T1.2, is structured into six chapters:

e Chapter 1 introduces the Laurel project, the concept of I-LTC, and the need to establish
an overarching framework for I-LTC as the initial step;

e Chapter 2 focuses on the development of a conceptual overarching framework for I-
LTC by analysing existing frameworks on integrated care (IC), long-term care (LTC),
and I-LTC;

e Chapter 3 describes the validation process of the overarching framework through a
survey and focus groups (FGs);

e Chapter 4 presents the refined overarching framework on I-LTC, incorporating the input
from experts of the survey and FGs;

e Chapter 5 discusses the application of the framework in a field study, outlining a
strategic guide for the investigation of IC and support solutions;

e Chapter 6 presents the discussion and conclusions of Task 1.2.

Laurel_D1.2_ValidatedFrameworkGuide_v3.1_Final_Panaxea Page 7 of 70
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Based on the overarching framework (T1.2) a field study will be conducted to characterise |-
LTC initiatives in the EU27 Member States (T1.3 and T1.4).

1.2 Long-term care

LTC services provide support to individuals who require assistance with daily activities due to
enduring physical or mental disabilities. These services, essential for maintaining quality of life,
encompass a spectrum of health and care requirements and are delivered by formal or informal
carers, either at home, in nursing facilities, or within the community (1). Though situations of
disability can be found in all age groups, disability increases as we get older (2). As a result,
the demand for LTC services continues to grow, particularly given the increasing lifespan of
individuals with increased support needs. Moreover, this rising demand presents contemporary
challenges in service provision. Recognising the significance of this issue, the United Nations
and the European Union (EU), along with its Member States, have made firm commitments to
ensure accessible and high-quality LTC services. This commitment emphasises supporting
preferences for home-based or community-based care options (3, 4). However, LTC systems
within the EU differ in design and level of development, underscoring the need for
comprehensive strategies to address common challenges. The provision of LTC faces

numerous challenges (5):

o Affordability: existing (social protection) systems offer insufficient coverage for LTC
compared to other services (such as pensions or healthcare), leading to inadequate
support for individuals in need;

e Accessibility: while LTC heavily relies on family care or nursing homes, obstacles
persist in accessing emerging person-centred options like home care or community-
based services, particularly in rural areas and for low-income individuals and those with
disabilities;

e Quality standards: while quality criteria exist for residential care, they are less
developed for home and community-based services, often overlooking the experiences
of people with I-LTC needs;

e Care workforce: there is a rising number of vacancies in LTC-related roles, but issues
like poor working conditions, low wages, vulnerability of migrant workers, gender
disparity, and lack of effective social dialogue pose challenges for retention. This
situation leads to personal and societal costs for informal carers;

e Funding: expected increases in LTC spending across EU Member States by 2050 may
not accurately reflect the true financial burden, failing to account for informal carers'

contributions and future societal changes;
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e Governance: fragmentation in LTC provision within EU Member States negatively
impacts service accessibility, quality, and cost-effectiveness. Innovative governance
approaches are necessary for improved service delivery, including enhanced

monitoring and informed decision-making through better data utilisation.

1.3 Integrated care

IC is considered the most appropriate care delivery model for maximizing health, function, and
well-being across the life course, especially for older people and people with multiple chronic
conditions (6-8). As is the case of LTC, IC emerged in response to increasing demand
pressures and fragmented service provisions. Extensively researched and acknowledged by
the World Health Organization (WHO), IC stands as a strategy for ensuring the future
sustainability of healthcare systems (9-11). However, scaling up IC implementation faces
significant challenges due to the complexities and interdependencies among its various
components. These encompass system integration at the macro-level, organisational and
professional integration at the meso-level, and clinical, service and personal integration at

micro-level (12).

Definition I-LTC

A universal accepted definition for IC does not exist. Studies underscored the significant impact
of stakeholder perspectives on the prevailing definitions (13, 14). Considering the wide-ranging
LTC service provisions throughout Europe, Laurel aims to adopt an operational definition that
acknowledges this diversity. The proposed definition of I-LTC stems from collaborative efforts

within the Laurel consortium.

I-LTC is the result of combining different types of services and assistance with the
objective of optimising their delivery to the people that need help with daily living

activities and/or are in need of some permanent nursing care.

1.3.1 Overarching framework on I-LTC

A current challenge in understanding I-LTC lies in the absence of accepted indicators to assess
its quality (15). This challenge limits the ability of stakeholders to compare experiences and
collect insights, essential for shaping evidence-based policies and practices. On one hand, the
lack of these indicators, and the absence of a formal definition for LTC quality, leads to the
adoption of quality definitions used in healthcare and social care services. However, this
approach could pose issues if these definitions do not properly align with the context of LTC.

On the other hand, the lack of a singular definition allows for a more person-centred
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perspective in assessing LTC quality. This perspective emphasises data collection on factors
like the individual's involvement in care decisions, the relationships between carers and
recipients, evaluations of accessibility and equity, and assessments of providers' transparency

and accountability.

Currently, there are numerous frameworks to support the development and/or implementation
of integrated approaches in health and social care. However, these frameworks differ in scope
and operationalisation, and hence usability. The existence of various frameworks, each
providing a unique combination of domains and items, makes it challenging to conceptualise,
define, and measure I-LTC. To bridge this gap, as a first step in the Laurel project, an
overarching framework has been set up to enhance the understanding of I-LTC and support
solutions aimed at improving the quality of I-LTC services. This framework aims to effectively
capture the essential components of I-LTC and enhance the understanding of I-LTC services

while considering impacts on persons with I-LTC needs and the care workforce.

1.4 Ethics

Ethical approval for this study was obtained from Hospital Clinic FRCB-IDIBAPS Research
Ethics Committee, in accordance with current legislation (Biomedical Research Law 14/2007).
The processing, communication, and transfer of personal data of all participants complies with
EU Regulation 2016/679 of the European Parliament and of the Council of 27 April 2016,
regarding the protection of natural persons as regards to the processing of personal data and

the free circulation of data.
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2 Development of the overarching framework

Chapter 2 focuses on developing a conceptual framework for I-LTC by examining existing
frameworks on IC, LTC, and I-LTC.

2.1 Methods

It was aimed to construct a comprehensive and robust overarching framework that effectively
captures the essential components of I-LTC support solutions within the scope of our study.
The development of the overarching framework was based on existing frameworks related to
I-LTC. To achieve this, a rapid realist review was conducted in the previous phase of the
project. In the rapid realist review two iterations were performed to identify existing frameworks
that contribute to the understanding of I-LTC and support solutions (16). Based on the first
iteration, a long list of frameworks (n=69) was established, which was further used for the
development of the overarching framework (16). The results of the second iteration will be

utilized in the next phase of the study, the field study for the characterization of I-LTC initiatives.

2.1.1 Selection of frameworks

Using the long list as a foundation, frameworks were selected based on their suitability for the
construction of an overarching framework. Frameworks were considered for inclusion if they
related to IC, LTC, or I-LTC and included information on domains, building blocks,
components, factors, themes, and/or items. Frameworks were excluded when they were
conceptual frameworks still in development, disease-specific frameworks (e.g., focused on
cancer only), frameworks specific to a particular life phase (e.g., palliative or end-of-life care),
frameworks designed for specific target groups or populations (e.g., children with mental health
issues, hospitalised older people, nursing workforce), frameworks that addressed only a single
component of IC, and country- or region-specific frameworks not applicable to the development

of an overarching cross-national framework.

Frameworks were examined by one researcher (AA) and supervised by a second researcher
(BV). In cases of uncertainty regarding the selection or exclusion of a framework, it was
presented to a second and third researcher (IB or BV) to ensure that frameworks were not
overlooked or not included incorrectly. Disagreements were resolved by discussion resulting

in consensus.
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2.1.2 Data extraction and analysis

To ensure a comprehensive understanding and coverage of I-LTC, domains and items were
identified based on their relevance to I-LTC and their presence across multiple frameworks.
Each framework was systematically examined to extract data related to domains/themes and,
if applicable, corresponding components/factors/items. This approach ensured that the
selected domains collectively represent the multifaceted nature of I-LTC. Following this
selection, the extracted items were categorised based on identified domains. During this
process, domain labels were occasionally revised to better align with the items contained within
each domain. The data extraction and analysis process were led by one researcher (AA) and
supervised by a second researcher (BV). Cases where item categorisation was ambiguous or
where items could be (partly) captured by other items were discussed with a second and third
researcher (IB or BV). Disagreements were resolved through discussion, resulting in

consensus.

2.2 Results

A comprehensive analysis resulted in the selection of 15 frameworks for the constructing of
the conceptual overarching framework. Table 1 provides an overview of the included
frameworks. Based on the data extraction and analysis, a total of six domains were identified

as integral to the framework:

e People and communities;

e Workforce and service delivery;

e Organisation of care;

e Information and communication technology (ICT) and ICT systems;
e Finance;

e Governance.

Each of these domains was further analysed to identify and categorise relevant items. This
process involved examining each domain to determine the specific components and elements
that are critical to its function and effectiveness. The identified items were then systematically
organised within their respective domains based on their relevance. Tables 2-7 presents a
comprehensive overview of the domains and their corresponding items. Additionally, it
highlights the specific frameworks that reference these items, providing a linkage between the
domains and the frameworks that support them. In the subsequent section, the items
corresponding to each domain are described. Please note that the explanation of domains and

items is more thoroughly covered in Chapter 4, where the refined framework is discussed.
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Table 1. Overview of the included frameworks

Framework Full name of framework Objective of the framework Reference(s)
Context, outcomes and mechanisms of Evaluating IC interventions, offering insights into when, why, and how
COMIC model ; . ; . 15
integrated care interventions model successful outcomes can be achieved.
System of concepts for the continuity of  Describing the healthcare environment and harmonising it with social care
ContSys model .2 . . 16, 17
care and assistive domotics concepts using a common shared conceptual model
DMIC Development model for integrated care Supporting (IC) practices in the implementation of improvement activities. 18
Innovative care for chronic conditions Providing building blocks to create or redesign healthcare systems and
ICCC framework O ! ; : : . 19
framework harmonise initiatives aimed at improving chronic patient care.
Intearated care for older beople Guides the implementation of the ICOPE approach, considering local, social
ICOPE framework 9 peop and cultural contexts and the maturity level of health systems to determine 20
framework : . ; :
the adoption of implementation recommendations.
IMCM Integrated multimorbidity care model Desc_:nblng components tg implement for the care and treatment of 21
multimorbid patients applicable across Europe.
Assisting in monitoring and evaluating established people-centred IC
INTEGRATE ) LI . . :
- services and planning, implementing, and evaluating comprehensive 22,23
framework .
people-centred IC services.
INTERLINKS Describing and analysing LTC for frail older people and guiding future
- 24,25
Framework development of LTC systems.
Logic Model IC Logic Model for integrated care Serves for local planning and performance monitoring in IC. 26
RMIC Rainbow model of integrated care Unde_rstandlng a_nd measuring IC across different healthcare systems by 12
focusing on multiple dimensions.
Sustainable integrated chronic care Supporting the development, implementation, description, and evaluation of
SELFIE framework models for multi-morbidity: delivery, PP 9 opment, Imp ’ ption, 27
i : IC programs for multimorbidity.
financing, and performance
FEMENTENS (o7 S AT i efe Improving IC for older persons living at home and assisting readers in
SUSTAIN integrated care for older people in P 9 P 9 9 28

Europe

understanding the essential elements of effective IC services.

Laurel_D1.2_ValidatedFrameworkGuide_v3.1_Final_Panaxea
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Framework Full name of framework Objective of the framework Reference(s)
WHO framework for countries to achieve Achieving an integrated continuum of LTC service provision and facilitating
WHO IC-LTC . : . . : L e .
framework an integrated continuum of long-term the integration of long-term services within existing health and social care 29
care systems.
Z\éggsscr%l:;ttry WHO country assessment framework for  Guiding the design, development, and reporting for assessing integrated 30
framework the integrated delivery of long-term care  delivery of health and social services for long-term care in countries.
WHO-IPCHS WHO framework on integrated people- Advocated for a fundamental shift in the way health services are funded, 9
framework centred health services managed, and delivered.

COMIC model: context, outcomes and mechanisms of integrated care interventions model, ContSys model: system of concepts for the continuity of care, DMIC: development model

for integrated care, I-LTC: integrated long-term care, IC: integrated care, ICCC framework: innovative care for chronic conditions framework, ICOPE framework: integrated care for

older people framework, IMCM: integrated multimorbidity care model, Logic Model IC: Logic Model for integrated care, LTC: long-term care, RMIC: rainbow model of integrated care,

SELFIE framework: sustainable integrated chronic care models for multi-morbidity: delivery, financing, and performance, SUSTAIN: framework for sustainable tailored integrated

care for older people in Europe, WHO IC-LTC framework to achieve an integrated continuum of long-term care, WHO int. del. LTC: country assessment framework for the integrated

delivery of long-term care, WHO-IPCHS framework: WHO framework on integrated people-centred health services.
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Table 2. Overview of frameworks referring to items identified in the literature. Domain: People and communities

Framework!

SUSTAIN
WHO IC-LTC
WHO-IPCHS

Ll (/)
= X
s z
o
w oW
z &

WHO int. del. LTC

Domain: People and communities

1.1 Person engagement and empowerment

1.2 Involvement and support of social network (e.g., family,
friends, informal caregivers)

1.3 Provision of education to the person in need for care

1.4 Provision of education for informal caregivers

1.5 Community engagement and empowerment

' COMIC model: context, outcomes and mechanisms of integrated care interventions model, ContSys model: system of concepts for the continuity of care, DMIC: development model
for integrated care, I-LTC: integrated long-term care, IC: integrated care, ICCC framework: innovative care for chronic conditions framework, ICOPE framework: integrated care for
older people framework, IMCM: integrated multimorbidity care model, Logic Model IC: Logic Model for integrated care, LTC: long-term care, RMIC: rainbow model of integrated care,
SELFIE framework: sustainable integrated chronic care models for multi-morbidity: delivery, financing, and performance, SUSTAIN: framework for sustainable tailored integrated
care for older people in Europe, WHO IC-LTC framework to achieve an integrated continuum of long-term care, WHO int. del. LTC: country assessment framework for the integrated
delivery of long-term care, WHO-IPCHS framework: WHO framework on integrated people-centred health services.
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Table 3. Overview of frameworks referring to items identified in the literature. Domain: Workforce and service delivery

Framework

Domain: Workforce and service delivery

INTEGRATE

INTERLINKS

=
<
[
(72}
o}
0

WHO IC-LTC

WHO int. del. LTC
WHO-IPCHS

2.1 Collaborative commitment and culture (incl. trust, shared
vision, values, and goals)

2.2 Collaborative healthcare activities (incl. assessment,
(individual) care planning, service delivery, medication
management, coaching, monitoring)

2.3 Case finding to identify people who are at higher risk of
developing health and care needs and provision of proactive
care

2.4 Shared decision making (between healthcare provider(s)
and person)

2.5 Provision of person-centred care

2.6 Provision of self-management support to person in need
for care

2.7 Appointment of a care coordinator (e.g., case manager
responsible for coordination individualised care plans and
serving as a contact point for person and informal
caregivers)

2.8 Interdisciplinary collaboration between healthcare and
social care providers

Laurel_D1.2_ValidatedFrameworkGuide_v3.1_Final_Panaxea
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2.9 Formation or promotion of (multi-sectoral)
partnerships/networks among healthcare and social care
providers

2.10 Continuous professional development/training for
healthcare and social care providers

2.11 Sustainable workforce capacity building and planning

Laurel_D1.2_ValidatedFrameworkGuide_v3.1_Final_Panaxea Page 17 of 70
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Table 4. Overview of frameworks referring to items identified in the literature. Domain: Organisation of care

Framework

(&)
zZ 5
= O
® o
75 I
£

INTEGRATE
INTERLINKS
WHO-IPCHS

WHO int. del. LTC

Domain: Organisation of care

3.1 Accessibility of care for person (e.g., geographical
access, (community-based) health and care service access,
physical access, digital access to health data/information,
financial access, timely access)

3.2 Management of care transitions between settings and
providers

3.3 Coordination of care services within and across sectors

3.4 Resource management and resource coordination (e.g.,
budgeting, allocating, aligning, optimising of (available)
resources)

3.5 Supportive leadership (e.g., for quality improvement)

3.6 Space/capacity for innovation and research

3.7 Continuous quality improvement and learning (including
e.g., results-focused learning, performance assessment and
management of delivered care)

3.8 Creating an enabling environment (i.e., bringing
stakeholders together for transformative change, including
processes to improve leadership, legislative frameworks,
logistics for seamless care delivery across the entire chain)
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Table 5. Overview of frameworks referring to items identified in the literature. Domain: ICT and ICT systems

Framework

SUSTAIN
WHO IC-LTC
WHO-IPCHS

Ll (/)
= X
s z
o
w oW
z &

WHO int. del. LTC

Domain: ICT and ICT systems

4.1 Supportive digital technologies and tools for person (e.g.,
telemonitoring, e-Health tools, patient portals to access
health data/information, information exchange with care
provider)

4.2 Interoperable (shared) information systems for
information exchange (e.g., to facilitate communication,
person-centeredness, tailored care, and care coordination,
uniform coding of patients' health problems)
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Table 6. Overview of frameworks referring to items identified in the literature. Domain: Finance

Framework

(&)
zZ 5
= O
® o
75 I
£

INTEGRATE
INTERLINKS
WHO-IPCHS

WHO int. del. LTC

Domain: Finance

5.1 Incentive arrangements to promote care integration
and/or interdisciplinary collaboration between care
organisations

5.2 Secured budget for provider organisations for I-LTC
programmes covering development, implementation, service
delivery, and evaluation

5.3 Coverage and reimbursement of I-LTC programmes for
people in need for care

5.4 Sustainable financing system to support integrated
health and social care (services)
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Table 7. Overview of frameworks referring to items identified in the literature. Domain: Governance

Framework

(&)
zZ 5
= O
® o
75 I
£

INTEGRATE
INTERLINKS
WHO-IPCHS

WHO int. del. LTC

Domain: Organisation of care

6.1 Clear and shared accountability for care outcomes
among healthcare professionals, social care workers and
person in need for care

6.2 (Enhancement of) governance and accountability
arrangements

6.3 Development or strengthening regulatory
frameworks/regulations to support integrated long-term care

6.4 National/regional policies to stimulate the integration of
care across organisations and sectors, to stimulate
engagement and participation of the individuals and
community, to stimulate research/investments in (innovative)
integrated care models, to promote multi-sectoral
partnerships

6.5 Quality assurance and improvement processes for
integrated long-term care services
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The descriptions of the domains and items below are based on the frameworks in which they

are reported, as presented in Table 2-7.

Domain: People and communities

Within the domain of 'people and communities', frameworks placed significant emphasis on
the items Person engagement and empowerment and Involvement and support of social
network (e.q., family, friends, informal caregivers). By involving individuals in their care
decisions and empowering them to actively participate in their treatment plans, healthcare
providers can promote autonomy and improve health outcomes. Also, involving and supporting
the social network of individuals, including family members, friends, and informal caregivers,
plays an important role in providing holistic care and support. Providing the necessary
education to individuals in need for care and informal caregivers involved in the care process
is considered important for optimising their performance and achieving desired outcomes.
Furthermore, frameworks highlighted the importance of community engagement and
empowerment. By engaging communities in the co-production of healthy environments and
involving them in care coordination efforts, healthcare systems can better address the diverse

needs of individuals and promote holistic well-being.

Domain: Workforce and service delivery

In the domain of 'workforce and service delivery' there is a strong emphasis on interdisciplinary
collaboration among healthcare and social care providers, and collaborative healthcare
activities such as assessment, care planning, service delivery, medication management,
coaching, and monitoring. This collaborative approach is integral to comprehensive care
programs that prioritise person-centred care, emphasising shared decision-making between
care providers and individuals in need for care, as well as the provision of self-management
support. These interventions contribute to patient empowerment, tailored care, improved
health outcomes, and increased patient satisfaction. Furthermore, continuous professional
development and training for healthcare and social care providers emerged as an important
component. Such training programs enable providers to acquire new skills and knowledge and
stay up to date of the latest advancements in healthcare delivery, ensuring their effectiveness

in delivering integrated person-centred care.

Collaborative commitment and culture, including trust, a shared vision, values, and goals was
reported in frameworks, as it fosters an environment where healthcare and social care
providers can work together effectively, and teamwork and communication is encouraged.
Case finding strategies can play an important role in identifying individuals at higher risk of

developing health and care needs. By proactively identifying these individuals, healthcare
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providers can intervene early, offering preventive care and support to mitigate risks and

improve health outcomes. The appointment of a care coordinator, such as a case manager, is
helpful in ensuring the coordination of individualised care plans. These coordinators serve as
a central point of contact for individuals and their informal carers, streamlining communication
and ensuring continuity of care across various healthcare and social care settings. Forming or
promoting partnerships and networks among healthcare and social care providers is essential
for facilitating collaboration and information sharing. These partnerships enable providers to
leverage resources, expertise, and support from multiple sectors, ultimately enhancing the
delivery of integrated person-centred care. Also, the item sustainable workforce capacity
building and planning was observed in the frames addressing the chronic shortage of workers

in the care field.

Domain: Organisation of care

Regarding the domain 'organisation of care,’ the framework analysis demonstrated that
coordination of care services within and across sectors facilitates collaboration among
healthcare providers and social care providers, ensuring that individuals receive
comprehensive and coordinated care that addresses their needs. This coordination minimises
fragmentation in care delivery and enhances the effectiveness of interventions. Also,
management of care transitions between settings and providers ensures seamless transitions
for individuals moving between different care settings. Effective management of these
transitions reduces the risk of disruptions in care, enhances communication between

providers, and improves the overall care experience for individuals.

Resource management and coordination involve optimising the allocation and utilisation of
available resources to meet the diverse needs of individuals. Effective resource management
ensures that resources are aligned with care priorities, maximising efficiency and improving
access to essential services. Supportive leadership plays an important role in fostering a
culture of quality improvement within care organisations. Space and capacity for innovation
and research provide opportunities for exploring new approaches, technologies, and
interventions to enhance care delivery. Investing in innovation and research allows
organisations to stay abreast of emerging trends and best practices, driving continuous
improvement in care quality and outcomes. Continuous quality improvement and learning are
essential for maintaining and enhancing the quality of care over time. By systematically
assessing and managing performance, organisations can ensure ongoing learning and

development, ultimately leading to better outcomes for individuals receiving care.

Accessibility of care for individuals includes various aspects such as geographical access,
access to community-based health and care services, physical access to facilities, digital

access to health data and information, financial access, and timely access to care. Ensuring
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accessibility is crucial for overcoming barriers to care and ensuring that individuals can readily

access the services they need when and where they need them. Creating an enabling
environment involves bringing together stakeholders to drive transformative change in
healthcare delivery. This includes processes to improve leadership, establish regulatory or
legislative frameworks, and optimise logistics for seamless care delivery across the entire care
continuum. By fostering collaboration among stakeholders and creating a supportive
environment for innovation and improvement, healthcare systems can better meet the evolving
needs of individuals and communities. This enables the implementation of integrated person-
centred care models that prioritise the holistic well-being of individuals while promoting

efficiency and effectiveness in care delivery.

Domain: ICT and ICT systems

Regarding the domain ‘ICT and ICT systems’, the framework analysis highlighted the
importance of using digital technologies and platforms to support individuals in need for care.
These include telemonitoring, e-Health tools, and electronic medical records and patient
portals that enable individuals to access their health data and information conveniently and
exchange it with their care provider. By providing people in need for care with greater control
over their health information and facilitating communication with their care providers, these
digital tools empower people to actively engage in their care process. Frameworks also
underscored the importance of (shared) information systems to facilitate seamless information
exchange and interoperability among multiple providers and care settings. Such systems can
enhance the continuity and quality of care delivery, improve communication, and enable

tailored care.

Domain: Finance

In the domain ‘finance’ incentive arrangements were reported in promoting care integration
and interdisciplinary collaboration between care organisations. These arrangements
incentivise healthcare providers to work together effectively, fostering a seamless continuum
of care and improving care coordination for individuals. Additionally, a basic level of financial
security and securing adequate budgets for provider organisations covers the costs associated
with program development, implementation, service delivery, and evaluation. Adequate
budgets are considered essential for ensuring a sustainable commitment by care
organisations. Sufficient coverage and reimbursement of the (interventions of) programmes is
necessary to ensure financial equity and access for all individuals in need. Also, the need for
a sustainable financial system integrating health and social care services was highlighted. A
financing system ensures the availability of resources necessary for the effective delivery of
IC, including personnel, infrastructure, and technology. Long-term sustainable financing is

considered important to support integrated health and social care services.
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Domain: Governance

In the domain 'governance' health and social care professionals, as well as individuals in need
for care, should recognise and engage in shared accountability and responsibility concerning
care outcomes. This ensures that all stakeholders are aligned in their efforts to achieve positive
health outcomes for individuals, promoting collaboration and coordination across care teams.
Various frameworks highlighted the importance of either ensuring the availability or
strengthening of governance and accountability agreements. These frameworks underscore
the interconnectedness of such agreements in effectively delivering IC. By developing or
strengthening regulatory frameworks and regulations, policymakers can provide the necessary
infrastructure and support for I-LTC initiatives. Additionally, national or regional policies play
an important role in driving the integration of care across organisations and sectors. These
policies can stimulate community engagement, encourage research and investment in
innovative care models, and facilitate partnerships across multiple sectors. Furthermore,
implementing quality assurance and improvement processes for |-LTC services are important

components in the development and sustainability of services.
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3 Validation of the overarching framework

As the overarching framework has been constructed using domains and items drawn from
various existing frameworks (Table 1), it is important to validate this conceptual framework.
The validation process is vital in ensuring that the resultant framework accurately reflects all
aspects of |-LTC, thereby enhancing the credibility and utility of the research outcomes.
Validation of the conceptual overarching framework occurred in two stages: a survey and FGs.
The objective of the survey was to validate the domains and items, derived from existing
frameworks that were identified in the literature, by collecting insights on their relevance. The
objective of the FGs was to validate the domains and items constituting a conceptual
framework for I-LTC by discussing survey results and collecting insights on various themes
such as clarity, applicability, and feasibility of the framework. In the following sections these

two stages are explained in more detail.

3.1 Methods

Recruitment of participants (survey and FGs)

To qualify for participation in the survey and FGs, participants needed to be experts in the field
of IC and/or LTC, including scientific (research) experience or practical work experience in a
professional or service organisation. Examples of eligible participants include researchers,
healthcare professionals, social care professionals, policy makers, programme managers, and
members of care organisations. For the validation of the framework, input was purposefully
sought from professional experts due to their essential knowledge necessary for validation.
While the aim is to integrate perspectives from both professionals and care recipients, the
validation process has been designed in phases, each with a distinct focus. In this first step,
the emphasis is on policy, organisational and structural aspects of I-LTC. Professional experts
are equipped with a broad perspective and are well positioned at this step to assess whether
the framework is internally coherent, conceptually sound, and applicable within existing care
systems. The experiences and perspectives of people receiving LTC will be incorporated
during the subsequent field study phase, when the framework is presented in a more
accessible and concrete form, allowing for meaningful and inclusive participation of both

professionals and care recipients.

During the selection process diversity in age, gender, and professional background among the
participants was aimed to achieve. Using a purposive sampling strategy, Laurel consortium
partners extended invitations to experts within their trusted network organisations to participate
in the survey and FG. Laurel consortium partners had the option to directly reach out to

participants themselves or delegate this task to the team of researchers. Experts were

Laurel_D1.2_ValidatedFrameworkGuide_v3.1_Final_Panaxea Page 26 of 70



m  laurel

approached by email with information about the Laurel project, its objectives and information

on the survey.

Informed consent (survey and FGs)

Prior to participation in the survey and FGs, all participants were required to provide informed
consent. The informed consent aimed to ensure that participants read information on the
Laurel project, understood the objective of the study, their rights as participants, data
protection, and any potential risks or benefits associated with their involvement. Participants
were provided with contact information of the research team. No monetary compensation was
provided for participation in the research activities. The informed consent process was
conducted in accordance with Regulation EU 2016/679 of the European Parliament and of the
Council of April 26, 2016 regarding the protection of natural persons to ensure the ethical

conduct of the research and the protection of participants' rights.

3.1.1 Survey

Data collection

The online survey was set up in the Survey Monkey® platform in English language. The survey
was reported in accordance with the Checklist for Reporting Results of Internet E-Surveys
(CHERRIES) guidelines, where applicable (33). The survey started with an introduction of the
Laurel project, an explanation of the objectives, the structure of the questionnaire, followed by
five questions on participant’s professional background including gender, birthyear, country of
residence, stakeholder group they belonged to, and years of experience in the field. The core
part of the survey consisted of 35 questions concerning I-LTC. These items were grouped per
domain: people and communities, workforce and service delivery, organization of care,
information and communication systems and technology, finance, and governance. Attached
to the survey was an overview of frameworks that referred to the domains and items covered
within the survey (Table 2-7). Participants had the option to consult this overview while
completing the survey, if desired. Participants were asked to indicate the relevance of each
item (i.e., how meaningful they found the item for the provision of I-LTC). Responses were
recorded on a 9-point Likert scale ranging from "1 = Highly irrelevant" to "9 = Highly relevant"
(34). For each domain, an open-ended question was included, where participants could
suggest any items in addition to the items already mentioned in the domain. The survey
concluded with an open-ended question, providing participants an opportunity to share any
additional comments or insights. The survey took approximately 30 minutes to complete. All
responses were recorded anonymously. Data were collected in April 2024. The survey can be

found in Annex 1.
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Data analysis

The measures concerning the operationalisation of the level of consensus among participants
were determined in advance (35). The 9-point scale was categorised into three ranges: 1-3 as
irrelevant; 4—6 as equivocal; and 7-9 as relevant. The cut-off point for consensus among panel
members was set on 75% (36-38), including the condition that less than 15% of the panel
needed to have a scoring in the 1-3 range (39, 40). Results were calculated at group level
including the median assessment results and interquartile range (IQR) for each item. The IQR
is the difference between the 3rd and 1st quartile in which 50% of core values lie (47). The
IQR also shows the degree of convergence of the answers (48-51). All items with scores in the
4-6 range and without consensus, have been included in the FGs. Data were analysed in MS
Excel by one researcher (AA) and supervised by a second researcher (BV). Also, additional
items proposed by survey participants have been discussed in FGs. Each item was evaluated
by two researchers (AA and IB) to determine whether it was already included as part of an
existing item or if it was a new addition. The open-question responses were considered when

interpreting the numerical data.

3.1.2 Focus groups

Data collection

For the FGs an open-ended semi-structured topic guide was used. The FGs started with an
introductory round and an explanation of the Laurel project. In the core section, the survey
results were shared, and additional items provided by survey participant(s) were discussed.
Experts were asked to provide their viewpoints on the items, indicating which domain they
belonged to, how they would interpret the item, and whether they should be incorporated as
part of an existing item, added separately, or not at all. Additionally, questions related to the
conceptual overarching framework were posed, focusing on clarity, applicability, and overall
assessment. Experts were also questioned about their familiarity with I-LTC care studies for
the subsequent phase of the research, the field study. Participatory learning and action (PLA)
techniques were applied to facilitate equal input from participants, thereby stimulating the
active participation of participants (41). FGs were led by one researcher (AA or IB), and the
other researcher made notes. All FGs were held digitally via Microsoft Teams in English
language. The duration of the FGs was approximately 90 minutes. Data were collected in May
2024. The topic guide for the FGs can be found in Annex 2.

Data analysis
All FGs were recorded and transcribed verbatim using Microsoft Teams transcription software.
Subsequently, transcripts underwent a quality check by two independent researchers (AA and

IB). The analysis of transcripts followed the principal steps of thematic analysis including
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familiarisation of data through reading and rereading transcripts and organising data (42, 43).

Using thematic analysis techniques, text segments were assigned a code if they related to a
specific theme/topic, using an inductive, iterative process. Data were analysed both
descriptively and exploratively. The coding of data and analysis was conducted independently
by two researchers (AA and IB). Any differences in code application were resolved by

discussion with a third researcher (BV).

3.2 Results

3.2.1 Survey

A total of 106 individuals were invited to participate in the survey. Of these, 44 agreed and
participated in the survey (response rate = 41.5%). Three participants did not complete the
survey (reasons for non-completion were not provided). Consequently, the analysis included

responses from 41 participants who fully completed the survey (completion rate = 93.2%).

Participants’ characteristics

Among the 41 participants, 66% were female (n=27), 32% were male (n=13), and 2% preferred
not to disclose their gender (n=1). Participants' ages ranged from 35-76 years. Regarding their
professions, 17% identified as healthcare professionals (n=7), 5% as social care workers
(n=2), 51% as researchers (n=21), 10% as policy makers (n=4), and 34% as other (n=14). The
"other" category included individuals working in healthcare insurance/ payer roles, healthcare
data (management), policy advocacy for informal carers, governance roles, lecturing/

education, and project/ organisation management.

Participants originated from 22 different countries: United Kingdom accounting for 15% (n=6),
Belgium and ltaly for 10% each (n=4), The Netherlands, Ireland, Portugal for 7% each (n=3),
Slovenia and Spain for 5% each (n=2). Participants from countries including France, Scotland,
USA, Denmark, Canada, Switzerland, Malta, Germany, Austria, Norway, Greece, Romania,

Austria, Finland each accounted for 2% (n=1).

Participants reported varying levels of experience in the IC, LTC, or I-LTC field, with a minimum

of 1 year and a maximum of 42 years of experience.

Level of consensus

On all 35 items consensus was achieved on relevance among the survey participants. In Annex
3 a summary of the group results is shown, including: 1) the median assessment results and
IQR on each item, 2) the level of consensus between the participants and, 3) whether

consensus was achieved. Furthermore, survey participants suggested additional items within
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each domain of the framework. These proposed items are also listed in Annex 3. ltems that

were not previously included were incorporated into the FG topic guide for further discussion

and are outlined below (Table 8).

Table 8. Proposed items by survey participants included in the FGs

Domain

People and
communities

Proposed item(s)
Assistive aid with daily activities, mobility and communication for the

person in need for care
Participation in co-creation and implementing a "co-design" process

Community asset mapping and connecting community resources

Workforce and service
delivery

Ensuring decent work conditions for the workforce

Respite care- temporary relief for caregivers to prevent burnout and

ensure continuous support

Organisation of care

Dedicated time for workforce and management to communicate with

others

ICT and ICT systems

Smart housing technology

Robotics

Fairness in the distribution of finance

Finance Flexible budgets, which allow pooling, sharing, etcetera depending on
different population needs
Governance Not only emphasis on outcomes but also on conditions

Laurel_D1.2_ValidatedFrameworkGuide_v3.1_Final_Panaxea Page 30 of 70



- 7 laurel

3.2.2 Focus groups

For FGs 76 individuals were invited to participate. In total, 21 participated in four FGs (response
rate = 27.6%). Below, a summary is provided for each domain, outlining the discussions about
additional items proposed by survey participants, along with general comments on the

framework.

Domain: People and communities
The first item discussed in this domain, assistive aid “It [participation of a person in co-
with daily activities, mobility and communication for creation and implementing a co-

the person in need for care, was considered design process] is a fundamental

important by the FG participants. However, concept. Focus on co-creation is so
participants indicated several times that this item may important to emphasise.”

not align with the domain ‘people and communities’. (Participant 1)

The majority agreed on its placement within the
domain ‘organisation of care’, specifically as part of the first item concerning accessibility of
care for person (e.g., geographical access, (community-based) health and care service
access, physical access, digital access to health data/information, financial access, timely

access).

The second item, participation of person in co-creation and implementing a "co-design”
process, was considered important by the FG participants. It was considered that co-design
process would better fit in the domain ‘organisation of care’, while co-creation should be

acknowledged in domain ‘people and communities’.

The last item discussed was community asset mapping and connecting community resources.
There were different views on whether the item was captured in the conceptual framework (for
example in item 1.5 community engagement and empowerment or item 3.4 resource
management and resource coordination). Based on the discussion of the FGs participants, it
was agreed by the researchers that this item should be placed as an explanation or extension
of existing item 4 (Resource management and resource coordination) under domain 3

‘organisation of care’.

Besides discussing the proposed items by survey participants, multiple FG participants
commented that the domain and definitions of item of should be better explained.
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Domain: Workforce and service delivery

As aresult of the survey, two additional items were discussed under this domain. The first item,
ensuring decent work conditions for the workforce, was considered as a pre-requirement for a
sustainable workforce. One participant mentioned that “A reason that it is not included in the
framework is because it is seen as a pre-requirement”. Therefore, it might be part of the domain
‘workforce and service delivery’ item 11 (sustainable workforce capacity building and
planning), as the well-being of workers is linked with a sustainable workforce, according to the

FG participants.

The second item, respite care (temporary relief for

“Well-being of workers is definitely

) ) ) caregivers to prevent burnout and ensure continuous
linked with a sustainable

workforce.” (Participant 2)

“We need to give people the tools to use

support), was also considered important,
them, but most of all, to understand why

especially for the unpaid workforce. Therefore,
o ] _ they are important. So, if we want to

FG participants suggested to include the item
. . . . empower them, digital literacy is crucial.”
in the domain ‘workforce and service delivery’,

(Participant 3)

but not as a separate or new item. During the
refinement process of the overarching
framework, this item was placed under item 2, involvement and support of social network, of

the domain ‘people and communities’.

During the discussion, FG participants pointed out that the definition of workforce needs to be
better defined. It was questioned whether the workforce includes either formal and informal
caregivers, or only one of the two. Another participant believed that volunteers and informal
carers should also be included in the workforce. Additionally, one participant even proposed

creating a separate domain for informal caregivers.

Domain: Organisation of care

For the third domain, one additional item was discussed during the FGs. The item dedicated
time for workforce and management to communicate with others was considered a pre-
condition for item 3.2 (management of care transitions between settings and providers), 3.3
(coordination of care services within and across sectors), 3.5 (supportive leadership) and 3.6
(space/capacity for innovation and research) by one participant, but it was mostly questioned
whether it was not already covered by existing items: “It is a precondition for a number of these
topics, so it's 3.2, 3.3, 3.5 or 3. 6.” and “time would just come under resource management
because time is a resource”. After careful consideration of the discussion among FG

participants, it was concluded that this item should be placed under item 4 (resource
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management and resource coordination) of the domain ‘Organisation of care’ as an addition,

since time is a resource which should be managed carefully.
Domain: ICT and ICT systems

Regarding domain 4, smart housing technology and robotics were discussed during the FGs.
It was concluded that these two items should not be added as a new item to the overarching
framework, but rather included as examples of item 4.1 (supportive digital technologies and

tools for person).

During the discussion, a concern was raised about the word “supportive” used in the first item,
supportive digital technologies and tools for person of this domain. The FG participant
mentioned that “It is not always supportive, it can also be more assistive”, and suggested that

it might be better to remove this word from the item.

While discussing this domain, it was also suggested to add digital literacy to the framework. It
was decided by the researchers to add ‘digital literacy’ to item 5 (provision of person-centred

care) of the domain ‘workforce and service delivery’.

Domain: Finance

The first item discussed for this domain was fairness in the distribution of finance, meaning a
fair allocation of financial resources. While there was some debate about its inclusion, most
participants considered this item relevant and important in the healthcare system. It was
suggested that it could be included under item 4, sustainable financing system to support
integrated health and social care (services), whilst others considered fairness as something
beyond financing, as they mentioned that “fairness is a value that goes beyond finance”. After
discussion by the researchers, it was added to item 4, sustainable financing system to support

integrated health and social care (services), of the domain ‘finance’.

The second item, flexible budgets, which allow pooling, sharing, etcetera depending on

different population needs, was considered a part of sustainable financing (i.e., item 4).

In addition to the discussion of proposed items, financing was considered to play a key role in

getting the necessary care, thereby impacting the equity of the healthcare system.

Domain: Governance

As a result of the survey, one additional item proposed for this domain was: not only emphasis
on outcomes bus also on conditions. Based on the FG discussions, item one of domain 6 was
adjusted from clear and shared accountability for care outcomes among healthcare
professionals, social care workers and person in need for care to clear and shared
accountability for are care processes and outcomes among healthcare professionals, social

care workers and person in need for care.
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In general, it was noted that additions should be made to the existing items. Specifically for
item four, national/regional policies to stimulate the integration of care across organisations
and sectors, to stimulate engagement and participation of the individuals and community, to
stimulate research/investments in (innovative) IC models, to promote multi-sectoral

partnerships, it was pointed out that local policies should be considered.

Clarity, applicability, and overall assessment

During the final discussions of the FGs, it was mentioned that attention should be paid to the
definitions and explanations of domains and items included in the conceptual framework. It
should also be made clear how domains were selected and how they are interconnected.
Additionally, it was noted that some examples of existing items, might be too region specific,
potentially making the framework less applicable to regions/areas where these examples are
not relevant. Finally, it was reiterated that informal carers should receive more attention in the

framework, as they are expected to be responsible for most care in the near future.
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4 Refinement of the overarching framework

Based on the results of the survey and FGs (Chapter 3), the conceptual overarching framework
(Chapter 2) has been refined. All expert feedback was considered during this process. During
the refinement process, the domains and items have been clarified, and detailed explanations
were added for each item to enhance understanding. One item, formation or promotion of
(multi-sectoral) partnerships/networks among healthcare and social care providers, was
moved from the domain ‘workforce and service delivery’ to ‘organisation of care.” Additionally,
items were classified according to micro-, meso-, or macro-level. Micro-level concerns the
individual interactions of the person in need for care, the informal workforce or the health- or
social care professional. Meso-level refers to organisational and community interactions.
Macro-level involves aspects of the broader system. By incorporating these adjustments, the
refined framework offers a most comprehensive and organised approach, ensuring that each

domain and item is clearly defined and appropriately categorised.

4.1 Refined framework

Figure 1 presents the refined framework for I-LTC, complemented by detailed explanations of
the included domains and items in Tables 9-14. It is essential to consider Figure 1 and Tables
9-14 as an integrated entity. From here on the framework is referred to as FLINT: ‘The
European framework for long-term integrated care services. FLINT symbolises the continuous
and dynamic nature of I-LTC and the process of ongoing change and adaptation of LTC
services to meet the changing needs of individuals and communities. FLINT does not imply a
specific order for the domains. Moreover, all domains are considered equally important. Each
domain is interconnected with the other domains, reflecting the complex and multifaceted
nature of FLINT. Understanding the relationships between these domains is needed for
achieving the intended outcomes of I-LTC services. A unique feature of FLINT lies in its
acknowledgment of the necessary contribution of the unpaid care workforce (i.e., informal
carers), indicated by an asterisk in Figure 1 and Tables 9-14. An informal carer refer to any
person who provides — usually — unpaid care to someone with a chronic iliness, disability or
other long lasting health or care need, outside a professional or formal framework. This
notation serves to highlight areas where the contributions of the unpaid care workforce
(informal carers) are considered essential or beneficial within FLINT. In previously developed

frameworks (Chapter 2) limited attention was paid to the role of the unpaid care workforce.
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Engagement of person and
unpald care workforce in co-
creation process

2] Empowerment of and support
to person and unpaid
workforce

6d Education for person and

vr  Collaborative commitment
and culture*
¥ Collaborative care activities*
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Figure 1. FLINT: The European framework for long-term integrated care services
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Table 9. Explanation of domains and items of FLINT. Domain People in need of care, unpaid care workforce, and communities

Micro/ meso/

Domains and items Explanation

macro level

Domain 1: People in need for care, unpaid care workforce, and communities

1.1 Engagement of person and Active involvement and participation of individuals and informal carers in the co-creation process. Co-
unpaid care workforce in co- creation is a collaborative approach where all stakeholders work together to develop, design, and Micro
creation process implement care (plans).

Having control over decisions and actions affecting their health and promoting their freedom to pursue

1.2 Empowerment of and well-being and dignity. Support includes providing practical, emotional (e.g., respite care), and logistical

support to person and unpaid assistance to both the person in need for care and the unpaid care workforce enabling their participation Micro
care workforce ; )

in society.
1.3 Education for person and Provision of knowledge and skills necessary to understand health conditions and manage care Micro
unpaid care workforce effectively.

Active involvement of community members in the planning and implementation of care-related activities
1.4 Community engagement and | and services in the community, equipping them with the tools needed, raising awareness about the Meso

empowerment needs of persons. It aims to ensure that the community’s perspectives, and resources are considered
and utilised, ensuring participation of the person and informal carers in the community.
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Table 10. Explanation of domains and items of FLINT. Domain Paid care workforce and service delivery

Domains and items

Explanation

Micro/ meso/

Domain 2: Paid care workforce and service delivery

macro level

2.1 Collaborative commitment

Shared dedication and culture characterised by trust, shared vision, values, and goals among the

and culture* workforce. Meso
. ... . | Collaborative healthcare activities including assessment, individual care planning, advanced care
2.2 Collaborative care activities ; . ; o : o ) . Meso
planning, service delivery, medication management, coaching, monitoring, and having team meetings.
2.3 Case finding Identlfl_catlon of people who are at increased risk of developing health and care needs and provision of Micro
proactive care and support.
Active engagement of the person in need for care in decision-making, understanding their perspectives,
2.4 Shared decision making* concerns, and expectations regarding their condition and potential treatments. Provision of Micro
healthcare/treatment options by care professional and collaboratively setting treatment goals.
2.5 Provision of person-centred | A holistic focus and attention being paid to all aspects of well-being (e.g., mental, emotional, social Mi
N : 2 . . . . i icro
care needs, medical needs), level of (digital) literacy, and socio-economic health disparities.
2.6 Self-management support* Provision of. §elf—management support, including coaching, to empower individuals in managing their Micro
health conditions.
. Appointment of a care coordinator (e.g., case manager) responsible for coordination individualised care
2.7 Care coordinator . . ; Meso
plans and serving as a contact point for person and informal carers.
2 8 Interdisciplina Collaboration between providers of different domains (e.g., health and social domain)
cé)llaborationg Y involving dedicated multidisciplinary care teams with clear roles and responsibilities and a shared Meso
language.
. Continuous professional development and training for healthcare and social care providers to enhance
2.9 Professional . ; . : . . L .
- skills (e.g., IT skills, social skills), engage patients and unpaid care workforce, foster multidisciplinary Micro
development/training . : )
approaches, be aware of informal care and community options.
2.10 Workforce retention and Ensuring workforce retention and sustainable capacity building and planning by addressing decent work Meso and
capacity building and planning* conditions, minimising turnover, mitigating staff shortages, and increasing societal recognition. macro
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Domains and items

Table 11. Explanation of domains and items of FLINT. Domain: Organisation of care

Explanation

Micro/ meso/

macro level
Domain 3: Organisation of care
Individuals having access to care, encompassing factors like geographical proximity, access to community- Mi
D e X ) . - . : ) : icro, meso,
3.1 Accessibility based health and care services, physical accessibility, digital access to health data/information, financial
oo R - 2 . macro
affordability, timely availability, and provision of assistive aids.
Managing the transitions of care between different settings and providers, including coordinating
3.2 Care transitions* communication, monitoring progress, and continuously improving transition processes for optimal care Meso
delivery.
Facilitating care that is planned and coordinated across various providers in within and across sectors to
ensure continuity of care throughout the healthcare system. This involves implementing a co-design process
3.3 Coordination of care* to involve all stakeholders to realise care continuity. Dedicated time to communicate with others and handle Meso
administrative tasks should be adequately considered and compensated. Ease of navigation in the system
should be ensured for patients and their carers
3.4 Resource management | Efficiently managing resources by budgeting, allocating, and optimising available resources, joint Meso
and resource coordination commissioning, as well as mapping of community resources, and linking resources.
. Supportive leadership at all levels to stimulate open discussion, foster interprofessional collaboration, to
3.5 Leadership ; , ) Meso
achieve defined goals, and enhance quality of care.
Available space and resources to promote innovation and research, involving creating an environment where M
. i . eso and
3.6 Innovation and research | staff are encouraged and facilitated to explore new ideas, develop new approaches, and conduct research macro
into effective care practices.
L Continuous quality improvement and learning, including results-focused learning, performance assessment,
3.7 Quality improvement ; . .
and learning and managc_ament of delivered care, are enhanced through integrated performance metrics, assessment, and Meso
data collection.
. ; Establishing an enabling environment is essential for the operationalisation of I-LTC, requiring continuous
3.8 Creating an enabling . . . : . Meso and
. collaboration among stakeholders for transformative change. This includes implementing processes to
environment . Co - L . macro
enhance leadership, develop legislative frameworks, and optimise logistics for seamless care delivery.
3.9 Partnerships/networks* | Formation or promotion of (multi-sectoral) partnerships/networks among healthcare and social care providers Meso
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Domains and items

Table 12. Explanation of domains and items of FLINT. Domain: ICT and ICT systems

. Micro/ meso/
Explanation

Domain 4: ICT and ICT systems

macro level

4.1 Digital tools and
technologies*

Various digital tools and technologies enabling tasks such as monitoring health, accessing health
information, and facilitating communication with involved parties. These include telemonitoring, e-Health Micro and
tools, patient portals for health data access, information exchange platforms, smart housing technology, meso

and robotics.

4.2 Interoperable information
systems*

Interoperable (shared) information systems, including uniform coding of patients' health problems and
data transfer/information exchange, are essential for facilitating communication, person-centeredness,
tailored care, and care coordination, as well as medical surveillance. ICT systems need to be accessible
and inclusive for individuals in need for care, and the unpaid and paid care workforce (informal carers).

Meso

Domains and items

Table 13. Explanation of domains and items of FLINT. Domain: Finance

Micro/ meso/
macro level

Explanation

Domain 5: Finance

5.1 Incentive arrangements for

(Shared) incentive arrangements to promote care integration and/or interdisciplinary collaboration

o o Meso
organisations between care organizations.
5.2 Budget for I-LTC Secured budget for provider organisations for I-LTC programmes covering development, Meso
programmes implementation, service delivery, and evaluation.
5.3 Reimbursement of I-LTC
programmes for people in need | Coverage and reimbursement of I-LTC programmes for people in need for care. Micro

for care

5.4 Sustainable financing
system

Sustainable financing system to support integrated health and social care (services), including flexible
budgets, enabling pooling and sharing based on diverse population needs, public investments in health Macro
and social services, the establishment of LTC insurance, and fairness in the distribution of finance.
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Table 14. Explanation of domains and items of FLINT. Domain: Governance

Micro/ meso/

Domains and items Explanation
macro level
Domain 6: Governance
6.1 Accountability for care Clear and shared accountability for care processes and outcomes among healthcare professionals, Micro
processes and outcomes* social care workers and person in need for care.
6.2 Goverrjgnce and (Establishment or enhancement of) Governance and accountability arrangements. Macro
accountability arrangements
6.3 Regulatory . .
frameworks/regulations Development or strengthening regulatory frameworks/regulations to support [-LTC. Macro
National/ regional/ local policies to stimulate the integration of care across organisations and sectors,
6.4 National/regional/local encourage engagement and participation of the individuals and community, stimulate research and Meso and
policies* investments in (innovative) IC models, promote multi-sectoral partnerships and include policies that macro
prioritise the well-being of professionals.
6.5 Quality assurance and . . . . . Meso and
. Continuous quality assurance and improvement processes for health and social care services
improvement processes macro

* Contribution of the unpaid care workforce

I-LTC: integrated long-term care, IC: integrated care, I(C)T: information (and communications) technology, LTC: long-term care
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5 Guide for investigation of integrated care and
support solutions

Based on FLINT, a field study will be conducted in in the next phase of the Laurel project. The

objective of the field study is to characterize I-LTC initiatives in the EU27 Member States by

FLINT.

An assessment of the current state of the initiative will be made and areas for

improvement will be identified. Below the strategic guide is proposed for the field study.

5.1

Identification and selection criteria of I-LTC initiatives

Using a purposive sampling strategy, each Laurel consortium partner is requested to identify

2-3 I-LTC initiatives per partner. The following criteria must be met by the I-LTC initiatives for

inclusion in the field study:

Initiatives must align with the operational definition of I-LTC provided by the Laurel
project;

Initiatives should encompass IC and LTC, rather than solely focusing on one aspect of
LTC;

Initiatives should be aimed at enhancing service integration across health and social
sectors. Initiatives should incorporate some form of coordination mechanism, such as
case management, multidisciplinary teams, joint working, and care planning, along with
structured information sharing;

Initiatives can be in various phases, including development, implementation, or

evaluation.

Key informants from the initiatives will be approached with information regarding the Laurel

project,

its objectives, and a request to participate in the field study. The following information

ideally needs to be collected:

Laurel_|

The (unmet) needs targeted by the service/initiative (e.g., on health and/or social
aspects);

Targeted group(s);

Stakeholders involved in the initiative;

Country and scope of the initiative (e.g., nationwide, regional, or local);

Stage of the initiative (e.g., design/development, pilot, implementation, evaluation);
Breadth of integration, including mechanisms used for promoting integration (e.g.,
services, providers);

Source(s) of funding (e.g., temporary or structural);
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¢ |Initiator(s) of the initiative (e.g., top-down, bottom-up);

e Achievements reported to date.

The information outlined above will be collected during the identification process to verify the
eligibility of each I-LTC initiative. Initially, the focus will be on identifying initiatives, compiling
all relevant information, and assessing the level of detail for each case. The goal is to achieve
a diverse representation of initiatives across the EU-27 Member States However, if difficulties
arise in finding suitable I-LTC initiatives, the approach will be adjusted accordingly. For
example, if adequate cases cannot be found within the EU-27, those from outside the EU-27
will be considered for inclusion. During the identification of I-LTC initiatives, a document will be
created (on SharePoint) for Laurel consortium partners where the aforementioned information
regarding the identified initiatives can be filled in. This will provide an overview of the identified
[-LTC initiatives.

Informed consent

Prior to participation, all participants are required to provide informed consent. The informed
consent aims to ensure that participants read information on the Laurel project, understood the
objective of the study, their rights as participants, data protection, and any potential risks or
benefits associated with their involvement. Participants will be provided with contact
information of the research team. No monetary compensation will be provided for participation
in the research activities. The informed consent process will be conducted in accordance with
Regulation EU 2016/679 of the European Parliament and of the Council of April 26, 2016
regarding the protection of natural persons to ensure the ethical conduct of the research and

the protection of participants' rights.

5.2 Data collection and analysis

The guide proposes a phased approach for conducting the field study. The completion of each
phase provides the foundation for the next, depending on possibilities/feasibilities to collect
data from the identified I-LTC initiatives. Due to this phased approach, the methods described

below may vary between initiatives however will enable comparison of initiatives.

Given the involvement of various stakeholder groups (e.g., paid and unpaid care workforce,
individuals in need for care, policymakers), a tailored approach is suggested for applying
FLINT in the field. In this approach, the perspective of the paid care workforce and other
professionals will be gathered through a survey (1), while the viewpoints of individuals in need
for care, the unpaid care workforce (informal carers) and/or representatives of care recipients
will be collected through a FG (2). The findings from both the survey and FG will be combined

and discussed in a mixed-FG setting (3) with different stakeholder groups. Surveys and FGs
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will be conducted by the Laurel consortium partners. The survey will be conducted in all

initiatives, whereas it is anticipated that the FG may be conducted in part of the initiatives.

Surveys are particularly effective for gathering input from the paid care workforce, because
they allow for efficient data collection from (a large number of) participants within a relatively
short time frame. On the contrary, FGs would be more suitable for individuals in need for care
and the unpaid care workforce, as surveys might be too impersonal and overwhelming for
these participants, potentially leading to incomplete or misunderstood responses. In a FG
setting, participants can be guided through the discussion, allowing for immediate clarification
of questions and providing a supportive environment where views can be expressed more
comfortably. This interactive format will facilitate a deeper exploration of experiences and
concerns, which is important for obtaining insights. By combining the data from the surveys
and FGs, and discussing the results in a mixed-FG, a more holistic understanding of the issues
can be achieved. This mixed approach ensures that the voices of all stakeholders are heard

and considered per case study.

Ideally, the individuals from the various stakeholder groups (e.g., people in need for care,
unpaid care workforce, paid care workforce, other professionals) participating in the survey
should also be involved in the FGs. This will ensure a consistent understanding of the issues

across the different data collection methods and facilitate the triangulation of data.

5.2.1 Survey

The survey will be set up in English language based on the domains and items of FLINT. If
needed and depending on the identification of the I-LTC initiatives, the survey will be translated
into the local language. It is suggested that for each I-LTC initiative, one group response needs
to be collected, comprising of various professionals involved. The minimum requirement for a
group response is input from at least three different stakeholder groups. These groups may,
among others, include health and social care professionals, policymakers, and researchers. A
group response ensures a comprehensive and multi-faceted perspective on the initiative being
evaluated. For example, one way to collect this group response is through a
coordinator/representative of the I-LTC initiative. This coordinator will facilitate the collection
of responses and ensure that input from all relevant stakeholder groups is gathered, for

example, during an internal project or programme meeting.

The survey will start with an introduction of the Laurel project, an explanation of the objectives,
and the structure of the questionnaire. The core part of the survey will consist of questions
related to the items in the various domains of FLINT. Participants will be asked to indicate the

extent to which they agree that the item is in place in their initiative. For each domain, an open-
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ended question will be included, where participants can suggest facilitators and barriers. The
survey will conclude with an open-ended question, providing participants an opportunity to
share any additional comments or insights. The survey will take approximately 30 minutes to
complete. All responses will be recorded anonymously. Data will be analysed in MS Excel per
initiative, per country, and cross-countries, if possible. The open-question responses will be

considered when interpreting the numerical data.

5.2.2 Focus groups

FGs will be held for individuals in need for care, the unpaid care workforce (i.e., informal carers)
and/or representatives of care recipients. Per I-LTC initiative, one FG will be conducted. An
open-ended semi-structured topic guide will be set up based on the items in the various
domains of FLINT and will focus on the facilitators and barriers. The FGs will start with an
introduction round, followed by a brief overview and explanation of the Laurel project. This will
be followed by the main questions and additional follow-up questions and conclude with a
closing session. FGs can be conducted digitally or in-person, depending on the nature and
context of the I-LTC initiative. The duration of each FG will be approximately 90 minutes. If
English is not deemed suitable for conducting FGs, the local language of the I-LTC initiative
will be utilised. All FGs will be recorded and transcribed verbatim, either manually or using a
transcription software. Transcripts will undergo a quality check and may be translated into

English, if necessary.

5.2.3 Mixed focus groups

The mixed-FG involves different stakeholder groups (e.g., paid workforce, unpaid workforce,
and people with I-LTC needs), Based on insights of the surveys and the FGs, the topic guide
for the mixed-FG will be developed. The questions in the topic guide will further explore areas
where there is a need for improvement, and the possibilities and conditions for enhancement
of I-LTC services. In the mixed-FG, it is important to keep the potential power imbalances
among participants of different stakeholder groups in mind. Therefore, PLA techniques should

be applied to facilitate equal input from participants.

For the analysis of the (mixed-)FGs thematic analysis techniques will be used to categorize
text segments by assigning relevant codes to themes/topics through an inductive, iterative
process. Data analysis will be conducted per initiative, across regions within the country, and
across different countries, if possible. Data-triangulation will be applied where equal weight will

be given to quantitative and qualitative data.
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6 Discussion and conclusion

This deliverable focus on focused on establishing and validating a framework for I-LTC and

providing a strategy for the investigation and analysis of I-LTC initiatives in the field.

As an initial step, a conceptual overarching framework was developed based on a total of 15
existing frameworks related to IC, LTC or I-LTC. This process resulted in the identification of
six domains: people and communities, workforce and service delivery, organisation of care,
ICT and ICT systems, finance, and governance. Within each domain, specific items were
identified, resulting in a comprehensive framework comprising a total of 35 items. Notably,
extensive literature was found on the domains ‘'workforce and service delivery' and
'organisation of care' in comparison to the other domains. This observation underscores the
significance and prevalence of research surrounding service delivery and the organisation of
care within the context of I-LTC. A noticeable lack was found in items related to the domain of
'ICT and ICT systems' in frameworks in the literature. Given the current advancements and
increasing emphasis on digitalisation in healthcare, it had been expected to find more

substantial information in frameworks on this topic.

The validation of the conceptual overarching framework was conducted through a survey and
FGs among experts. The survey results indicated consensus among the experts that all 35
items were found relevant for I-LTC. Also, additional items were suggested for inclusion in the
framework. Based on the FGs, it was determined that the additional items proposed by survey
participants could be incorporated into the existing items of the framework as explanations or
expansions. As areas for improvement, FG participants suggested to rephrase some domains
and items for better clarity, to enhance or add explanations for certain items, remove examples
from certain items, and to ensure that the unpaid care workforce is more accurately
represented in the framework. More specifically, the validation has focused on assessing face
validity and content validity. Additionally, there are several other aspects that can be
investigated in the future, such as construct validity and reliability, using data from the field

study.

Based on the results of the survey and FGs, the conceptual overarching framework was
refined. All expert feedback was considered during this process. During the refinement
process, the domains and items have been clarified, detailed explanations were added for
each item to enhance understanding, the unpaid care workforce was better represented, and
items were classified according to micro-, meso-, and/or macro-level. FLINT, the refined
framework provides a comprehensive understanding of the domains and items associated with
[-LTC. It depicts the interconnectedness of various aspects, including the human, social, and

organisational elements, contributing to a deeper comprehension of the impact of an I-LTC
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programme. The significance of domains and items within FLINT may vary across countries or
regions due to differences in social or economic development, degrees of LTC orientation, and
the maturity of the health system. Therefore, a contextualised approach is necessary to fully
grasp the implications and potential outcomes of an |-LTC program within diverse socio-

cultural contexts.

With FLINT the refined overarching framework for I-LTC, a field study will be conducted in the
next phase of the Laurel project. The objective of the field study is to characterise |-LTC
initiatives by applying FLINT. An assessment of the current state of the initiative will be made
and areas of improvement will be identified. For this purpose, a strategic guide has been set
up that focuses on the identification and selection criteria of I-LTC initiatives, and the methods

of data collection and analysis, namely surveys and (mixed-)FGs.

Limitations

One limitation of the study is the composition of the survey participants. The majority of
respondents were researchers, significantly higher than other stakeholder groups like
healthcare professionals (17%), social care workers (5%), policymakers (10%), and others
(34%). While all relevant groups were included, the predominance of researchers may have
overrepresented their perspectives, potentially skewing the data and insights due to their
differing priorities and viewpoints compared to other stakeholders. Moreover, all
communication, including surveys and focus groups, was conducted in English. This approach
carries the risk of excluding non-English speaking participants, thereby limiting the diversity of
perspectives captured. However, given the scope and available time, conducting the survey
and focus groups in a single language was the most efficient approach to minimise potential

misunderstandings or misinterpretations that might arise from translated versions.
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Annexes

This section includes three annexes. Annex 1 presents the survey designed to assess the
relevance of various domains and items related to the conceptual overarching framework on
I-LTC. Annex 2 outlines the topic guide used for the focus groups. Annex 3 contains the results
of the survey, providing a summary of the group results and items proposed by survey

participants.

Annex 1 — Survey on integrated long-term care: towards common

understanding

Thank you for participating in this survey, that is part of the Laurel project. Please find more

information below.

Laurel project

The Laurel project aims at gathering valuable insights into regional differences of integrated
long-term care (I-LTC) provision and their support solutions in Europe. Using this intelligence,
it will develop actionable policies to respond to the challenges of growing demand, economic
constraints, accessibility, affordability, quality of services, shortages of partners of the

workforce, and systemic reforms.

Currently, the organisation of I-LTC varies widely between and within EU Member States.
Challenging in this respect is the existence of various frameworks to conceptualising, defining,
and measuring integrated care or (I-)LTC (quality), each providing a unique combination of

domains and items.

In the Laurel-project the following definition of I-LTC has been adapted: Integrated long-term
care is the result of combining different types of services and assistance with the objective of
optimising their delivery to the people that need help with daily living activities and/or are in

need of some permanent nursing care.

Overarching framework
As a first step, an overarching framework will be set up for the common understanding of

integrated care and support solutions to enhance the quality of I-LTC services.

Survey
This online survey aims to validate the domains and items constituting a conceptual

overarching framework for I-LTC by collecting insights on their relevance.
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The survey starts with 5 questions to collect data about your professional background, followed
by 35 questions to assess the relevance of identified items. These items have been derived

from existing frameworks on |-(LT)C identified in the literature.

We have compiled an overview of frameworks that refer to the domains and items in this
survey, which can be found in the attachment to the accompanying email for this survey
labelled 'Addendum survey'. If desired, you may keep this overview nearby while completing

the survey.

The survey also includes 7 open-ended questions, providing space for any additional

comments.

Completion of the survey will take approximately 20-30 minutes. Your answers/data will remain

confidential and anonymous.

If you have any questions about the survey or the Laurel project, please contact Ms. Dr. Anam

Ahmed (organisation: Panaxea) via anam.ahmed@panaxea.eu

Your background
1. What is your birthyear?

(Yyyy)

2. What is your gender?

O Prefer not to say
O Female

O Male

O Other:

3. In which country do you currently reside?

4. Which stakeholder group(s) do you belong to regarding integrated care/long-term care/

integrated long-term care?
0 Healthcare professional
O Policy maker

00 Researcher

O Social care worker
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O Other (please specify):

5. Since when are you active within integrated care/long-term care/ integrated long-term care?

(Yyyy)
Relevance of items

Listed below are 35 items concerning integrated (long-term) care. These items are grouped
per domain: people and communities, workforce and service delivery, organisation of care,

information and communication systems and technology, finance, and governance.

Please assess the relevance of each item (i.e., how meaningful you find the item for the
provision of high-quality integrated long-term care) by selecting the option that best
corresponds to your response. There are no right or wrong answers. Please answer all the

questions from your stakeholder perspective.

People and communities
How relevant do you consider each item for the provision of integrated long-term care? Indicate

the level of relevance for each item by selecting the option that best fits your response.

1 Person engagement and empowerment

2 Involvement and support of social network (e.g., family, friends, informal caregivers)
3. Provision of education to the person in need for care

4 Provision of education for informal caregivers

5 Community engagement and empowerment

For each item, the following answer options were available:

1 = Highly irrelevant; 2 = Irrelevant; 3 = Fairly irrelevant; 4 = Somewhat irrelevant, 5 = Neither
irrelevant nor relevant; 6 = Somewhat relevant; 7 = Fairly relevant; 8 = Relevant, 9 = Highly

relevant

6. Do you have any additional items to the previously mentioned items in the domain

people and communities?

Workforce and service delivery
How relevant do you consider each item for the provision of integrated long-term care? Indicate

the level of relevance for each item by selecting the option that best fits your response.
7. Collaborative commitment and culture (incl. trust, shared vision, values, and goals)

8. Collaborative healthcare activities (incl. assessment, care planning, service delivery,

medication management, coaching, monitoring)
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9. Case finding to identify people who are at higher risk of developing health and care

needs and provision of proactive care

10. Shared decision making (between healthcare provider(s) and person in need for care)
11. Provision of person-centred care

12. Provision of self-management support to person in need for care

13. Appointment of a care coordinator (e.g. case manager responsible for coordination
individualised care plans and serving as a contact point for person and informal caregivers)
14. Interdisciplinary collaboration between healthcare and social care providers

15. Formation or promotion of (multi-sectoral) partnerships/networks among healthcare
and social care providers

16. Continuous professional development/training for healthcare and social care providers
17. Sustainable workforce capacity building and planning

For each item, the following answer options were available:

1 = Highly irrelevant; 2 = Irrelevant; 3 = Fairly irrelevant; 4 = Somewhat irrelevant, 5 = Neither
irrelevant nor relevant; 6 = Somewhat relevant; 7 = Fairly relevant; 8 = Relevant, 9 = Highly

relevant

18. Do you have any additional items to the previously mentioned items in the domain

workforce and service delivery?

Organisation of care
How relevant do you consider each item for the provision of integrated long-term care? Indicate

the level of relevance for each item by selecting the option that best fits your response.

19. Accessibility of care for person (e.g., geographical access, (community-based) health
and care service access, physical access, digital access to health data/information, financial

access, timely access)
20. Management of care transitions between settings and providers
21. Coordination of care services within and across sectors

22. Resource management and resource coordination (e.g. budgeting, allocating, aligning,

optimising of (available) resources)
23. Supportive leadership for quality improvement
24. Space/capacity for innovation and research

25. Continuous quality improvement and learning (e.g. results-focused learning,

performance assessment and management of delivered care)
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26. Creating an enabling environment (i.e., bringing stakeholders together for

transformative change, including processes to improve leadership, legislative frameworks,

logistics for seamless care delivery across the entire chain)

For each item, the following answer options were available:
1 = Highly irrelevant; 2 = Irrelevant; 3 = Fairly irrelevant; 4 = Somewhat irrelevant, 5 = Neither
irrelevant nor relevant; 6 = Somewhat relevant; 7 = Fairly relevant; 8 = Relevant, 9 = Highly

relevant

27. Do you have any additional items to the previously mentioned items in the domain

organisation of care?

Information and communication systems and technology

How relevant do you consider each item for the provision of integrated long-term care? Indicate

the level of relevance for each item by selecting the option that best fits your response.

28. Supportive digital technologies and tools for person (e.g. telemonitoring, e-Health tools,

patient portals to access health data/information, information exchange with care provider)

29. Interoperable (shared) information systems for information exchange (e.g. to facilitate
communication, person-centeredness, tailored care, and care coordination, uniform coding of

patients' health problems)

For each item, the following answer options were available:
1 = Highly irrelevant; 2 = Irrelevant; 3 = Fairly irrelevant; 4 = Somewhat irrelevant, 5 = Neither
irrelevant nor relevant; 6 = Somewhat relevant; 7 = Fairly relevant; 8 = Relevant, 9 = Highly

relevant

30. Do you have any additional items to the previously mentioned items in the domain

information systems and technology?

Finance
How relevant do you consider each item for the provision of integrated long-term care? Indicate

the level of relevance for each item by selecting the option that best fits your response.

31. Incentive arrangements to promote care integration and/or interdisciplinary

collaboration between care organisations
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32. Secured budget for provider organisations for integrated long-term care programmes

covering development, implementation, service delivery, and evaluation

33. Coverage and reimbursement of integrated long-term care programmes for people in
need for care

34. Sustainable financing system to support integrated health and social care (services)
For each item, the following answer options were available:

1 = Highly irrelevant; 2 = Irrelevant; 3 = Fairly irrelevant; 4 = Somewhat irrelevant, 5 = Neither
irrelevant nor relevant; 6 = Somewhat relevant; 7 = Fairly relevant; 8 = Relevant, 9 = Highly

relevant

35. Do you have any additional items to the previously mentioned items in the domain

finance?

Governance
How relevant do you consider each item for the provision of integrated long-term care? Indicate

the level of relevance for each item by selecting the option that best fits your response.

36. Clear and shared accountability for care outcomes among healthcare professionals,

social care workers and person in need for care (meso level)
37. (Enhancement of) governance and accountability arrangements (macro level)

38. Development or strengthening regulatory frameworks/regulations to support integrated

long-term care

39. National/regional policies to stimulate the integration of care across organisations and
sectors, to stimulate engagement and participation of the individuals and community, to
stimulate research/investments in (innovative) integrated care models, to promote multi-

sectoral partnerships
40. Quality assurance and improvement processes for integrated long-term care services

For each item, the following answer options were available:
1 = Highly irrelevant; 2 = Irrelevant; 3 = Fairly irrelevant; 4 = Somewhat irrelevant, 5 = Neither
irrelevant nor relevant; 6 = Somewhat relevant; 7 = Fairly relevant; 8 = Relevant, 9 = Highly

relevant

41. Do you have any additional items to the previously mentioned items in the domain

governance?
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42. Do you have any comments or feedback on the survey?

We kindly thank you for your participation.

If you have any questions about the survey, please contact Ms. Dr. Anam Ahmed

anam.ahmed@panaxea.eu.

This work has been funded by the Laurel project, Grant Agreement number 101132643.

Annex 2 — Topic guide of focus groups

Introduction

Request to obtain consent for recording the focus group session for analysis purposes.
Participants were assured that the recordings would be securely stored and solely utilised
for the research project.

Introduction of researchers and participants

This focus group is part of the European Laurel project. The Laurel project, funded by the
European Union, aims at gathering valuable insights into regional differences of integrated
long-term care (I-LTC) provision and their support solutions in Europe. Using this
intelligence, it will develop actionable policies to respond to the challenges of growing
demand, economic constraints, accessibility, affordability, quality of services, shortages of
partners of the workforce, and systemic reforms. Currently, the organisation of (I)-LTC
varies widely between and within EU Member States.

In the Laurel-project the following definition of I-LTC has been adapted: Integrated long-
term care is the result of combining different types of services and assistance with the
objective of optimising their delivery to the people that need help with daily living activities
and/or are in need of some permanent nursing care.

Within and between countries there are different IC and/or LTC initiatives. One of the current
challenges in characterising LTC is the lack of an accepted set of indicators to measure its
quality. Also, the existence of various frameworks make it challenging to conceptualising,
defining, and measuring I-LTC (quality), each providing a unique combination of domains
and items.

Currently in the process of building an overarching framework that aims to characterise I-
LTC services and to understand I-LTC and support solutions. The overarching framework

serves as a instrument for policy development, service planning, and program
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implementation, guiding decision-makers in designing integrated long-term care systems
that are effective and sustainable.

o First existing frameworks on integrated (long term) care were investigated and the domains
and items of these frameworks were analysed.

o Explanation of overarching framework consisting of six domains each accompanied by its
corresponding items.

e To validate this conceptual overarching framework for I-LTC, as a first step, a survey was
conducted among 44 experts from 22 different countries, aimed at determining the
relevance of the framework's domains and items.

e The second step are focus groups, which also aim to validate and refine the framework. In
today’s session, the survey results, and various themes such as clarity and applicability of

the framework will be discussed.

Questions related to survey results
o All items were found relevant by the experts. No items were found to be considered

irrelevant.
e |n the survey, space was also provided per domain to add additional items. However, in-

depth explanations for these proposed items were not provided.

Domain 1:People and communities

o Assistive aid with daily activities, mobility and communication for the person in need for care
e Participation in co-creation and implementing a "co-design" process

e Community asset mapping and connecting community resources

Domain 2: Workforce and service delivery

e Ensuring decent work conditions for the workforce
e Respite care- temporary relief for caregivers to prevent burnout and ensure continuous

support

Domain 3: Organization of care

o Dedicated time for workforce and management to communicate with others

Domain 4: Information and communication systems and technology

e Smart housing technology

e Robotics
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Domain 5: Finance

e Fairness in the distribution of finance

¢ Flexible budgets, which allow pooling, sharing, etc. depending on different population needs

Domain 6: Governance

e Not only emphasis on outcomes but also on conditions

For each item, questions were asked regarding its potential interpretation, whether the item is
part of an existing item, whether the item should be added as a new item, and whether the

item is placed under the correct domain.

Questions related to conceptual overarching framework

Clarity
e How clear and understandable do you find the framework's domains and items?
¢ Are there any domains or items that you find confusing or unclear?

¢ Do you have suggestions to improve the clarity?

Usefulness/applicability

¢ What do you think about the usefulness or effectiveness of the framework for understanding
(the complexities of) I-LTC services/practices?

e Are there recommendations to enhance the framework's effectiveness?

o Which specific items do you believe are most critical for assessing each domain of the

overarching framework in the context of I-LTC services?

Overall assessment of the framework

¢ Do you think there are any gaps or areas that are missing in the framework?

e Do you find the framework sufficiently inclusive of diverse perspectives within the field?
(comprehensiveness)

¢ Do you have any suggestions for improving or modifying this framework? If so, what are
they?

I-LTC practices/cases
[Explanation of the next phase of the project where overarching framework will be applied in

the field. This involves including practices where I-LTC services are provided/case studies]
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¢ Do you know any integrated long-term care services/practices/cases that we could include

in our study?

[Criteria: case studies need to include integrated care AND long-term care, rather than
focusing solely on one of the two. These cases can be in various stages, such as development,
implementation, or evaluation phase. They can include both good and bad practices.
Furthermore, these initiatives should target vulnerable groups, defined as individuals at a
heightened risk of experiencing poor health outcomes and limited access to healthcare
services, such as frail older people, people with (physical) disabilities, homeless people, and

those with substance abuse problems.]

Closing
¢ Is there anything else that has not been discussed yet that you would like to share?

e Word of thanks
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Annex 3 — Survey results

Median Consensus in Consensus in Consensus in Overall

Domain and items

and IQR 1-3 range (%) 4-6 range (%) 7-9 range (%) consensus

Domain: People and communities

Person engagement and empowerment 9 (1) 0 5 95 Relevant
il:;g)rlr\l/;rln::rtez?\;j;:)pport of social network (e.g., family, friends, 9(1) 0 0 100 Relevant
Provision of education to the person in need for care 8 (2) 0 12 88 Relevant
Provision of education for informal caregivers 8 (2) 0 5 95 Relevant
Community engagement and empowerment 8 (2) 0 15 85 Relevant
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Median Consensus in Consensus in Consensus in Overall

Pzt £ s and IQR 1-3 range (%) 4-6 range (%) 7-9 range (%) consensus

Domain: Workforce and service delivery

Collaborative commitment and culture (incl. trust, shared vision,

9(1) 0 0 100 Relevant
values, and goals)
Collgboratlye healthcgre _act|V|t|es (incl. assessmgnt, care_pla_nnlng, 8 (1) 0 2 98 Relevant
service delivery, medication management, coaching, monitoring)
Case finding to identify people V\_/h_o are at hlgh_er risk of developing 8(2) 0 15 85 Relevant
health and care needs and provision of proactive care
Shared decision making (between healthcare provider(s) and person in 9(1) 0 10 90 Relevant
need for care)
Provision of person-centred care 9 (0) 0 2 98 Relevant
Provision of self-management support to person in need for care 8 (2) 0 10 90 Relevant

Appointment of a care coordinator (e.g. case manager responsible for
coordination individualised care plans and serving as a contact point 8 (2) 0 12 88 Relevant
for person and informal caregivers)

Interdisciplinary collaboration between healthcare and social care

. 9(1) 0 0 100 Relevant
providers
Formation or promotion of _(multl-sector_al) partnerships/networks 9(1) 0 10 90 Relevant
among healthcare and social care providers
Contmuogs professional development/training for healthcare and social 8 (1) 0 5 95 Relevant
care providers
Sustainable workforce capacity building and planning 9(1) 0 5 95 Relevant
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Median Consensus in Consensus in Consensus in Overall

Pzt £ s and IQR 1-3 range (%) 4-6 range (%) 7-9 range (%) consensus

Domain: Organisation of care

Accessibility of care for person (e.g., geographical access,

(community-based) health and care service access, physical access,

digital access to health data/information, financial access, timely 9(1) 0 2 98 Relevant
access)

Management of care transitions between settings and providers 9(1) 2 2 95 Relevant
Coordination of care services within and across sectors 9(1) 0 0 100 Relevant
Resource management and resource coordination (e.g. budgeting, 8 (1) 2 > 98 Relevant
allocating, aligning, optimising of (available) resources)

Supportive leadership for quality improvement 8 (2) 2 10 88 Relevant
Space/capacity for innovation and research 8 (2) 2 7 90 Relevant
Continuous quality improvement and learning (e.g. results-focused 8 (1) ” 5 93 Relevant
learning, performance assessment and management of delivered care)

Creating an enabling environment (i.e., bringing stakeholders together

for transformative change, including processes to improve leadership,

legislative frameworks, logistics for seamless care delivery across the 8(1) 2 2 95 Relevant
entire chain)
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Median
and IQR

Domain and items

Consensus in Consensus in
1-3 range (%) 4-6 range (%)

Consensus in
7-9 range (%)

Overall
consensus

Domain: ICT and ICT systems

Supportive digital technologies and tools for person (e.g.

telemonitoring, e-Health tools, patient portals to access health 8 (2) 0 22 78 Relevant
data/information, information exchange with care provider)

Interoperable (shared) information systems for information exchange

(e.g. to facilitate communication, person-centeredness, tailored care, 9(1) 0 10 90 Relevant

and care coordination, uniform coding of patients' health problems)

Median
and IQR

Domain and items

Consensus in Consensus in
1-3 range (%) 4-6 range (%)

Consensus in
7-9 range (%)

Overall
consensus

Domain: Finance

Incentive arrangements to promote care integration and/or

interdisciplinary collaboration between care organizations 8(1) 0 17 83 Relevant
Secured budget for provider organisations for integrated long-term care

programmes covering development, implementation, service delivery, 8 (1) 0 7 93 Relevant
and evaluation

Coverage and relmbursgment of integrated long-term care 9(1) 0 15 85 Relevant
programmes for people in need for care

Sustainable financing system to support integrated health and social 9(1) 0 0 100 Relevant

care (services)

Laurel_D1.2_ValidatedFrameworkGuide_v3.1_Final_Panaxea

Page 64 of 70



S 7 laurel &

Median Consensus in Consensus in Consensus in Overall

LEMET e | L and IQR 1-3 range (%) 4-6 range (%) 7-9 range (%) consensus

Domain: Governance

Clear and shared accountability for care outcomes among healthcare
professionals, social care workers and person in need for care (meso 9 (1) 0 2 98 Relevant
level)

(Enhancement of) governance and accountability arrangements

8 (2) 2 7 90 Relevant
(macro level)

Development or strengthening regulatory frameworks/regulations to

support integrated long-term care 8(2) 0 10 90 Relevant

National/regional policies to stimulate the integration of care across

organisations and sectors, to stimulate engagement and participation

of the individuals and community, to stimulate research/investments in 9(1) 0 7 93 Relevant
(innovative) integrated care models, to promote multi-sectoral

partnerships

Quality assurance and improvement processes for integrated long-term 8 (1) ° 5 93

. Relevant
care services
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Proposed items

Domain: People and communities

Availability of information (other than mentioned under 9 (=domain ICT)); awareness of professionals of informal care and community options

Supporting digital inclusion; implementing "co-design" process ; placing the citizens at the heart of the process

Focusing on inequalities and different levels of advantage within and across localities

Community asset mapping, connecting community resources, providing information to person and family about community support

Awareness of the wider community (neighbourhood) about the needs of persons in need for care

Ensuring access to community resources and information. | think this is more in keeping with empowerment and engagement, than the ones you have about
'provision of education'. Although knowledge is power, the sentiment of these statements assume ignorance and are counter to the ethos of empowerment.

Participation in co-creation

Encouragement of and training for professionals to involve patient and informal caregiver

This is the foundational principle of integrated care

Assistive to aid with daily activities, mobility and communication

Problems person (dementia, somatic etc.), volunteers as a separate group
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Proposed items

Domain: Workforce and service delivery

Shared vision on "why and how" of integrated care within and among organisations.

Ensuring decent work conditions for the workforce ; insisting on quality improvement initiatives (people are more than just numbers)

Need to address chronic shortage of workers across all aspects of health and homecare

CPD must be multi-disciplinary, dedicated care teams, clear roles and responsibilities, shared language

1) Awareness about symptoms of abuse and knowledge about how to report/refer to an independent, specialised counselling organisation 2) principle that it is
the person in need of care who is in charge and should access supported decision-making (if necessary) rather than having care providers taking decisions
for them

Turnover of staff (constant churn). Leadership - individuals who champion new ways of working

Development of system leadership

Missing a reference to workforce recruitment and retention policies. Enablement, rehabilitation, pharmaceutical care and palliative care are important
elements of care delivery but are not mentioned

Creation of a learning and enabling organization in which staff and patients can flourish

Respite care- temporary relief for caregivers to prevent burnout and ensure continuous support

Staff shortages and the lack of society recognition for those job roles are crucial for the quality of the workforce. Long-term care will benefit from a broad
policy that also takes care of the professionals: either in salary and social recognition.

Somewhere here there needs to be something about whether patients, family/caregivers feel heard and understood; Also | think there needs to be something
about how the self-management coaching empowers individuals to know what to expect and how to manage their health condition.
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Proposed items

Domain: Organisation of care

Developing home-care delivery; considering deinstitutionalisation and responsibility for accessibility to services

Shared financial incentives and rewards, integrated performance metrics and assessment

Leadership and management training on integrated care, dedicated time for workforce and management to communicate with others, job descriptions include
relevant activities e.g. working in MDTs, shared care planning, etc.

Inclusion of informal caregivers in the process

| think accessibility of care needs unpacking into independent statements, especially technology related - 'ensuring that technology systems promote the flow
and multidisciplinary interchange of data to support person-centred co-ordinated care. Oh, ok | see there is a whole section on this below!

Incorporation of real drivers in terms of governance, integrated information systems, pooling budgets

The rationale for allocation of items in sections 7 and 8 are not clear to me - | would suggest separating workforce culture, development and practice at point
of care from service organisation and delivery and organise and overlap

This is vital to create the conditions for creativity, innovation and indeed survival in a very challenging world right now.

Advance care planning: goals of care, medical decision-making in the event of incapacity, etc.

Single entry point

Some items seem more or less common for other types of care. Coordination of the transition processes are very important to ensure the person in need for
care does not gets worse due to this social absences.
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Proposed items

Domain: ICT and ICT systems

Not sure whether smart housing technology is included in these items; robotics

ICT systems should be accessible and easy to use for clients and caregivers. + They should be given access to relevant information.

eHealth integration (internet of things business model)

Integrated data collection and metrics to understand system flows and whole system performance and capacity

Improvement of the levels of digital health literacy of patients, informal carers, and workforce (both health and social)

Different aspects seem to be: communication, data transfer, medical surveillance

Willingness and technical ability/skills of all care providers, informal carers and person in need for care to have quality communication times in person, on top
of technology (which must be accessible to persons with disabilities, allow for access to all relevant and intelligible information for the person in need for care)

There needs to be something about training, for professionals and people in need for care. IT is not used because of this. So 'Ensuring users of IT are
adequately trained to optimise the efficiency of IT systems'

Legal and cybersecurity constrains are relevant and it requires involvement of facilitators to overcome these barriers

Full range of assistive technologies and Al are also important.

A functioning data infrastructure is essential as is the quality of data collected so I'm a bit surprised that there are only 2 questions for this section

Multidisciplinary teams meetings, shared patient record

Overcoming digital exclusion to enable persons to participate in their care
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Proposed items

*
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Domain: Finance

Public investments in health and social services

Flexible budgets, which allow pooling, sharing, etc. depending on different population needs

Incorporation of at least aligned budget from different Ministries and Local Government based on Joint Needs Assessment and further POOLING budgets
schemes

Missing reference to delegation of funding — i.e. cash benefits for carers and self directed support or independent living fund

Finance is a key enabler and lack of it - a barrier. However, in my experience, financial incentives were not the man driver. Fairness in the distribution of
finance is really important and the provision of seed funding where it is required.

Long-term care insurance with individualised assessments of the eligibility criteria for long term care aid

Joint commissioning

Proposed items

Domain: Governance

Not only emphasis on outcomes but also on conditions;

Evidence-based and evidence-informed process

Co-production and shared leadership / representation across different sectors of care (to avoid services becoming acute dominated)

Investment into local organization and implementation of LTC and national quality insurance and regulation is probably one of the keys to successful
integration of LTC.

Co-creation and involvement of patients as actors in their care

Quality assurance and governance are important, but come with an additional burden in terms of time on admin tasks for care professionals. This additional
burden should be adequately taken into account and compensated.

The second one should be the establishment as they are often not there in the first place to 'enhance’. In the fourth one, research policies should be
separated out from organisational ones as a continuous programme of research to evaluate methods and models is crucial.

Suggest make a clearer distinction between quality improvement and QA
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