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NTroaucTion

In March 2022, the International Foundation for Integrated
Care launched its first survey across its network asking
people to share their views on what integrated care
means to them and the features of infegrated care that
they thought were most important in their experience and
context.

This paper summarises the results of this survey and
incorporates the views of an expert group of IFIC Senior
Associates convened at our conference in Odense,
Denmark in May 2022.

ICIC22

| INTERNATIONAL CONFERENCE
/ ON INTEGRATED CARE

23-25 May 2022 | Odense, Denmark




Background

Integrated care is not a univocal term: it means different things for
different people. Lennox-Chhugani (2021) poinfed out that integrated
care has historically been defined conceptually by the problems it has
aimed tfo solve: fragmentation of services, health systems not designed
for the needs of an aging population living with multiple chronic
diseases, and under-resourced primary care.

/O

definitions and
concepts of
INnfegrated care

Goodwin, Stein and Amelung (2017) borrowed from Kodner
(2009) to describe infegrated care as a polymorphous
concept or one that has many different forms. More recently
Hughes, Shaw and Greenhalgh (2020) have described
infegrated care as an emergent set of practices.

Armitage et al. found around 175 definitions and concepts in a
literature review of the field. Even the EU Expert Group on Health
Systems Performance Assessment (2017), commissioned to
review how integrated care is assessed across Europe, hold
different inferpretations of the concept, *and it took some time
to reach a consensus on the definition and scope”. Infegrated
care as a concept has also evolved over the years, as can

be seen through the scientific and academic discussions in
the specialized literature, at our IFIC conferences and different
Integrated Care Academy events.

IFIC sees a continuum of definitions of integrated care. This
continuum at one end has a narrow definition which includes
initiatives seeking to improve outcomes of care by overcoming
issues of fragmentation through linkage or co-ordination

of services along the continuum of care within a health
system. At the other end of the continuum there is a broad
definition of infegrated care that addresses fragmentation
beyond the boundaries of the formal health and care system,
understanding wellbeing in terms of quality of life and referring
to people’s capacity to live a healthy, meaningful, creative and
fulfilling lives.



IFIC recognizes that systems need to adopt their own definition at a point in time that
meets the needs of their community and recognizes the wider context in which they
sit and that this will change over time. However, at the Foundation, our definition of
infegrated care is embodied in the broad view, as reflected in IFICs vision: “joined-up,
easy to navigate care that addresses the outcomes that matter to people in their life
and the communities in which they live”.

While all of this is very important as we pursue the science of integrated care, it is
equally important that we understand how this concept is being used in practice to
change and improve care for people and communities. At IFIC we believe that as
both the science and practice of infegrated care evolve over time, the definition of
infegrated care is and will probably always be a continuous conceptual challenge for
the movement.To understand this evolution, we are embarking on a project that will
annually assess our network’s emergent set of practices around integrated care.

The literature suggests that the variety of understandings may be related to

different professional points of views (e.g. clinical vs managerial) or differences

in the disciplinary perspective of the observer (e.g. public administration, public
health, social science or psychology). Shaw et al. (2011) summarised the different
perspectives shaping infegrated care for different professionals rather than definitions.
Their list reflects the potential usages of integrated care in response to particular
concerns to perceived challenges.

Manager

Build and sustained
shared culture and

values; maintain Service user/

Provider Care

Coordinate
services, tasks
and patient care
across professional,
organisational and
system boundaries

Community

help to shape local
services

professional

Advocate for service
users; provide and
coordinate health
(and social) care

Policy-maker

Design infegration-
friendly policies,
regulations
and financing
arrangements;
develop appropriate
care systems,
processes and
quality standards;
support holistic
evaluation of
infegrated systems
and programmes

oversight of pooled
resources and
funding streams;
coordinate joint
fargets; supervise
diverse staff;
manage complex
organisational
structures and
relationships

Regulator

Register integrated
providers; assess
care provision;
monitor joined-up
care; eliminate poor
quality and safety

carer

Coordinate
services, tasks
and patient care
across professional,
organisational and
system boundaries

Evaluator

Measure infegration
against national
and local measures;
contribute to
evidence-informed
infegration




Our research question is: "What features of integrated care matter
to different stakeholders including policy-makers, practitioners,
researchers, patients and care-givers with experience of integrated
care in different countries/systems today?”.

Our overall purpose for conducting this research is to
contribute to the advancement of the science and practice
of infegrated care by exploring different meanings and
understandings of the concept of integrated care among
participants and supporters of the integrated care movement.
We want to explore how stakeholders differ in what they think
are the important identifying features of integrated care using
the features first summarised by Ferrer and Goodwin (2014).

What we are not doing is trying fo come up with a new list of
characteristics of infegrated care, because that has already
been provided by researchers over the last two decades, nor
we are aiming 1o select the best one definition of infegrated
care or come up with a new one. Our question is rather: which
of those features of infegrated care discussed in the science
of integrated care actually matter in practice to people? By
repeating this survey annually, we also hope to track changes
in our understanding and practice of integrated care.



\ethods

Survey data provides structured, offen quantitative data on people’s atftitudes, opinions
and experiences. It is possible to repeat surveys fo map changes in these factors

over time.This means that surveys can provide qualitative and quantitative data to
understand the people, organisations and areas affected at one or a number of
points of time. We wanted to reach as wide a sample of our IFIC network as possible,
so adopted an online survey in English with a version also available in Spanish, as

the method most likely o be accessed by a representative sample of our network
who already engage with us online.To facilitate the calculating of our sample and
confidence intervals, we took our 23,000 network database as a reference for our
population.The online survey was open for one calendar month (from 15 March to 15
April 2022).

The survey collected demographic information on respondents and asked them to
provide a short description of their understanding of infegrated care.They were then
presented with 10 evidence-based features (Box 1) of infegrated care and asked to
put these in descending order of priority to them and their practice.

Box 1: 10 evidence-based features of integrated care

Community-centred
Compassionate
Comprehensive
Continuous
Co-ordinated
Co-produced
Equitable

People-centred

Population-management

10. Sustainable




We received a fotal of 489 responses, from 48 countries. We summarise the
demographic features of the respondents below (Table 1).

Table 1: Respondent profile

Demographic feature m

Gender
Female 71%
Non-binary | Other | Prefer not to say 1%
Male 28%
Age
18-30 3%
31-65 83%
66 and older 14%
Role
User of care services / Patient 16%
Care worker (health and / or social services) 21%
Manager (health and / or social services) 19%
Policy maker 10%
Researcher / Academic 24%
Voluntary sector representative 5%
Ofther 5%

Work setting (Care worker and Manager only)

Social service 9%
Residential home 3%
Primary care centre 31%
Hospital 23%
Mental health centre 4%
Voluntary sector 4%
Other 25%

Work setting (Policy maker and Researcher / Academic only)

Higher education 40%
Think tank / Research Institute 15%
National Ministry of Health 9%
Health Regulator 4%
Regional / County Health Department / Local Authority 23%
Other 8%

We analysed the survey responses using descripftive statistics and content analysis of
free fext responses.



Key TIndings

“"What features of integrated care matter to different stakeholders including policy-
makers, practitioners, researchers, patients and care-givers with experience of
integrated care in different countries/ systems today?”.

In order to answer this question, we segmented respondents into 3 main groups (more
information on the groups is provided in Appendix 1) and present our finding for each
of these groups of respondents:
1. Users of health and care services / patients / care givers;
2. Practitioners (health and care professionals and managers in state-funded,

privately funded or voluntary sectors); and
3. Academics (researchers or teachers working at universities or think tanks) and

policy makers working for government.

Overall pattern of responses

The survey was designed to capture in the first instance respondents unprompted

understanding of integrated care and what it means to them. Respondents

demonstrated a confinuum of understanding not unlike the Foundation’s description
of infegrated care.The continuum is illustrated in the figure below, extending from
descriptions that focus on the ‘patient’ to those that are inclusive of ‘communities’.

Figure 1: Free text description of integrated care - who is included?

Patient

“Care that is built

around the needs of

the patient”

“A system of care where

a patient’s health

and social wellbeing

is maintained. It
is patient-centric,

accessible, equitiable
and easy fo navigate”

“Integrated

care is person-
centred care
which goes
beyond medical
needs and
includes families
in decision-
making”

Person

“A frue cross- “Person centred

disciplinary care that enables
partnership which people fo live with
includes patient purpose and joy in
and family/ a community that
caregiver” seamlessly meets

their needs”

“Coordination
and continuity
from people’s
perspective and
involving the
community and
its services”

+ Community

‘It means bringing
together all parts
of the formal and
informal health
and social care
system(s) to
improve the lives
of its citizens”
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This was also reflected in the continuum of responses that related to ‘what' infegrated
care did that is different from non-integrated care.

Figure 2: Free text description of integrated care - what it does differently?

Coordination of
services

“Improved
coordination
between health care
providers in favour of
the patients”

“Care that aims at
overcoming care
fragmentation and
ultimately integrates
care at the level of

Meet the needs of
people

“It is about a collection of
services coming fogether

to combine their skills,

knowledge and resources

to meet the need of a

"When | and my caregiver

What matters to people
and communities

"Desicions made with me

can see me consolidated  about the life | want to

health record and
control who in my care
circle or care feam

lead and where | need
support that is organised
around what is important

the patient” patient or patient group fo me”
with the maximum
sharing of information
and the minimum

bureaucracy”

sees my information. My
care is offered by an
interdisciplinary team...My
care journey is supported
by my team across all
care settings”

“In the US, integrating
primary care health
with mental health
services within the
same clinic”

"Patients experience
care with fewer gaps
and duplications”

Respondents also shared their perspectives on how integrated care is delivered in a
different way from fragmented services ranging from new integrated structures and
processes to shared purpose, values and practice.

Figure 3: Free text description of integrated care - how does it do things differently?

An ethos and a
way of working

A culture of inclusion
and cooperation

STRUCTURES, resources,
protocols etc

The most appropriate
setting

SN——

"A model where care

is delivered in the most
appropriate setting for the
patient and according
fo the complexity of

care, where there are
clear lines of referral and
communication between
community healthcare
services and the acute
setting”

"The right care provider
at the right place and
the right time with the
right skills”

It means adopting

a place-based whole
systems approach

o issues concerning
population health

and addressing heatl
inequalities...the focus
should not simply be on
structures but on softer
concerns including
culture, leadership
style, the play of power,
capabilities and
capacities needed

to make a reality of
infegrated care”

“Integrated care in an
ethos and a way working
based on the principles
of co-production,
collaboration and
coorination”

"All needed health
care services provided
in one place”

“Teams of practitioners
working together”

The survey respondents overwhelmingly selected ‘person-centred’ as the most
important feature of integrated care (48% chose this as the most important feature)
fo them which shows a high degree of continuity with what has long been a core
feature of intfegrated care.The other two features most likely to be ranked first were
‘comprehensive’ (15%) and ‘coordinated’ (13%). The features ranked least important
overall were ‘population management’ (32%), ‘community-centred’ (23%) and
‘compassionate’ (20%).



Ihe views of users, patients
and care givers

Personal description of integrated care

The survey first asked respondents to provide their own description of what integrated
care means to them in their experience. For users, patients and care-givers, respondents
often responded in the first person, referencing their own personal experience.

The terms that appeared in this group’s description of who is at the centre of infegrated
care included ‘patients’, ‘person’, family’ and ‘care-givers’. The term ‘patient’ was used by
more user respondents than other descriptions (used by 44% of this group) with ‘person’
used by 28%, families’ by 19% and ‘communities’ by 14%.There were also references to
‘holistic care” and ‘whole person’ being an important focus to achieve ‘health and well-
being’.

This group tended fo describe a broad range of the services that should be included
within a model of infegrated care including informal care. Coordination” of care over
a pathway was also important to this group although the language used to describe
this most frequently was ‘seamless’ (14% of users) and there was some mention of the
importance of including the wider ‘determinants of health’ in models of integrated
care although this group tfended to refer to *healthcare” almost exclusively in relatfion to
infegrated care.

User | Patient | Care giver Responses to “"What does integrated care mean for you?”

“Integrated care means holistic care that puts the patient

“A holisti h, with all
/ health consumer at the centre of the health interaction. olistic approdach, with a

caregivers working together, and
with the patient fully involved.
Medical care administered with
consideration of a person’s overall
medical conditions, social situation
and mental capacity.”

Respondent from United Kingdom

Care is co-ordinated, connected and holistic considering
the patient as a whole person in their family and
community context and fully considers the social
determinants of health. Care is patient outcome focussed
and prioritises prevention and early intervention.”
Respondent from Australia

“The right care in the right place at the right time. It requires a holistic, person-centred response.”
Respondent from Ireland
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“As a patient, when | think if integrated care, | think of all my health providers being aware of my
health issues and working towards my values and goals of care.That would mean an integrated
health record that is associated with me like a social insurance number, and all my health providers
have access to key points about my health and care history. It means not having to repeat my
“story” every time, it means health providers are as engaged in my quality of life as | am. It means

they are looking at my health holistically, and not siloed. It means having health care pathways

that are consistent and easily understood. It means improved healthcare because there is more
communication and transparency. It means | won't be lost in "gaps of care” because of the nature of
the model.”

Respondent from Canada

Ranking the features of integrated care

When asked to rank the features of integrated care in order, this group identified
‘people-centred’ as the most important feature with greatest frequency (41.25%),
followed by ‘co-ordinated’ (21.25%) and ‘comprehensive’ (16.25%).This group ranked
‘population health management’ as least important fo them (57.5% ranking it tenth
out of ten features). Overall, this group ranked ‘people-centred’, ‘coordinated’ and
‘comprehensive’ consistently in the top three features.

Table 2: User, patient and care giver ranking of infegrated care features

Cumulative first Cumulative first,

First choice and second second and third
choice choice
Community-centred 2.50% 7.50% 13.75%
Compassionate 6.25% 17.50% 22.50%
Comprehensive 16.25% 41.25% 58.75%
Continuous 0.00% 6.25% 13.75%
Co-ordinated 21.25% 33.75% 52.50%
Co-produced 2.50% 13.75% 27.50%
Equitable 5.00% 20.00% 28.75%
People-centred 41.25% 51.25% 65.00%
Population-management 1.25% 2.50% 3.75%
Sustainable 3.75% 6.25% 13.75%
Figure 4: User, patient and care giver first choice of Figure 5: User, patient and care giver top three choices
infegrated care features of integrated care features
[l Community-centred 3% [l Community-centred 14%
[ Compassionate 6% [ Compassionate 23%
[l Comprehensive 16% ] Comprehensive 59%
Continuous 0% Continuous 14%
M Co-ordinated 21% [l Co-ordinated 52%
[ Co-produced 3% [ Co-produced 28%
M Equitable 5% [ Equitable 29%
[l People-centred 41% W People-centred 65%
[ Population-management 1% [ Population-management 4%
W Sustainable 4% M Sustainable 14%




Proctirioners in e field of

Nfegrated care

(health care professionals, social care staff, managers,
voluntfary sector)

Personal description of integrated care

When asked to provide their own description of what integrated care means to them
in their experience, practitioners tended to respond in the third person, sometimes
from the perspective of the person at the centre of care, or in more general systemic
tferms rather than referencing their own personal experience as a health and care
practitioner. This was a noticeable difference in fone and style from users, patients and
care-givers.

The terms that appeared in this group’s description of included ‘patients’ (45% of

this group used this term), ‘person’ (26%) and ‘user’ (15%) with these being placed

at the centre of care.There was litfle mention of ‘care-givers’ (2%) although families’
and ‘communities’ were sometimes described as important participants in models of
infegrated care.The services that respondents described as included in the integrated
care model tended to be dominated by health services although relatively few
respondents explicitly referred to either health care (12%) or social care (7%).

There were a broad range of services included in models of integrated care with
some encompassing only health services, others broadening to health and social
care, and still others broadening fo include the whole population and wider
determinants of health and well-being, although this last group was relatively small
(8% of respondents). 'Coordination’ (10%) and ‘seamless’ care (12%) were mentioned
frequently by this group. This was reinforced through the use of terms like "holistic” with
a focus on the ‘entire ecosystem’ of health and care. Interestingly, ‘continuity’ and a
‘continuum of care’ were much less frequently described by this group.
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Practitioner Responses to “What does integrated care mean for you?”

“Care that is coordinated, efficient,
qualitative, safe, equal from point A to “For me, integrated care means that a patient (and
point Z. From birth ‘til death. everything loved ones), can rely on continuity in the system.
linked to a patient since he/she is Meaning they don’t hear “that’s not us, you need to go
born until the day he/she dies must be call [this organization]”.The team wraps around the
infegrated and interconnected so that patient to navigate through the system rather than
every HCW knows who this patient is and a family having to do the navigation for themselves.
what life has been already and what can For a patient, their experience is seamless, they aren’t
be planned in the future WITH the patient. having to repeat their story from the beginning 10
So integrated care is also co-designed.” times - when they meet a new health care worker they
Respondent from Belgium are known, their test results or health/social needs are
readily available. It also means a move away from
the divide between a person’s medical and social
“A model where care is delivered in the support needs - a recognition that both are strong
most appropriate setting for the patient needs and even if you patch up a patient medically,
and complexity of care, where there are if they live in substandard housing, or have no one
clear lines of referral and communication to help them buy their groceries, their needs haven’t

between community healthcare services been fully met.”
and the acute setting.” Respondent from Canada

Respondent from Ireland

“The patient with health care needs runs through the health area without noticing differences, full
communication between professionals of all fields with a single objective that is the good of the
patient.”

Respondent from Spain

“[Integrated care is] a minimum requirement for
supporting the health and wellbeing of people -
prevention, diagnosis, freatment/cure is the added
bonus. Integration is having the needed enablers/
capabilities (either health literacy, care coordination,
community-based support, transport, service access,
well utilised My Health Record...) to allow patients
and clinicians to feel they are part of one team,
working collectively...”

Respondent from Australia

“The client journey from first point of
contact to post-intervention check-

in (if applicable) is easily navigable
between organisations in their care,
with information following the patient/
client, a clear lead agency/professional,
and the elimination of any duplicate
processes.”

Respondent from the United Kingdom

“It links all necessary and essential health and welfare (social) services around an individual’s
needs from preventive to tertiary health care.”
Respondent from Hong Kong

“Care in partnership across the health service. i.e. hospital service (here in NZ also community)
working with GP practices. Removing silos. and separate funding. Patient care is fluid and
communication portals are accessible by health providers in GP and hospital teams and including
patient.”

Respondent from New Zealand




Ranking the features of integrated care

When asked to rank the features of integrated care in order, this group identified
‘people-centred’ as the most important feature with greatest frequency (48.88%),
followed by ‘comprehensive’ (17.94%).This group ranked ‘community-centred’ (26.46%)
and ‘population health management’ (25.56%) as least important to them. Overall,
this group ranked ‘people-centred’, ‘comprehensive’, ‘coordinated’ and ‘equitable’
consistently in the top three features.

Table 3: Practitioner ranking of infegrated care features

Cumulative first Cumulative first,

First choice and second second and third

choice choice
Community-centred 2.24% 11.21% 18.83%
Compassionate 3.59% 8.52% 16.59%
Comprehensive 17.94% 33.19% 45.75%
Continuous 1.35% 6.73% 21.53%
Co-ordinated 9.87% 25.57% 40.82%
Co-produced 4.04% 11.21% 13.90%
Equitable 8.52% 27.35% 42.60%
People-centred 48.88% 66.37% 76.24%
Population-management 1.79% 4.93% 8.52%
Sustainable 1.79% 4.93% 15.24%

Figure 6: Practitioner first choice of integrated care features

B Community-centred 2%
[ Compassionate 4%
[ Comprehensive 18%

Continuous 1%
[l Co-ordinated 10%
[ Co-produced 4%
B Equitable 8%
B People-centred 49%
™ Population-management 2%
M Sustainable 2%

Figure 7: Practitioner fop three choices of integrated care features

Il Community-centred 6%
[ Compassionate 6%
[ Comprehensive 15%

Continuous 7%
B Co-ordinated 14%
[ Co-produced 5%
B Equitable 14%
B People-centred 25%

[ Population-management 3%
B Sustainable 5%
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Academics, researchers and
oolicy makers In the field of
Nfegrated care

Personal description of integrated care

When asked to provide their own description of what integrated care means to them in
their experience, academics, researchers and policy makers, like practitioners, tended
fo respond in the third person, sometimes from the perspective of the person at the
centre of care, or in more general systemic terms. We grouped policy-makers together
with academics and researchers because they both work at a distance from the day
fo day practice of integrated care. Their work influences and creates the conditions for
infegrated care but less directly than users, patients, care-givers and practitioners.

The ferms that appeared in this group’s description of integrated care included
‘patients’ most frequently (43%) with ‘person’ (33%) and ‘people’ (21%) being placed
at the centre of care.This group was more likely o use collective terms like ‘people’,
‘community” and ‘population’ (7%) than other groups.There was less mention of ‘care-
givers’ (6%) or families’ (8%) but there was more reference made to ‘communities’
(16%)."Communities” were described by some respondents as important drivers and
anchors of models of integrated care. ‘Coordination’, including synonymous terms
such as 'seamless’, ‘coordinated care’ and ‘joined up’ were often used (16%) and
‘continuity’ of care (6%) was more frequently mentioned by this group than others
supplemented by ‘confinuum of care’ (2%).

This group was more likely than others to discuss the importance of integrated physical
and mental health services but were still heavily focused on ‘healthcare’ (20%)
exclusively with fewer including social care (10%).



Box 4: Quotes from academics, researchers and policy-makers

“Health and social care that is planned and
implemented with people who work together "It can mean a number of things along a
to form a partnership with the person and continuum, including full financial integration
their family in order to generate a mutual through one provider/insurer of health
understanding fo put them in control and being services for an enrolled population (e.g.US
able to coordinate and deliver services to Kaiser Permanente and other integrated
achieve fo best potential outcomes.” health care plans), to integration of health
Respondent from Sweden care services along the continuum of care
for individual patients, to integration of
care across health and social services, to

“Responsive patient centred care services coordination of care across interdisciplinary

delivered at the lowest point of acuity but with SELUES ele) CIIEIEE IS G @210 - [Filimeli;
ease of access to specialist knowledge as secondary, tertiary and quaternary care.
needed.” Respondent from Australia

Respondent from Ireland

“"More than a trend! It is a requirement to

insure quality and safe care for people “Health and care professionals work together and
living with cancer (a chronic disease). It with the people and communities they serve, to plan
is a research subject in progress in order and deliver a comprehensive range of support and
to improve care providers capacity for services, encompassing health promotion, chronic
professionails to offer coordinated and care, acute treatment, rehabilitation, social support
continuity of care. It is also a way to study and palliative care, that are well coordinated and
infer organizational and inter sectoral respond to what matters to people and communities.”
linkages.” Respondent from the United Kingdom

Respondent from Canada

“For me integrated care means to facilitate
collaboration between health care professionals
in the best way | can, in order to enable HCP's to
supply care in a person centred, integrated, well
adjusted way beyond the boundaries of one’s
own organization.”

Respondent from The Netherlands

“Strategic agreements linking
multidisciplinary organizations/sectors of
care to enable coordinated collaboration
with shared goals to provide:

a. person-centered prevention, care, and
support to all people.

b. shared information, collective support,
coordination for all care staff and
professionals.”

Respondent from Canada

“Coordination, continuity, from people’s
perspective and involving the community and its
services.”

Respondent from Spain

“Coordinated care among different care providers from different sectors, at different levels, always
towards meet the needs of the person.”
Respondent from Ecuador




Ranking the features of integrated care

When asked to rank the features of integrated care in order, this group identified
‘people-centred’ as the most important feature with greatest frequency (46.95%),
followed by ‘co-ordinated’ (16.46%) and ‘comprehensive’ (10.98%) .This group
ranked ‘compassionate’ as least important fo them (29.45% ranking it tenth out of
fen features), closely followed by ‘population health management’ (27.61%). Overall,
this group ranked ‘people-centred’, ‘coordinated’, ‘continuous’, ‘'equitable’ and
‘comprehensive’ consistently in the top three features.

Table 4: Academic, researcher and policy maker ranking of integrated care features

Cumulative first Cumulative first,

First choice and second second and third

choice choice
Community-centred 2.44% 12.26% 20.85%
Compassionate 1.22% 4.90% 10.42%
Comprehensive 10.98% 24.48% 39.20%
Continuous 3.66% 14.09% 28.81%
Co-ordinated 16.46% 37.93% 55.11%
Co-produced 4.88% 17.76% 25.74%
Equitable 7.93% 16.52% 25.72%
People-centred 46.95% 60.45% 73.33%
Population-management 4.27% 6.72% 7.95%
Sustainable 1.22% 4.90% 12.88%

Figure 8: Academic, researcher and policy maker first choice of integrated care features

B Community-centred 2%
[ Compassionate 1%
[ Comprehensive 1%

Continuous 4%
[l Co-ordinated 16%
[ Co-produced 5%
I Equitable 8%
B People-centred 47%
[ Population-management 4%
M Sustainable 1%

Figure 9: Academic, researcher and policy maker fop three choices of integrated care features

Il Community-centred 21%
[ Compassionate 10%
[ Comprehensive 39%

Continuous 29%
M Co-ordinated 55%
[ Co-produced 26%
B Equitable 26%
B People-centred 73%

[ Population-management 8%
M Sustainable 13%




Comparing the three groups

Descriptions of integrated care

There were some notable differences between the descriptions that the three groups
gave of infegrated care, although there was much consensus across respondents. All
groups used the ferm ‘patients’ most frequently o describe the person at the centre
of care (range = 43%-45%) and all three groups were next most likely fo use the ferm
‘person’ (range = 26%-33%). Users were much more likely to talk about ‘families’ than
the other groups and both users and academics / policy makers were more likely

o talk about ‘communities’ and ‘care-givers’ than practitioners. Academics / policy
makers were more likely than the other groups to focus on the wider population in
addition to individual experiences of infegrated care.

Ranking of the core features of integrated care

Statistical analysis showed high levels of correlation in the pattern of response across
all groups.There was broad agreement across all groups that ‘people-centred’ is a
core feature of infegrated care with significant proportions of each group ranking this
highest of all fen features.This was reinforced in our analysis of the free text descriptions
for all groups.

‘Comprehensive’ care was a feature also important to all three groups but
‘coordinated’ care is ranked highest more frequently by users and least frequently by
practitioners. We were surprised that ‘continuity’ and ‘co-production’ were not ranked
more highly in any group.

Looking at the pattern of responses across the top three ranked features, all three
groups shared common patterns of ranking by and large.There were some subtle
differences in free text responses, with users more likely fo describe integrated care from
their personal experience than either of the other groups and with more emphasis on
the care-giving and family context in which users of services or patients live and draw
on for all their informal care.

The feature most likely to be ranked last for users was ‘population health management’
and this was also very likely to be ranked last by practitioners and academics / policy-
makers alongside ‘community-centred’. This was reflected in the content analysis of
each group’s free text description of infegrated care. Only 2 respondents from the
academic group mentioned population health, 4 from the practice group and none
from the user group.
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Country-level comparisons

While we received responses from 48 countries around the world, five countries
constituted 65% of all responses; Spain, Canada, UK, Ireland and Australia. This
reflects the focus of IFIC’s network as well as the prominence of infegrated care in the
development of these national and regional health and care systems.

Figure 10: Countries with the largest response share
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[ Comprehensive 39%
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Continuous 29%
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B Sustainable 13%

Looking at trends in responses, there were some country level differences in the
ranking of intfegrated care features. As with the three groups above, all five countries
respondents ranked ‘people-centred’ as the most important feature of integrated care.
Respondents from Ireland were also as likely to rank ‘coordinated’ is most important
(32%). Respondents from the UK ranked ‘co-production” as most important more often
than any other country (16.67%) and respondents from Spain ranked ‘comprehensive’
as most important 22.22% of the time. Australian respondents ranked ‘coordinated’ in
second place at a rate of 44.44%.

Figure 11: Integrated care features ranked first by country
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The frends in responses at country level for those features ranked least important
mirrored those of the three groups analyzed. Population health management’ was
ranked least important with the exception of Spain which was significant outlier
here. 14.53% of Spanish respondents ranked ‘population health management’ as
least important compared with an average of 43% across the other four countries. In
contrast, Spanish respondents ranked ‘compassionate’ as least important at 43.59%.



Conclusions and insights
from the survey

Our research question was: "What features of integrated care matter
to different stakeholders including policy-makers, practitioners,
researchers, patients and care-givers with experience of integrated
care in different countries/systems today?”.

This is the first survey of its kind gathering the views of a range of stakeholders on what
infegrated care means to them in practice.The findings here establish a baseline
against which we can track changes in the practice of infegrated care across

the world. We use the conceptual framework of WHO IS INCLUDED, WHAT IS DONE
DIFFERNTLY, HOW IT IS DONE DIFFERNTLY set out at the beginning of this report.

There is consensus from all stakeholder groups and across countries that the
person at the centre of care is the most essential feature of integrated care.

WHO IS INCLUDED

Patient Person

+ Family + Community

The features of infegrated care that were consistently ranked the highest by all
stakeholders were ‘people-centred’. There were some differences in emphasis across
different groups and countries. Users, patients and care givers were more likely to focus
on the system of informal care that sits around people at the centre of care (care-
givers and families). Practitioners and researchers were more likely to have a focus on
‘people’,‘communities’ and ‘populations’ as collective groups in integrated care.



There is consensus from all stakeholder groups and across most countries that
coordinated and comprehensive are also essential features of integrated care.

WHAT IS DONE DIFFERNTLY

Coordination of Meet the needs

services of people

What matters to people
and communties

‘Coordinated’ and “comprehensive” were ranked amongst the fop three features.
These terms have both been used consistently in relafion fo integrated care and are
used in their definitions of integrated care by the World Health Organisation (2016)
and EU HSPA Expert Group on Infegrated Care (2017). Indeed the Framework for
Infegrated People-Centred Health Services ratified by the World Health Assembly in
2016 puts forward a commitment fo ensure “all people have equal access to quality
health services that are co-produced in a way that meets their life course needs, are
coordinated across the continuum of care, and are comprehensive, safe, effective,
timely, efficient and acceptable; and all carers are motivated, skilled and operate in a
supportive environment”.

The World Health Organisation has, more recently, shifted focus to people-centred
infegrated care in the context of universal health coverage and strengthened primary
care. It will be inferesting to see if this is reflected in the experience of integrated care
in practice over the next few years.These definitions have tended 1o be limited fo the
health system only.

Interestingly, there was consensus that population health management is the least
important feature across groups. Integrated care models have historically focused
on specific population groups with high levels of health and care need such as older
people living with multiple co-morbidities and people living with long term conditions
and thus the health system focus. As integrated care has evolved, there is increasing
recognition that it enables systems to take a broader focus on population health
encompassing a life course approach.This brings in the wider determinants that
create conditions for good health and well-being (Farmanova et al 2019). Af the
Foundation, we see a growing interest amongst researchers and policy makers to
take a broader population view when developing models of integrated care. It would
appear though, that practice, including users at the centre of care, is still lagging
behind. Given the residual gaps that remain in care intfegration for high need groups,
this is not surprising and will be interesting to frack over time.

There is still a degree of plurality in the breadth of scope of integrated care even

within countries.
An ethos and a way
of working

HOW IT DONE DIFFERNTLY

STRUCTURES, resources
protocols, etc

A culture of inclusion
and cooperation

The most appropriate
setting

The free text descriptions of integrated care showed that while some descriptions
were quite narrow, e.g. " Both vertical integration (e.g. primary versus specialized
care), and horizonfal infegration (e.g. community services vs. health care) should
promote collaborative work among health professionals and the proactivity and self-
management capacity of patients, with a vision of 4P [personalized, predictive and
participatory preventive] medicine”, others were broader and more reflective of the
shift to integrated care as a mechanism to deliver better population health outcomes,
"Holistic care of people that covers all physical, psychic and emotional areas. Care of
2o pPeople, environment, caregivers, family”.



For many respondents, their descriptions of integrated care focused on expansion of
the structural capacity and resources of care systems, including physical resources

(e.g. setting up new health and care beds), human resources (e.g. infroducing

new professional roles such as case managers) and / or knowledge resources (e.g.
infroducing clinical guidelines and agreed protocols, etc.).

While health and care resources are essential tools fo promoting integration, the
evidence on successful infegrated care has demonstrated the centrality of changes
in practice, culture and values in successful care integration (Miller 2016). There was

some evidence in this survey that this broader inclusion of culture and practices rather

than just structures is developing. A number of responses described integrated care
models as encompassing a change in values and culture.

Respondents fo the survey from Spain tended to have a must stronger focus on the
integration of formal service provision (coordination between health and social care
services, making explicit that it included primary care, hospital and social care), while
responses from Canada, Ireland and the UK were more likely fo encompass the third
sector and other community actors.

This reflects the different integrated care debates in countries and the policy context
for each of these countries as they work towards a model of integration that may or
may not include community resources and organisations.

It is worth pointing out, that it was almost exclusively users, patients and care givers
that included informal care systems in scope of their description of intfegrated care. It
will be interesting to frack if this increases in importance for practitioners and policy-
makers over time.

Conclusion

This is the first in what we hope will be an annual survey of our network. Our network
are advocates of infegrated care as a key mechanism for delivering high quality
health and care from prevention through to curative and palliative care. As such, we
would not claim that they are representative of the wider population of users, care-
givers, health and care professionals, researchers or policy-makers.They do provide us
with a barometer of the level of consensus or divergence of views in relation to what
infegrated care is and how it is practiced in the real world.

It is also notable that responses came mainly from high income countries. At the
Foundation, we are expanding our network in low and middle income countries
and want to increase participation in future waves of our survey.This will allow us to
understand the different tfrends and understanding of integrated care in different
health and care systems.

This first survey provides us as a Foundation with important information to guide our
work including identifying gaps in our knowledge about the science and practice of
infegrated care.
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Appendix 1: Roles included in each group

Users of health and care services / patients / care givers

Self-selected role descriptions in survey

Caregiver and health advocate and volunteer PFA
consumer advocate / representative

Patient Advisor

Patient and Family Advisor with a hospital

patient director

Patient Partner

Patient/Voluntary Sector

Pfa

User of care services/Patient or carer

Practitioners (health and care professionals and managers in state-funded,
privately funded or voluntary sectors)

Self-selected role descriptions in survey

Care workers (Health and social care services)

Doctor

Health Care Practitioner

IC Program Manager

Manager (Health and social care services)

Medical Doctor, current fulime MPH Student seeking employment in Public Health Medicine
Ontario Health Team Lead

Quality Manager in Health & Social Care

Student Nurse/Social Worker

Therapist

Voluntary sector representative

Academics (researchers or teachers working at universities or think tanks) and
policy makers working for government.

Self-selected role descriptions in survey

Policy maker

Policy maker / Public Administrator
policy maker, manager and researcher
Regulator

Researcher/Academic
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