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Evidence on Patient-Centeredness, patient-centered systems, and implementation and
scaling of whole person health

Report to NASEM April 2022
EXECUTIVE SUMMARY

The report contains six Chapters. After an introductory Chapter 1, Chapter 2 compares
and contrasts seven conceptual frameworks of patient-centered/whole-person care and
finds four universal components. Chapter 3 reports a review of 16 recent trials of
patient-centered interventions. Chapter 4 describes evidence-based elements for a co-
ordinated patient-centered health care system. Chapter 5 reveals themes from a
scoping review of 49 papers on scaling-up of co-ordinated health care systems.

The key messages in these Chapters are:

The universally agreed upon four components of patient-centered care are: 1) the
patients’ experience, including iliness, thoughts and feelings; 2) the person in context
especially family; 3) mutual discussion of goals, preferences and decisions; and 4)
relationship between the patient and clinician, including empathy, emotion and sharing
power.

Patient-centered interventions most strongly influence patients’ experience of care, less
strongly influence patients’ reported outcomes and least strongly affect clinical or
physiologic outcome measures.

Patient-centered interventions can be a force for equity, in that they are effective across
all levels of deprivation, BUT only if out-of-pocket expenses to patients are covered.

Implementation failures for patient-centered interventions arise from lack-of-fit with
clinicians’ values, lack of training on teamwork and stressful health care contexts.

Key elements of a patient-centered, co-ordinated health care system are: shared vision;
linkages; training; and strong partnerships with patients.

Scaling-up a co-ordinated health care system requires human elements such as
leadership, partnering, promotion and learning/training, as well as technical elements
such as organization management, data systems and financing.

Finally, there is an overarching key message which appeared in different forms in each
Chapter, a message of adaptation and flexibility in order to succeed:

The clinician must be flexible in response to patients’ goals and preferences.

The interventions must fit with the values of the clinician in order for successful
implementation.

A co-ordinated health care system must achieve a shared vision.

Scaling-up requires partnering and adapting in response to the adopting community.



CHAPTER 1: INTRODUCTION:

The Veterans Administration (VA) Whole Health Initiative is a potential leader in a
resurgence of patient-centered, whole-person approaches to health care. After a period
of several decades of quiescence, during which more focused approaches such as
shared decision-making and goal-directed care, were front-and-center, the broader,
more comprehensive perspectives are regaining prominence.

For the past 20 years, since Mead and Bower in 2000 and the Institute of Medicine in
2001, there has been a dearth of contributions on patient-centered concepts (only three
in 2012 and 2013, McMillan et al. (2013); Morgan & Yoder (2012); Dwamena et al.
(2012)). But more recently a spate of review papers appeared, including Langberg
(2019), Jonas & Rosenbaum (2021), Fortin et al. (2022) and Sturgiss et al. (submitted),
according to this author’s searches of the literature. The time is right for an up-to-the-
minute review of patient-centered, whole-person concepts, their evolution, their
similarities and differences, and their impacts on patient health as well as ways to scale
them up.

In tracing the evolution of patient-centered concepts and approaches for this report, |
have unearthed several learnings which need to be our starting point. One of these
learnings is that some writings on patient-centered care focused on the clinical
encounter between the patient and the clinician, while others added elements of the
health care system such as co-ordination of care and continuity of care. Therefore, the
organization of the report will reflect this important distinction.

CHAPTER 2: DEFINE WHOLE PERSON CARE AND SCOPING REVIEW OF
MODELS

Introduction to Chapter 2

| am starting with the framework called the Patient-Centered Clinical Method for several
reasons: it is most familiar to me; it has been labelled as the most comprehensive
definition of patient-centeredness (Mead & Bower, 2000); and it has several
foundational differences from the other frameworks being reviewed later in this report,
making it a complementary approach, not one that will replace or usurp any of the other
approaches. Indeed, my later recommendations will include one saying that the Patient-
Centered Clinical Method is a useful complement to the Whole Health Model and that
the two could well be used in tandem. In order to build that case, | will cover: first, the
nature of the patient-centered clinical method, then a review of other definitions and,
finally a head-to-head comparison of the patient-centered clinical method with the
Whole Health Model.

Definition and History of the Patient-Centered Clinical Method



The term patient-centered was first used by Enid and Michael Balint in the 1960s to
describe care that understood "the patient as a unique human being" (E. Balint, 1969)
and went beyond the traditional diagnosis to a "deeper more holistic diagnosis"(M.
Balint, 1957). This language grew out of the context of British General Practitioners
working with psychiatrists of the psychotherapeutic tradition. McWhinney brought these
ideas to North America in his NEJM paper of 1972 (McWhinney 1972) on the patients'
real reason for their visit, highlighting the need for the clinician to look beyond the
presenting problem and its traditional diagnosis — to look deeper and discern to what
extent the presenting problem was a sign of the patients' limit of tolerance for the
discomfort or the anxiety or even a signal of another problem altogether. Subsequent
research on the broad range of issues experienced by patients, demonstrated that a
"holistic" approach (in which clinicians respond not only to the presenting complaint but
also to a broad range of problems including physical, emotional, functional and life
problems) was associated with better patient reported outcomes (Stewart et al., 1979).
This broad way of thinking about clinical encounters was also revealed by Levenstein et
al. (1986) in their early definitions of patient-centered care which coalesced into the
comprehensive definition in the 1995 book Patient-Centered Medicine — Transforming
the Clinical Method and updated in the book's second and third editions (Stewart et al.,
2014). This history represents the shift from doctor or disease centered medicine to
patient-centered medicine.

The key messages of these writings are to remind clinicians not to be constrained by
the diagnosis of the physical problem but rather to broaden the lens to include the
patients' emotional life, spiritual life, expectations and goals for life and health.

A crucial, singular aspect of the patient-centered clinical method is that it arose from a
two-year process, led first by Levenstein and then by Weston, of family physicians
reflecting on what went well in their visits with patients (Levenstein et al., 1986; Weston
et al., 1989). When the ideas were being formally written, the authors made a conscious
decision to address the concepts as guidance for clinicians (i.e. injunctions for practice)
in contrast to two other ways of writing: the list of specific clinician behaviours; or the
broad conceptual framework stated as a high-level model. The patient-centered clinical
method falls between these two extremes and is therefore called a clinical method not a
conceptual model.

Elements of Patient-Centered Care from the Literature

This section asks and answers the question — how similar or different are the literature's
conceptual frameworks that are called patient-centered.

The definition of patient-centered care or patient-centeredness has been criticized as
lacking in clarity (Sturgiss et al., submitted). Such wooliness can be seen as holding
back progress in creating coherent education programs and robust interventions. But,
on the contrary, the most recent literature review of 159 research, conceptual and
editorial papers (Sturgiss et al., submitted) tells us that there are "few discrepancies
among definitions of various types of centeredness". Furthermore, no matter what the



country, no matter what discipline and regardless of what the preceding word is
patient/person/relationship/family centeredness, the core concepts remain consistent. In
order to explore these statements further, | propose, in the next few pages, to present a
deeper dive, showing the seven key concept papers/reviews from the past 20 years
(including the two most relevant here, i.e. the Patient-Centered Clinical Method and the
Whole Health Model), detailing the dimensions of patient-centeredness in each paper
and how they compare, in order to help us understand the various dimensions involved
in patient-centered care.

To do this, | have created Table 1, showing details on each of the seven papers: The
Patient-Centered Clinical Method (Stewart et al., 2014); VA Whole Health Model (VA
Whole Health, 2022; Jonas & Rosenbaum, 2021); Mead & Bower (2000); Institute of
Medicine (2001); Morgan & Yoder (2012); Langberg et al. (2019); and Sturgiss et al.

(submitted). A large literature underpins Table 1 because four of the seven citations

were review papers summarizing the views of numerous authors.



Table 1: Seven Approaches to Patient-centered Concepts

Patient-Centered Clinical Method

VA Whole Health Model/Initiative

Mead & Bower,2000

Patient at the Centre

"Me" at the Centre

Institute of Medicine, 2001

Morgan & Yoder, 2012

Langberg et al., 2019

Sturgiss et al., 2022

Exploring Health, Disease and the
lliness Experience
- Symptoms, Signs, Laboratory
results
- Patient's meaning of what
health is and aspirations for
life
- Patient's illness experience
including feelings, ideas,
function and expectations

You are expert on your life #1

Aware of your thoughts and feelings
#2

Spirituality — what gives meaning to life
#9

Biopsychosocial —
Social and psychological factors
- full range of difficulties
- health promotion
Patient as Person —
Patient's experience
- eliciting patient
expectations, feelings,
ideas

Respectfulness to patients’
values, preferences and
expressed needs #1

Individualized care
- unique needs,
preferences, and health
concerns
Holistic Care
- physical, cognitive and
psychosocial functioning
Respectful Care
- strengths and abilities

Biopsychosocial
- Involving physical,
cognitive, emotional,
behavioural, social and
spiritual domains
Patient-as-Person
- uniqueness of each
patient
- patient perspective
- patients experience
iliness differently
- explore both the disease
and the illness

Biopsychosocial
- social determinants of
health
Patient as a person
- strengths based

- Patient as a person

- Anindividual developmental
trajectory and personality

- A family, social support and
work

- Community and culture

environment

Experiences that affect emotions #4
Personal Development — ways you
can grow #5

Family, friends, coworkers can affect
emotions, mental and physical health

- Reduce stress through
relationships #8

Holistic Care
- responding to the needs
of the whole person in
context
- the family, cultural and
religious context

Patient-as-Person
- patient experience differs
depending on current life
situation

experience
Understanding the Whole person in Surroundings — home, work place, Patient as Person — within his or Involving family and friends for | Individualized Care Biopsychosocial Biopsychosocial
Context neighbourhood, climate and her unique context decision making and support #6 - personality "holistic", "whole person” - social determinants of

health
Patient as a person
- person as part of a
collective
- spirituality, cultural needs

Finding Common Ground
- Mutual discussion between the

Your values, goals and priorities #1
Set your health and well-being goals

Sharing power and responsibility
- encourage patient

Providing information,
communication and education

Individualized Care
- an individual Care Plan

Sharing power and
responsibility

Sharing power
- seen as equals

- Compassion, caring, empathy
and trust

- Power in the relationship

- Continuity of the relationship
and constancy

- Engendering healing and hope

- Clinician self-awareness

- Transference and counter-
transference

Relationships can affect emotional
health #8
Be aware of thoughts and feelings #2

- empathy, congruence and
unconditional positive
regard

- develop the emotional
context in consultations

- effective communication

- respect for patient

autonomy
Therapeutic Alliance

- valuing the relationship

- constructive relationship

- respectful
communication

- mutual respect

patient and clinician of Moving the body #3 involvement in care #3 Respectful Care - encouraging patient - empowerment
- the nature of the Food and drink #6 - recognise patient's - So patients can be properly - patients' preference participation Sharing responsibility
problems Recharge #7 preferences equipped to take part in - supporting goals - shared decision-making
- the goals Power of the mind — mind-body Therapeutic Relationship medical decisions Empowering Care - empowerment
- the roles of each approaches #10 - common understanding of Ensuring physical comfort, #4 - self-confidence - common ground
- Reaching mutual agreement goals and requirements of - participation in decision-
treatment making
Enhancing the Patient-Clinician Reduce stress through relationships | Sharing power and responsibility Providing emotional support,#5 | Respectful Care Sharing power and Therapeutic
Relationship (including Patient-clinician relationship) - egalitarian relationships - relieving fear and anxiety - listening responsibility relationship/bond/alliance
- Surfacing emotion #8 Therapeutic Relationship - autonomy - egalitarian partnership - compassion

- emotional engagement

The Doctor as person

- doctor and patient influence

each other
- attention to cues to the
affective relationship

The Doctor as a Person

Provider as person
- professional clinical
responsibilities
- advocate for the patient

Co-ordinated and integrated
care #2

Co-ordinated Care
- Accessibility, Co-
ordination and continuity
- A care pathway

Co-ordinated care, Access,
Continuity of care




There are six rows in Table 1 depicting the dimensions of patient-centeredness most
commonly revealed. The first three of these rows focus on the patient-clinician
encounter. The fourth row deals with the relationship over time. The fifth row addresses
the clinician as person. The sixth row presents the health care system's co-ordination as
an element of patient-centeredness, foreshadowing the increasingly frequent health
system interventions which this report describes in a later section.

Each of the seven papers presents Main Headings which are represented in bold; the
Subheadings are shown in /talics. The reader will note that the Main Headings do not
line up in lock-step; however, the Subheadings do line up and are often worded quite
similarly. In other words, ideas of what constitutes patient-centeredness are universal;
however, the way these ideas are grouped by authors under Main Headings is more
idiosyncratic.

Let us consider just a few examples of similarities and differences.

The first two rows can be said to be the least clearly delineated. The first row, dealing
with a broad range of patient issues and strengths, overlaps often with the next row on
the patient as a unique person in context. Mead and Bower, Langberg et al. and
Sturgiss et al., demonstrated this overlap and called their first component
Biopsychosocial and the second Patient as Person. But the papers they reviewed
placed certain Subheadings under different Main Headings. For example, spiritual
domains fell under the Biopsychosocial Main Heading in Langberg et al. but under
Patient as a Person in Sturgiss et al.

The third row, dealing with the patient and clinician working out what to do, showed
Main Headings of Sharing Power, Sharing Responsibility, Relationships and
Empowering Care. But the subheadings were very similar from one author to another
such as: common understanding of goals; supporting goals; encouraging patient
participation; finding common ground; and empowerment.

Perhaps the clearest category was the fourth row on the Relationship, variously called
the Therapeutic Relationship, Emotional support, Respectful Care, Therapeutic
Alliance, Therapeutic Relationship/Bond/Alliance. This category's Subheadings
were similar including emotional connection, empathy, compassion and respect, except
for sometimes including considerations of power which most authors had placed in the
third row.

The most different conceptual framework was Morgan and Yoder (2012) whose
Subheadings are similar to those of other authors but whose Main Headings combined
the Subheadings in ways that other authors did not. For example, their category labelled
Individualized Care had sub elements that fell into three rows in Table 1. Similarly,
Respectful care fell under three of the rows used by most other frameworks: strengths
and abilities fell into the first row; patients' preferences and goals fell into the third row;
and listening, autonomy and effective communication fell into the fourth row.



Two additional points are raised by Table 1. First, the Institute of Medicine (IOM)
framework reads most like the Patient-Centered Clinical Method in that it states
guidance/injunctions for clinicians.

Second, as was stated before, the distinction between patient-centered clinical
encounters and patient-centered health system co-ordination/integration is introduced
by the three authors in Table 1 who included Co-ordination of Care as a Main
Heading. These two types of patient-centeredness, i.e. at the clinical and the health
systems level, appear again in the next Chapter.

The conclusion of this section is a lack of consistency in labelling the Main Headings.

Nonetheless, there was clarity and consistency in the Subheadings, the actual
substance of what is meant to be patient-centered. Using the words most commonly
found in the seven papers, here are the six components of patient-centered care over
the decades and across the world:

1) Patient Experience (thoughts and feelings)

2) Person in Context (especially family)

3) Discussion of Goals, Preferences and Shared Decisions

4) Relationship including Empathy, Emotion and Sharing Power
5) Clinician as Person

6) Co-ordination.

The bottom line of this 20-year analysis is, the concepts are remarkably similar. To

appreciate this more clearly, let us look at Table 2. All 7/7 papers contained the first four

components; 3/7 included Clinician as Person; and 3/7 highlighted the health care
system by including Co-ordination of Care (and sometimes Access and Continuity as
well). Table 2 demonstrates the universality of the first four concepts within patient-
centeredness.
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Table 2: Comparison of Seven Patient-Centered Frameworks

Patient- .
Centered Whole | Mead | Institute Morgan | Langberg | Sturgiss | TOTAL
- Health | & of

Clinical Model | Bower | Medicine &Yoder | et al. et al. #

Method
Patient v 4 v v v 4 4 717
Person v v v v v 4 4 717
Discussion v 4 v v v 4 v 717
Relationship 4 v 4 4 4 v v 77
Clinician as X X v X X v v 3/7
Person
Co-ordination X X X v X 4 4 3/7

11




The Whole Health Model and the Patient-Centered Clinical Method

This chapter concludes with a head-to-head comparison of the Whole Health Model and
the Patient-Centered Clinical Method to highlight their complementarity.

The Whole Health Model, with its focus on what matters to the patient in the 10 areas
suggested in the Circle of Health and the Patient-Centered Clinical Method,
complement each other. Whole Health takes the patient's perspective; the Patient-
Centered Clinical Method takes the clinician's perspective, answering: how can the
clinician support the patient in discerning and prioritizing the areas to focus on or, to put
it another way, what guidance can be provided to clinicians to support the patient in
Whole Health?

For the patient to become an integrated person, the care must model that integration, in
my view. At the most basic level, the care should be anchored by a single clinician who
helps the patient pull together all 10 areas of the Whole Health Model. | strongly
recommend a generalist primary care clinician as the desired conduit of this basic level
of integration. Developing a strong trusted patient-clinician relationship over time is a
potent force for health and healing (Pereira-Grey et al., 2018). Therefore, the following
statements of the complementarity of the Whole Health Model and the Patient-Centered
Clinical Method are predicated on the notion of one primary care clinician working with
the patient in a continuity of care situation. Each patient has a personal primary care
clinician who is patient-centered (Green, 2017).

As can be seen in Table 3, the head-to-head comparison of the Patient-Centered
Clinical Method and the Whole Health Model, the elements of each line up well.

12



Table 3: Complementarity of the Patient-Centered Clinical Method and the Whole
Health Model

Patient-Centered Clinical Method

Patient at the Centre

Whole Health Model/Initiative
"Me" at the Centre

Exploring Health, Disease and the lliness
Experience by following cues to:

Symptoms, Signs, Laboratory and
other results

Meaning of health to the patient
and aspirations for life

Patient's iliness experience
including feelings, ideas, function
and expectations

You are expert on your life #1
Aware of your thoughts and feelings #2

Understanding the Whole person in
Context

Patient as a person

An individual developmental
trajectory and personality
Spiritual dimensions

A family, social support and work
Community and culture

Surroundings — home, work place,
neighbourhood, climate and environment
Experiences that affect emotions #4
Personal Development — ways you can grow #5
Family, friends, coworkers can affect emotions,
mental and physical health

- Reduce stress through relationships #8
Spirituality — what gives meaning to life #9

Finding Common Ground

Mutual discussion between the
patient and clinician on

- the nature of the problems

- the goals

- the roles of each
Reaching mutual agreement

Your values, goals and priorities #1

Set your health and well-being goals
Moving the body #3

Food and drink #6

Recharge #7

Power of the mind — mind-body approaches
#10

Enhancing the Patient-Clinician
Relationship

Surfacing emotion

Compassion, caring, empathy and
trust

Power in the relationship
Continuity of the relationship and
constancy

Engendering healing and hope
Clinician self-awareness
Transference and counter-
transference

Reduce stress through relationships (including
Patient-clinician relationship) #8

Relationships can affect emotional health #8
Be aware of thoughts and feelings #2
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The first of four components of the Patient-Centered Clinical Method is Exploring
Health, Disease and the lliness Experience: the clinician exploring the patients' disease
(symptoms, signs, laboratory and other investigations), health (patients' meaning of
what health is and aspirations in life) and patients' illness experience including their
feelings, ideas, function and expectations. This component aligns with the 1t and 2
areas of focus in the Whole Health Model's Circle of Health, i.e. 15t You are expert on
your life; and 2" Be aware of your thoughts and feelings.

The second component of the Patient-Centered Clinical Method is Understanding the
Whole Person, the patient as a person with: an individual developmental trajectory and
personality; spiritual dimensions; a family, social support and work; and a community
and culture. This component ties in almost word-for-word with the Whole Health's: 4t
focus on Surroundings (home, work place, neighbourhood, climate and environment);
5t focus on Personal Development; 8" focus on family, friends and co-workers who
may affect health in positive or stressful ways; and 9" What gives meaning to your life —
spirituality.

The third component of the Patient-Centered Clinical Method is Finding Common
Ground which promotes a mutual discussion between the patient and clinician of the
nature of the problems, the goals and the roles of each culminating in mutual agreement
of the way forward. The Whole Health Model promotes in the 15t focus, the patients'
reflection on their values, goals and priorities and patients setting their own health and
well-being goals. This is a more strength-based thought than in the Patient-Centered
Clinical Method which in its third component is more problem-based. Next, the Whole
Health Model explores four specific foci for patients to consider as part of their plan: 3™
Moving the Body; 61" Food and Drink; 7t Recharging approaches; and 10" Mind-Body
approaches. The Patient-Centered Clinical Method would recommend that patients and
their personal clinician discuss these approaches in relation to the patients' goals and
ability to carry out the role required and come to mutual agreement on the foci to be
included in the current plan, always updating the plan as the patient evolves.

The fourth component of the Patient-Centered Clinical Method, Enhancing the Patient-
Clinician Relationship, describes surfacing emotion through compassion, caring,
empathy and trust. It deals with power in the relationship. It stresses continuity of the
relationship and consistency (a maintained presence) as essential ingredients. It
describes the healing and hope engendered. It talks of clinician self-awareness and
wisdom as well as transference and counter-transference. The Whole Health Model
speaks of, in the 2™ focus, promoting the patients' awareness of thoughts and feelings;
in the 8" focus, relationships and their effect on emotional health and reducing stress
through relationships. | would add that the patient-clinician relationship can model
positive relationships potentially improving emotional health.

In summary the complementary nature of the Patient-Centered Clinical Method and the
Whole Health Model is striking. Nonetheless, they each have a different purpose. The
Whole Health Model outlines for the patient an array of ways of being and a range of
options to consider. The model begs the question — Who will help the patient weigh

14



these options and explore deeply the competing needs and aspirations to reveal a
unique and patient-owned plan? One answer to this question is — clinicians who know
how to be patient-centered, how to create a longstanding personal relationship of depth
and trust which will help patients steer their own unique course. This is what the Patient-
Centered Clinical Method offers — a framework for clinicians to hold in their heads — a
way of approaching complex patients with broad needs. The Patient-centered Clinical
Method has the potential to actuate the Whole Health Model.

Key Messages in Chapter 2:

Most frameworks on patient-centeredness are conceptual models, while some are
clinical methods i.e. how-to guides to clinicians.

Patient-centered frameworks show striking similarities in their elements; but the
headings under which the elements are grouped use different terms from framework to
framework.

Four components are universal in the literature: The Patient; The Person; The
Discussion; and The Relationship.

The Whole Health Model and the Patient-centered Clinical Method complement each
other.

Of all the frameworks, only the Patient-centered Clinical Method was derived from
clinicians reflecting on what worked in practice; most of the others were based on a
synthesis of literature.

CHAPTER 3: EVIDENCE ON PATIENT-CENTERED CLINICAL OUTCOMES
Results from a New Review

Effects on Patient Outcomes

A review of 16 papers was conducted to answer the question: what clinical outcomes
have been used in trials of patient-centered interventions, and what outcomes were
positively affected by such interventions? All papers chosen reported pragmatic
randomized controlled trials since 2010 sourced from two systematic reviews (Smith et
al., 2021; McMillian et al., 2013) and two recent papers which reviewed trials (Fortin et
al., 2022; Stewart et al., 2021). | included only trials for which a main component of the
intervention was directed at the patient-clinician clinical encounter. There may have also
been components addressing the co-ordination of the health care system.

Table 4 shows that one-quarter (4 of 16) of the trials were conducted in the USA (Boyd
et al., 2010; Hochhalter et al., 2010; Lynch et al., 2014; Wagner et al., 2012). Three
were from the UK (Ford et al., 2019; Mercer et al., 2016; Salisbury et al., 2018), and
three from the Netherlands (Nijhof et al., 2012; Spoorenberg et al., 2018; Verdoorn et
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al., 2019). Two trials were conducted in Ireland (Garvey et al., 2015; O'Toole et al.,
2021) and two in Canada (Fortin et al., 2021; Stewart et al., 2021). The remaining two
were from elsewhere (Kari et al., 2021; Nygardh et al., 2012). As required by the
inclusion criteria, all 16 of the interventions were directed at the patient level (the
patient-clinician encounter) but, seven of the 16 contained elements addressing the
organizational level (co-ordination of care) and seven of the 16 included a training
component for the clinicians. The vast majority (15 of 16) trials aimed the intervention at
improving the patient and clinician's discussion of goals, preferences and shared
decisions; two of these 15 also had elements of improving the care of the patients'
experience (thoughts and feelings). One trial addressed improving the relationship
between patient and clinician (empathy, emotion and sharing power). Given that there
was so little variation in the types of interventions at the patient level, no comparisons
could be made. Comparisons of the trials whose interventions included patient level
only, patient level and organizational level, and those with training components, showed
no discernable differences on outcomes.

16



Table 4: Description of Intervention Studies (Country, Intervention Type)

Country # %
USA 4 25.0%
UK 3 19.0%
Netherlands 3 19.0%
Ireland 2 12.5%
Canada 2 12.5%
Other 2 12.5%
TOTAL 16 100.5%
Intervention Type # % of 16
Patient Level 16 100%
Patient Experience *2
Person in Context 0
Discussing Goals 15
Relationship 1
Organizational Level 7 44%
Training 7 44%

*Both of these studies also included Discussing Goals in the intervention.

**Not necessarily the same studies as in the Organization Level.

17




Table 5 shows the types of outcome measures included in the trials as well as the
number of different measures used and how many showed statistically significantly
better outcomes in the intervention group compared to the control group. Clinical status
outcome measures were used in two of the 16 studies; three measures in one study
(HbA1c; percent reduction of HbA1c; and systolic blood pressure, Lynch et al., 2014)
and blood pressure in the second study (Ford et al., 2019). Of these four measures only
one (percent reduction in HbA1c) was significant, i.e. 25% (1 of 4).

18



Table 5: Outcome Measures: Type, Number of Measures and Percent of Measures

Significant

Type of Outcome
Measure

Studies Using this
Type of Outcome

Number of Measurements

Experience Measures —
PREMs

#used | # and % significant
# % of 16 # %
Clinical Status Measures 2 0.13% 4 1 25%
Patient Reported 14 87.5% 49 21 43%
Outcome Measures —
PROMs
Patient Reported 5 31.3% 13 10 77%

19




Patient reported outcome measures (PROMs), such as activities of daily living and
quality of life, were more frequently measured than were the clinical measures.
Fourteen of the 16 trials used 49 measurements of which 21 (43%) were significant.

Patient reported experience measures (PREMSs), such as ratings of continuity and co-
ordination of care, and patient-perception of patient-centeredness, were somewhat
frequently reported. Five of the 16 trials measured 13 PREMs of which 10 (77%) were
significant.

One sees that the maijority of trials say that patients are reporting better care; a
substantial minority of trials report that patients' self-reported health is better; and only
one-quarter reported improvements in clinical status measures. This suggests a
mechanism whereby outcomes are affected by patient-centered interventions i.e.
patients must notice that care is better (more patient-centered), then some patients may
feel better as a result and for some (but fewer) patients, feelings are translated into
physiologic improvements.

The most striking point from Table 5 is the paucity of clinical measures of patient
outcomes. Patient reported outcomes were vastly preferred by the researchers who
study patient-centered interventions. This preference for patient reported outcomes
aligns philosophically with a commitment to testing patient-centered innovations. In
addition, the importance of patient reported outcomes is supported by a robust literature
which directly connects self-rated health and mortality (Idler et al., 1997). Patient-
reported health outcomes are not to be dismissed as soft and unworthy. On the
contrary, they represent the winning combination of both the preferred principle, given
their fit with a patient-centered orientation, and the consequential construct, in that the
measures show significant impact on mortality.

The review of 16 studies revealed three other themes relevant to the Whole Health
Initiative: barriers to implementation; equity issues; and the value of qualitative findings.

Barriers to Implementation of Patient-centered Interventions

Implementation failures have occurred because of inadequate time for training the team
(Fortin et al., 2021; Ngangue et al., 2021) and the stressful context of practice
(Salisbury et al., 2018; Mann et al., 2019). Some crucial components of their
interventions were not actually implemented by some participating practices. The
degree to which the intervention was created by the clinicians (and valued by the
clinicians) may affect implementation (Stewart et al., 2021). Mercer et al. (2016), in
particular, co-created the intervention with clinicians and its intent was to strengthen the
very aspects of practice highly valued by the clinicians, i.e. more time with the patient
and continuity of care. It is worth noting that Mercer et al.’s study found strong
associations with positive outcomes. It seems that an intervention may not be fully
implemented unless, first, it is congruent with clinicians’ values and, second, the context
is helpful.

Equity Issues
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Patient-centered care has been found to be a force for equity (in Jani et al.’s 2012
prospective observational study), in that the care was effective across all levels of
deprivation, supporting its unifying potential. However, this can only be the case if
specific, mutually agreed-upon treatments are cost neutral to the patient, as was found
by Stewart et al. (2021).

Value of Qualitative Findings

The implementation and equity issues were not revealed by the trials themselves but by
qualitative studies aligned/embedded in the trials. Three in particular, are noteworthy.
Salisbury et al.’s trial showed non-significant impact of the patient-centered intervention
on all PROMs; but their qualitative study uncovered specific implementation failures,
including participating clinicians dropping major components because of lack of staff
support and pressures in the health care system (Mann et al., 2019). Fortin et al.’s trial
showed implementation and training issues in their qualitative study (Ngangue et al.,
2021). Stewart et al.’s 2021 trial showed effectiveness of the patient-centered
intervention only for patients with an income of >$50K CAD per year; their qualitative
study revealed that crucial aspects of the intervention actually accrued out-of-pocket
expenses for patients and therefore were not accessible universally. These nuances
regarding implementation barriers and equity in patient-centered care were only evident
from robust qualitative studies accompanying the trials

Key Messages in Chapter 3

Improving patients’ health clinical/physiologic status through patient-centered
interventions has proved to be an elusive goal. Clinical status measures were used
infrequently in the studies reviewed, and were affected by the intervention only 25% of
the instances in which they were measured.

Patient-reported outcome measures (PROMs) were most commonly used and they
were affected 43% of the time.

Patient-reported experience measures (PREMs) were somewhat common and they
were influenced 77% of the time.

Barriers to implementation explained the lack of effect of some interventions.
Patient-centered interventions can be a force for equity.

Qualitative studies made major contributions to our understanding of how patient-
centered care works and are highly recommended.

CHAPTER 4: PATIENT-CENTERED SYSTEMS APPROACHES

An Evidence-based Framework
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We are now shifting our gaze from the clinical encounter to the health care system. We
seek guidance on how to successfully create a more patient-centered health care
system. A useful evidence-informed framework is presented here which was selected
for several reasons: it takes a systems view; it is adaptable to different types of new or
ongoing integrated programs; its principles, based in the world literature, are somewhat
universal and not wedded to one jurisdiction; it is inspired by valuing patient input; it is
founded on real-world naturally occurring experiments for which qualitative and/or
quantitative evaluations were conducted. This framework has much in common with the
more generic Consolidated Framework for Implementation Research (Damschroder et
al., 2009) except the framework presented here is rooted in patient-centered care.

In prior sections of this report we noted that interventions to improve patient-centered
care addressed three levels for consideration: the patient level; the organizational level,
and the training approach. The framework presented here also subsumes these levels
and explains how they can fit together and what elements fall within these levels.

The evidence for this framework arises from two sources: a scoping review of the
English language literature (53 papers, Poitras et al., 2018); and a realist synthesis of
Canadian innovations (12 innovations) which had thorough evaluations (Brown et al.,
2015). The framework used key findings from both sources to highlight the evidence-
informed components for a patient-centered integrated and co-ordinated system of care.

Five overarching components are shown in Figure 1 (Fortin & Stewart, 2021). Each

component includes several smaller elements. The components were predicated on
evidence of positive effects on patient health outcomes and health care use.
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Figure 1: Evidence-based Framework for Patient-centered Integrated Systems *

Shared philosophy
Common vision
Collaboration
Focus on the patient

!

Relations with patients Internal relations
Individualized care plan . Patient in the team
Education — > Effective —— Face to face
Motivation interventions Co-location
Mutual agreement Dedicated point person
Professional training External relations
Education Partner
Simulations Connect
Feedback Collaborate

*Reprinted from Fortin and Stewart (2021) with permission of the authors and publisher.
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Given the focus of this report up to now, we can first consider the upper left of the
diagram in Figure 1, Relations with Patients. The ideas here are quite congruent with
the previous sections of this report. A key ingredient is a care plan based on patient
goals, respecting patient values and relying on either explicit questions/prompts or on
the clinicians listening closely and following patients' cues. Any patient education is built
on patient request and their specific needs; this is accompanied by attention to
motivating the patient and sustaining that motivation. This component is based on
patient contexts with sufficient time for discussion of patient goals and achieving mutual
agreement.

We next consider Professional Training seen in the lower left of Figure 1. The education
targeted the skills on how to do integrated care as well as how to engage in patient-
centered care including careful listening and following the patients' cues. The
recommended ways to conduct this education were proactive with simulated patients or
role playing plus feedback from peers.

Two components of this framework explicitly concentrate on the integration and co-
ordination of care, seen on the right side of Figure 1. Internal Relations refers to how the
team members, probably working in close proximity, co-ordinate and communicate with
each other. The patient ought to be considered a full member of the team. There needs
to be an identified point-person to bridge the patient to all professionals involved (co-
located or not). Meetings of all team members need to foster cooperative relationships
and positive team functioning.

At a wider level, is the component called External Relations. The care team connects
with local and regional decision-makers to avoid duplication of services and confusion
for the patient. There must be strong links with hospitals particularly to arrange better
transitions of care. Partnerships with community organizations are recommended to
offer patients more options for assistance, as are connections with home care and other
support services.

At the apex of this diagram in Figure 1 is perhaps the most essential aspect of
integrated and co-ordinated heath care systems, a Shared Philosophy. Time used in a
process to create a shared philosophy is well worth the effort; such a process may
culminate in a vision statement or terms of reference. A collaboration in action requires
an accompanying sharing of roles and professional experiences identifying gaps and
redundancies which might involve compromise. Strong leadership is needed. A focus on
the patient tends to be the unifying idea that harnesses the centrifugal forces.

These elements are not simply opinions of the authors. They are the elements which
were linked, in the papers reviewed, with positive patient health outcomes or reduced
utilization of services.

Key Messages in Chapter 4
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Evidence shows that high functioning health care systems are anchored in a shared
philosophy of patient-centeredness.

Training of all players and attention to internal team relationships as well as linkages to
community agencies and hospitals, are highlighted.

CHAPTER 5: LESSONS AND STEPS TO MOVE FROM IMPLEMENTATION TO
SCALING-UP

We have just seen the complexity of a co-ordinated health care system with its five
evidence-based elements in Chapter 4. How can one think about replicating, spreading,
adapting and sustaining such a successful system in other locales? To assist in this
daunting task | have reviewed the literature on scaling-up. The purpose of this Chapter
is to help define scaling-up and explain its attributes, based on scaling-up frameworks
found in a scoping review of the world, English-language literature

Introduction:

Scaling-up is of great interest to researchers and innovators in health services across
the globe. Nonetheless, Ben Charif et al. (2017) found that “scaling-up is an ill-defined
and under-theorized concept... there was little guidance on how to assess or report
scaling-up strategies...most studies focused on the evidence-based practice itself”
rather than its scaling-up. Furthermore, the "blueprint approaches to scaling-up health
services do not fit the dynamic and unpredictable ways in which health services can
expand and be sustainable" (Paina & Peters, 2012). To amplify this point, authors have
found that "more than anything else, scaling-up is about... leadership, vision, values
and mindset... and... incentives..." (Hartmann & Linn, 2008).

This rich and complex process deserves more attention.
Defining Scaling-up:

The terms spread and scaling-up are sometimes confused. Spread is replication or
adoption of an innovation somewhere else (Barker et al., 2016; Ben Charif et al., 2017,
Milat et al., 2015; Greenhalgh & Papoutsi, 2019). Scaling-up, on the contrary, is
"expanding, adapting and sustaining successful programs... in different places and over
time to reach a greater number of people" (Hartmann & Linn, 2008). The increase in
coverage may be from one geographic location to another or from one population to
another (Pallas et al., 2013); this type of expansion is called horizontal scaling (Bennett
et al., 2017; ExpandNet & World Health Organization, 2010; Euregio & World Health
Organization, 2016). Vertical scale-up is institutionalization through a comprehensive
change in policy, political, legal, budgetary and other system changes (ExpandNet &
World Health Organization, 2010). Several authors stress that scaling-up is a process or
series of processes to expand the coverage and equitable access of an innovation
(Milat et al., 2015; Willis et al., 2016).
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Attributes and Frameworks of Scaling-up

Papers reviewed for this Scoping Review were selected based on a search strategy
focusing on primary care and public health. After reviewing abstracts of 202 papers, the
research team and | selected 49 for an in-depth review, inspecting the scaling-up
frameworks and other relevant attributes; 25 are cited below.

From the 49 papers on frameworks for scaling-up, four themes emerged:
1. frameworks describing the sequence of scaling-up activities;
2. frameworks stressing context and environmental factors;
3. infrastructure requirements for scaling-up; and
4. research and evaluation embedded in scaling-up.

Theme 1: Frameworks Describing the Sequence of Scaling-up Activities

Eleven frameworks used stages or steps to describe scaling-up. Nine of these included
three of four stages, such as Milat’s four stages: access, develop, prepare and
implement (Centre for Epidemiology and Evidence, 2014; Milat et al., 2015; Milat et al.,
2016; Euregio and World Health Organization, 2016). A more helpful series of steps is
proposed by the WHO ExpandNet & World Health Organization program (ExpandNet &
World Health Organization, 2010) with nine steps:

1) planning actions to increase the scalability;

2) increasing the capacity of the end user organization;

3) assessing the environment and planning actions to increase the potential for
success;

4) increasing the capacity of the resource team to support scale up;

5) making strategic choices to support vertical scaling up;

6) making strategic choices to support horizontal scaling up (expansion/replication);

7) determining the role of diversification;

8) planning actions to address spontaneous scaling up;

9) finalizing the scaling-up strategy and identifying next steps.

These nine steps begin to uncover some complexities in the scaling-up process that
foreshadow the next section on context.

Theme 2: Frameworks Stressing Context and Environmental Factors

Seventeen papers of the 49 discussed notions on a different plain than the sequential
steps we read in the preceding paragraph. One author said, "Context is an actor in the
drama rather than background" (Qvretveit et al., 2017). Authors speak of adoption
mechanisms such as: leadership; communication; social network; culture; and
persistence (Barker et al., 2016). Another author presents the ideas of: acknowledging
unpredictability; recognising self-organization; facilitating interdependencies,
encouraging sense making; developing adaptive capability in staff; attending to human
relationships; and harnessing conflict productively (Greenhalgh & Papoutsi, 2019).
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Ideas arising from the 17 papers array themselves from a narrow focus to a broad
societal lens. The first, most focused idea attends to the interventions themselves: how
simple or complex are they (Bennett et al., 2017); what is the level of evidence
supporting the innovation (Atun et al., 2010); in what ways is it suitable for scaling-up
(ExpandNet & World Health Organization, 2010; Centre for Epidemiology and Evidence,
2014); can the intervention be adapted to different locales (Bennett et al., 2017). To
answer these questions, the intervention should be clarified (ExpandNet & World Health
Organization, 2010) with a clear vision of its goal (Gillespie et al., 2015) and its key
features described. Leaders articulate the unifying vision (ExpandNet & World Health
Organization, 2010).

Next are the implementers; the catalysts and champions (Gillespie et al., 2015) who
want to adapt and spread the intervention (Bennett et al., 2017) and the team that
supports the catalysts in this task of explaining, advocating, and expressing the vision
(Gillespie et al., 2015; ExpandNet & World Health Organization, 2010).

Next comes ensuring a fit of the innovation with the user (i.e. the adopting community)
(Pallas et al., 2013; Milat et al., 2015). Some considerations are the strength of the
adopting community's leadership, and the extent and diversity of engagement at the
local level (Atun et al., 2010). There ought to be supportive policies and programs
(Spicer et al., 2014).

This leads directly to the next idea, the notion of promoting community acceptance
(Arrossi et al., 2017), an explicit process of preparing the context by giving support to
(rather than hindering) positive evolution and by assessing readiness for change
(Qvretveit et al., 2017). One may need to increase the capacity of both the
implementers and the adopting community and be ready to delay implementation until
the context is ready (QDvretveit et al., 2017).

There must be political support and a supportive policy environment (Hirschhorn et al.,
2013). Institutions must be willing to change (Hartmann & Linn, 2008). To encourage
government institutions to adopt and finance the innovation, one must: provide
advocacy; present evidence; involve government; invoke policy champions and
networks; and harmonize and align policies (Spicer et al., 2014). This is predicated on a
deep understanding of the political, social and cultural context of the adopting
community (ExpandNet & World Health Organization, 2010).

Theme 3: Infrastructure Requirements for Scaling-up

Thirteen papers listed infrastructure requirements of which the three most common
were: 1) organizational and management systems (n=10); 2) financing (n=8); and 3)
learning/training support (n=5). Table 6 lists all the infrastructure requirements grouped
according to a recommended typology of: structure, strategy and support (Qvretveit et
al., 2017). These provide ideas that include technical aspects of an innovation such as
organizational management; data systems; and financing. However, also highlighted
are ideas of facilitation and networking noted in Theme 2, such as planning, leadership,
promotion, learning, partnering and garnering political support. One author reminds us
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that "the larger, more ambitious and more politically contested the spread challenge, the
more ecological and social practice perspectives will need to supplement (or replace)
'mechanical’ efforts to replicate an 'intervention" (Greenhalgh & Papoutsi, 2019).
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Table 6: Infrastructure Requirements for Scaling-up

2018; Milat et al., 2015

Type of Requirement # of papers References
requirement (out of the 13)
Structure
- Organizational 10 ExpandNet & World Health
management, Organization, 2010; Pallas
governance and co- et al., 2013; Euregio &
ordination systems World Health Organization,
2016; Arrossi et al., 2017;
Qvretveit et al., 2017;
Gillespie et al., 2015;
Hirschhorn et al., 2013;
Pérez-Escamilla et al.,
2018; Milat et al., 2015
- Data systems and 1 Barker et al., 2016
analysis support
Strategy
- Planning 1 Milat et al., 2015
- Leadership, vision, 1 Hartmann & Linn, 2008
values
- Promotion 2 Pérez-Escamilla et al.,
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Support

Learning/curriculum
support

Partnering to enable
the context, attending
to cultural issues

Financing

Political support

Barker et al., 2016; Euregio
& World Health
Organization, 2016; Pérez-
Escamilla et al., 2018; Milat
et al., 2015; ExpandNet &
World Health Organization,
2010

Euregio & World Health
Organization, 2016;
Gillespie et al., 2015

ExpandNet & World Health
Organization, 2010; Euregio
& World Health
Organization, 2016; Pérez-
Escamilla et al., 2018; Milat
et al., 2015; Subramanian et
al., 2011; Hirchhorn et al.,
2013; Qvretveit et al., 2017

Euregio & World Health
Organization, 2016
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One begins to understand the diverse talents needed on a scaling-up team. There must
be strengths in planning as well as in implementation (Subramanian et al., 2011). The
team must balance flexibility with the value of standardization; the team must be wise
about transferring ownership of the program to the receiving community (Hirschhorn et
al., 2013).

Individuals on the team may need to have diverse skills themselves as well as the team
as a whole requiring a diversity of talents (Milat et al., 2015; ExpandNet & World Health
Organization, 2010) from the technical to the facilitating to the political.

Theme 4: Research and Evaluation Embedded in Scaling-up

We learned in Chapter 3 that implementing patient-centered interventions took more
time and training than had been expected (Fortin et al. 2021). Similarly, scaling-up is a
lengthy process. It can/ought to begin with research that provides practice-based
evidence on real-world experiences to inform the development of the intervention in the
first place (Stewart et al., 2021; Reis et al., 2016). Next is the research evaluating the
early intervention in order to provide fodder for advocacy for scaling-up (Reis et al.,
2016). During the lengthy scaling-up process, there are a number of useful strategies
for monitoring, evaluation and research (Subramanian et al., 2011; Qvretveit et al.,
2017; ExpandNet & World Health Organization, 2010; Hartmann & Linn, 2008; Pérez-
Escamilla et al., 2018; Milat et al., 2015; Arrossi et al., 2017). It is helpful for the
monitoring and its data-collection to be specific and thoroughly embedded in the
process of scaling-up by regular use of the information for adaptive decision-making
(ExpandNet & World Health Organization, 2016) and for the planning of learning
opportunities (Gillespie et al., 2015). This requires clarity and unanimity of goals and
sub-goals, accompanied by ways of measuring these sub-goals. A somewhat similar
line of reasoning recommends that multiple perspectives be sought to discern the sub-
goals, recognising that there may be a variety of pathways to the desired overarching
goal (Hanson et al., 2010).

As well, it is noted that evaluation approaches should use a number of designs including
quantitative and qualitative, taking account of the complexity of both the interventions
and the process of scaling-up.

In addition to the attainment of specific sub-goals mentioned above, scaling-up projects
typically use the RE-AIM outcomes, i.e. reach, effectiveness, adoption, implementation
and maintenance (Arrossi et al., 2017) or similar outcomes (Hirschhorn et al., 2013;
Milat et al., 2015; Menon et al., 2014). Furthermore, the equity of the program must be
assessed (Hirschhorn et al., 2013; Menon et al., 2014), as well as its social impact
(Fixsen et al., 2017).

Key Messages in Chapter 5:
Just as a patient-centered approach adapts to the patients’ preferences, experience and

context, so too does a scaling-up process engage with the adopting community’s
acceptance, strengths and context.

31



Just as a patient-centered clinician must be flexible in response to the patient’s goals,
the scaling-up must be flexible in adapting the intervention to suit the new context.

The nine requirements for scaling-up include human elements of leadership, partnering,
promotion and learning, as well as technical elements of organization management,
data systems and financing.

CHAPTER 6: CONCLUSIONS

After reviewing the literatures on patient-centered concepts, the effectiveness of patient-
centered interventions, frameworks for co-ordinated health care systems and scaling-
up, we can confidently conclude that a Whole Health Initiative that includes the four
patient-centered components, will result in a positive patient experience of care and
considerable improvement in patients’ self-rated health.

The four universal patient-centered components are: 1) the patients’ experience
including iliness, thoughts and feelings; 2) the person in context especially family; 3)
mutual discussion of goals, preferences and decisions; and 4) relationship between the
patient and clinician, including empathy, emotion and sharing power.

We can also have confidence that a Whole Health Initiative combined with patient-
centered components, will work for patients at all levels of deprivation, if patient out-of-
pocket expenses are covered.

To implement and scale-up the Whole Health Initiative, a nuanced program should be
envisaged to meet the unique needs of patients, clinicians, clinical teams and the
community who seeks to adopt the initiative. Finding common ground, sharing a vision,
leadership, flexibility, along with technical support, are required to fulfill this destiny.
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