®

Check for
updates
Collaborative Decision-Making
Identifying and Aligning Care with the Health
Priorities of Older Adults
Aanand D. Naik
Contents
1 Introduction ............oo i 2
2 Success and Challenges of Chronic Illness Care for Older Adults ............ 3
2.1 Elderhood Today . .......coouuuiiiii e 3
2.2 Disease-Oriented Approach to Medical Decision-Making ........................ 4
2.3 Challenges of the Single-Disease Approach in the Care of Older Adults ......... 5
2.4 Satisfactory Trade-Offs Require a Process of Collaborative Decision-Making ... 7
3 Model of Collaborative Decision-Making for Older Adults with Multiple
Morbidities .......... ..o 9
3.1 Key Concepts Related to Collaborative Decision-Making ........................ 9
3.2 An Overview of the Model for Collaborative Decision-Making .................. 10
3.3 A Pathway for Identifying Health Outcome Goals ..........................o..e. 11
3.4 The Pathway for Aligning Care with Health Outcome Goals ..................... 13
4 What Most Matters: Building an Evidence-Base for Collaborative
Decision-MaKing ... 14
4.1 The Patient Priorities Care Approach ................coooiiiiiiiiiiiiiiiaa... 14
4.2 Examples and Evidence of Patient Priorities Care in Action ...................... 17

A. D. Naik (59

Department of Management, Policy and Community
Health, School of Public Health, University of Texas
Health Science Center, Houston, TX, USA

Joan and Stanford Alexander Division of Geriatrics and
Palliative Medicine, McGovern Medical School,
University of Texas Health Science Center at Houston,

Houston, TX, USA

Center for Innovation in Quality, Effectiveness, and Safety,
Michael E. DeBakey VA Medical Center, Houston, TX,

USA

Institute on Aging, University of Texas Health Science

Center, Houston, TX, USA

e-mail: Aanand.Naik@uth.tmc.edu

© This is a U.S. Government work and not under copyright protection in the U.S.; foreign copyright protection 1

may apply 2023

M. Wasserman et al. (eds.), Geriatric Medicine,
https://doi.org/10.1007/978-3-030-01782-8_2-1


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-01782-8_2-1&domain=pdf
mailto:Aanand.Naik@uth.tmc.edu
https://doi.org/10.1007/978-3-030-01782-8_2-1#DOI

5 Summary................

References .....................

Abstract

Older adults’ experiences with their healthcare
are burdensome and often do not address what
matters most. This dilemma arises because
clinical decision-making is guided by single-
disease guidelines rather than the health prior-
ities of older adults. Most older adults have
multiple chronic conditions that require a
more collaborative approach to decision-
making. The Model of Collaborative
Decision-Making consists of two intersecting
pathways. The first engages older adults to
frame what matters to them into specific, real-
istic, and actionable health outcome goals
based on the constraints of their personal
lives and health trajectory. In the second path-
way, older adults offer their preferences regard-
ing which care is helpful and bothersome to
inform clinician recommendations for care that
aligns with patients’ health outcome goals. In
this paradigm of priorities-aligned care, the
value of healthcare derives from how well it
achieves patients’ outcome goals, and its
appropriateness is based on if patients are will-
ing and able to use it. Patient Priorities Care is
an evidence-based approach to collaborative
decision-making for older, multimorbid adults
and their clinicians. Patient Priorities Care
results in care that is less burdensome and
more aligned with the health outcome goals
and care preferences identified by older adults.
Patient Priorities Care holds promise as a
favored healthcare approach for older adults
with multiple morbidities.
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1 Introduction

The National Academy of Medicine’s landmark
Crossing the Quality Chasm introduced an endur-
ing framework for understanding and measuring
healthcare quality [1]. The framework proposes
six dimensions: safety, timeliness, effectiveness,
efficiency, equity, and patient centeredness. Each
dimension offers an independent contribution to
perceptions and measurement of quality that is not
subordinate to another. Deficits in any one dimen-
sion can negatively shape overall perceptions of
the quality of care at the level of a hospital ward or
community program. Patient centeredness is the
dimension of quality framed by the subjective
assessments of patients and caregivers. This is
particularly important for older adults with multi-
ple morbid conditions because the objective out-
comes that serve as criterion standards for the
other dimensions of quality may not be as relevant
in this population. Deliberately asking about and
measuring how healthcare helps older adults
achieve “what matters most” to them is increasing
salient. However, there are few examples of how
to reliably elicit the outcome goals and care pref-
erences of older adults in clinical practice. The
examples that do exist are often fuzzy, inconsis-
tent in their application, and are not based on
rigorous theoretical models.

The current chapter seeks to address this chal-
lenge through the following objectives. First, the
chapter describes gaps in the current approach to
chronic illness care for older, multimorbid adults.
Second, the chapter discusses the importance of
engaging older adults in the identification of their
health priorities and collaborating with their clini-
cians to align care with those priorities. Next, the
chapter provides a conceptual model for collabo-
rative decision-making among older adults with
multiple morbidities and their clinicians. Finally,
the chapter describes the approach and evidence
supporting Patient Priorities Care — an empirical
collaborative care intervention for older adults
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and their clinicians. After completing this chapter,
readers should comprehend the following learn-
ing objectives:

1. Describe the epidemiology of chronic illness
among older adults.

2. Provide the key factors why single-disease
guidelines are inappropriate for older adults
with multiple chronic conditions.

3. Delineate the two key components of patient-
centered care and how to best measure them.

4. Differentiate the components of the model for
collaborative decision-making for older adults
with multiple morbidities and their clinicians.

5. Compare the structure of the Patient Priorities
Care approach with the underlying model for
collaborative decision-making.

6. Recite the key findings from studies that eval-
uated the Patient Priorities Care model in rou-
tine care settings for older adults.

2 Success and Challenges
of Chronic lliness Care for Older
Adults

2.1 Elderhood Today

Populations across the world are experiencing a
steady increase in the number and proportion of
older adults. In the United States, over 17% of the
population was 65 years or older in 2020, includ-
ing almost 14 million aged 80 years and older. By
2030, one in five Americans will reach older adult
status. Older adults are also living longer. For
adults who reach the age of 65, the average life
expectancy is another two decades (19.4 years for
males and 21.6 years for females) [2]. While
adults are living longer and more functional
lives, they increasingly live with a high preva-
lence of chronic illnesses and limitations (morbid-
ities). With the ever-expanding availability of
treatments, chronic illness is manageable within
daily life. This situation results in a high preva-
lence of multiple morbidities (multimorbidity)
among older adults.

2.1.1 Epidemiology of Multiple
Morbidity

Estimates across different countries suggest
22-46% of older adults have three or more mor-
bidities [3]. Patterns of multimorbidity vary;
influenced by factors such as gender, socioeco-
nomic status, genetics, behavior, and environ-
ment. Certain combinations are so commonly
observed, such as hypertension, diabetes, arthritis,
and cardiovascular diseases, that they have
become synonymous with the experience of
elderhood. Multimorbidity can have a significant
impact on the health and functioning of older
adults. The presence of multiple chronic condi-
tions can lead to complex interactions between
diseases, increased healthcare use and costs, func-
tional impairment, and reduced quality of life.
Multimorbidity can also complicate the manage-
ment and treatment of individual conditions.
Older adults with multimorbidity often require
frequent medical visits, hospitalizations, poly-
pharmacy (multiple medications), and referrals
to multiple specialists. These every day experi-
ences place a significant burden on the older adult,
their caregivers, and healthcare systems.

2.1.2 Understanding Multimorbidity
Through Mrs. Jones

To better appreciate the experiences of older
adults with multiple morbidities, let us consider
the all too mundane case of Mrs. Jones. Mrs.
Jones is a 79-year-old widow who lives alone in
her own home. She has a daughter and
grandchildren who live in a nearby city. She
goes on daily walks unaided with her dog around
the neighborhood and is independent in her daily
activities including her medications. Her family
helps with some of her bill paying. Mrs. Jones has
significant multimorbidity, including atrial fibril-
lation, diabetes mellitus managed without insulin,
controlled depression, gastroesophageal reflux
disease, heart failure with preserved ejection frac-
tion, hypertension, osteoarthritis.

She manages this significant burden of illness
by taking on a remarkable burden of care. Her
management strategies include taking 14 doses



of ten medications each day to manage these
conditions as well as monitoring her blood pres-
sure and getting regular exercise. She visits her
primary care provider every 8 to 12 weeks as well
as recent visits to an endocrinologist, cardiologist,
physical therapist, and gastroenterologist. These
healthcare professionals address her symptoms of
fatigue, pain, dyspnea, and urinary frequency. She
and her clinicians regularly address a number of
trade-offs when handling her conditions. For
example, her regular ibuprofen use enables her
to go on her daily walks with minimal pain. How-
ever, this medication was stopped due to recent
upper gastrointestinal tract bleeding arising from
gastritis from nonsteroidal anti-inflammatory use.
Similarly, her cardiologist recently prescribed a
diuretic medication to help manage her dyspnea
presumed to be from her heart failure and hyper-
tension. While it improves her shortness of breath,
this medication contributes to worsening urinary
frequency that interferes with her sleep and plan-
ning her daily activities.

Mrs. Jones’ case is remarkable for how
unremarkable it is. This high degree of illness
and care burdens are common and viewed by
most clinicians as routine. We have become obliv-
ious to the healthcare services use, costs, and
significant daily load and emotional drain this
approach has on older adults, their caregivers,
and health systems more broadly.

2.2 Disease-Oriented Approach
to Medical Decision-Making

2.2.1 How Clinicians Make Treatment
Decisions

Treatment decisions for chronic conditions

remain predicated on a decades-old acute illness
paradigm of the sick role and the clinician’s pro-
fessional obligation to identify the singular cause
of the ailment and provide the appropriate cure
[4]. This paradigm (i.e., Occam’s razor) works
effectively when the clinical encounter fits neatly
into the parameters of an acute, single-disease
presentation for an otherwise healthy patient. In

A. D. Naik

these straight-forward cases, clinicians use their
acumen to identify the disease that is causing the
patient’s ailment or symptoms. Once the singular
disease is found, the clinician finds the appropriate
treatment that could cure the disease. If there is not
a reasonable cure, then the next best option is to
recommend the treatment that could modify the
course of the disease. The patient defers to the
authority of the physician with the expectation
that he would return to health as soon as
possible [4].

This traditional expectation of patient-physi-
cian relationships was professionalized with
the emergence of evidence-based medicine
[5]. The central tenant of evidence-based medi-
cine is the clinical practice guideline. Practice
guidelines summarize the available evidence for
the presentation, diagnosis, and treatment of dis-
eases. The overwhelming proportion are single-
disease guidelines. As a result, practice guidelines
are typically governed by disease-centric, spe-
cialty, or professional organizations within their
narrow spheres. As a guideline gains acceptance,
it is often taken up by governmental bodies autho-
rized to define the parameters of high-quality care
[6, 7].

There a number of assumptions that underly
practice guidelines. First, the gold standard for
most guidelines is evidence confirming preven-
tion of mortality as the primary outcome for any
treatment. When the gold standard is not feasible,
modification of the disease is confirmed using
validated biomarkers of disease progression and
processes. The ability to accurately and reliable
measure these outcomes requires that guidelines
remain focused on single diseases and often
within narrow patient characteristics.

2.2.2 How Practice Guidelines Are
Translated into Health Outcomes
in Usual Care

While the evidence base for practice guidelines

and the underlying evidentiary foundations are

transparent and clear, outcome goals of individual
treatments are typically not explicitly stated dur-
ing routine clinical encounters. Clinicians make
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decisions based on these same outcome assump-
tions, but do so implicitly in most instances. These
implied outcome goals are:

1. Survival in the case of more acute illness.

2. Longevity in chronic maintenance care.

3. Prevention to promote long-term survival and
reduce disability.

In the context of acute exacerbations of chronic
illness, clinicians and patients have the shared
implicit assumption that treatment will remove
the acute problems so the patient can go back to
living their life. We have found this to be the case
even among patients with end-stage liver disease
experiencing an acute cirrhotic exacerbation that
requires hospitalization [8, 9]. As Ken Rockwood
has eloquently stated, this paradigm is based on a
patient’s expectation of “hoping you treat what |
have” meeting the clinician’s “hoping you have
what I treat” [10]. In too many cases, the implicit,
unstated goal of the patient is to “get back to my
normal life.” It is then left to the clinician to define
for herself what the intended (even if fuzzy) out-
comes of a treatment are and how likely the treat-
ment is to reach that outcome. The focus on
survival and longevity has some obvious positive
effects. This approach has contributed to the dra-
matic expansion of life expectancy and function
for all adults, including older adults who now live
routinely into their eighth and nineth decades.

23 Challenges
of the Single-Disease Approach

in the Care of Older Adults

Older adults typically have two or more chronic
conditions and present to care with a wider and
more atypical spectrum of clinical signs and
symptoms. Furthermore, their presentation has
poorer correlation with the common pathophysi-
ology of any single disease. A more recognizable
pattern arises from the interplay of several condi-
tions acting together, often idiosyncratically, to
produce signs or symptoms — characterizing a
geriatric syndrome [11]. These more varied pre-
sentations of comorbid disease; confluence of

biological, psychological, and social factors; pro-
cesses of frailty and aging; and the less predictable
patient preferences for care render medical care
guided by single-disease practice guidelines less
likely to succeed, and with greater potential to
cause unintended harms. This dominant single-
disease guideline approach to care must be seri-
ously questioned in the context of older adults
with multiple chronic conditions [12].

2.3.1 Costs Outweigh Benefits

of Single-Disease Guidelines

for Older Adults

with Multimorbidity

The noteworthy successes of clinical practice
guidelines include improved mortality and mor-
bidity rates for adults who have the disease in
question and are representative of the characteris-
tics of patients enrolled in the studies from which
the relevant guideline is based. However, most
older adults do not meet these expectations.
There are few clinical trials that enroll older
adults, and those that do are narrow in their eligi-
bility criteria [13]. Older adults with multiple
chronic conditions are often excluded from
clinical trials due to the presence of comorbid
conditions or because their condition is at a stage
that meets exclusion criteria, e.g., diminished glo-
merular filtration rates [14]. As a consequence,
there are simply too few clinical trials that inform
practice guidelines for the typical older adult.
Furthermore, the evidence for benefit is likely
less than described in the clinical trials for the
small population for whom the guidelines maybe
applicable. While not being explicitly ineligible
for these trials, older adults have comorbidities,
age-related physiological changes, and differing
pharmacodynamics than the median subject
enrolled in the trial. They are often less likely to
experience the same level of benefits described in
the trial and subsequent guidelines, and may have
more exposure to harms and side effects of the
treatment. Observational studies find that one in
three older adults with multiple chronic condi-
tions receives a guideline-recommended medica-
tion that harms a coexisting condition resulting in
an adverse event, including hospital
admissions [15].



2.3.2 Understanding the Relevant
Outcome Goals for Older Adults
with Multimorbidity

The limited benefits versus costs for single-
disease guidelines come into further scrutiny
when considering that longevity or survival is
the outcome undergirding the strength of evidence
for most guidelines. Prolonged survival benefit
may not be the primary or only outcome goal
that older adults care about. Older adults with
multimorbidity have a high degree of variability
in the outcomes that matter most to them
[16]. Over 40% describe maintaining current
function is most important, even if it means a
reduction in longevity. Almost one-third identify
symptom relief as their main outcome goal when
considering a treatment. Over one-quarter con-
tinue to identify living longer as the primary
goal, even if the focus on longevity impacts their
functioning. The balancing of multiple and even
conflicting outcome goals further calls into ques-
tion the validity of practice guidelines in the care
of older adults with multimorbidity. Since these
guidelines are grounded on the assumption that
treatment effectiveness is determined by survival
benefits, their validity for measuring treatment
effectiveness as it relates to other patient-defined
outcomes is unproven or unclear at best. Alterna-
tive methods for measuring effectiveness aligned
with the variety of patient reported outcome goals
are needed.

2.3.3 Burdensome Treatments

and Care as a Meaningful

Variable in Clinical

Decision-Making

In an effort to identify treatments for their multi-

ple chronic conditions, older adults often seek

care from a number of primary and specialty
care physicians and other healthcare profes-
sionals. Each of these clinicians, using single-
disease guidelines typically recommend their
own medications, medical tests and visits, self-
care tasks at home, and other therapies. In aggre-
gate, older adults with multimorbidity take 15 or
more medications, see several clinicians every
month, and spend 2 h per day on healthcare
tasks [17]. Given the functional, mobility, and
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sensory limitations that are common for older
adults, even a simple trip to the doctor’s office
for a laboratory visit can result in a full ' day of
activities from getting dressed, obtaining trans-
portation, parking, and getting around the clinic,
sitting in waiting rooms, and returning home.
Simply put, care for older adults with multiple
chronic conditions is burdensome and may result
in a reasonable decision not to always be adher-
ent to treatment recommendations.

Care for older adults with multimorbidity can
be frustrating for clinicians as well. As experts in
medical decision-making, clinicians are fully
aware of the limitations of single-disease guide-
lines. This awareness translates into a crisis of
confidence in the evidence-base guiding medical
decisions for their older patients. The lack of
trustworthiness causes uncertainty that manifests
as having no right or best answer for how to treat
an older, multimorbid patient. In addition to
uncertainty, there can be conflicting recommenda-
tions around a particular treatment arising from
different diseases with competing evidence. Cli-
nicians also have frustrations related to their older
patients who do not always do what is
recommended. In these circumstances, the clini-
cian believes the patient is being nonadherent to
doctor’s orders. However, the patient is thinking,
“I just can’t tolerate this treatment” or “I’m skep-
tical this will help me do what’s important for
me.” These contrasting sentiments undermine
trust within the patient-clinician relationship, and
the ability to manage the clinical trade-offs that
arise in multimorbidity care.

2.3.4 Need for Trade-Offs
in Multimorbidity Care

The interaction of symptoms, side effects, and
even intended clinical processes from multiple
conditions and their treatments often shapes the
everyday lived experiences of healthcare for older
adults with multimorbidity. Trade-offs are plainly
relevant for this clinical context. Clinical trade-
offs are the balance achieved between two desir-
able but incompatible treatments or outcomes. In
multimorbidity care, trade-offs are also viewed as
the best available option in the all too common
occurrence of (a) drug-drug, (b) drug-disease, and
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(c) disease-disease interactions. Older patients
with multimorbidity and their clinicians need
tools to guide them through the process of consid-
ering trade-offs in clinical decisions. There is a
paucity of effective tools for guiding collaborative
decision-making for the purpose of making trade-
offs.

Single-disease guidelines are ineffective tools
for arriving at useful trade-offs. As stated previ-
ously, clinical practice guidelines provide a strong
evidence base for identifying potentially effective
treatments regarding the single disease they are
focused on. This evidence base should not be
ignored. However, clinicians cannot use
guidelines-based recommendations as the sole or
dominant method for arriving at clinical decisions
for older adults with multiple morbid conditions.
By themselves, single-disease guidelines do not
provide sufficient clarity for clinicians to address
trade-offs for older adults with multimorbidity.
Clinicians need an effective counterbalance for
the inherent imprecision and error arising from
single-disease guidelines. Since the older adult is
the person who faces the consequences of this
potential imprecision and error, an appropriate
counterbalance would be the engagement of the
older adult in the decision-making process. This
engagement begins by asking older adults what
they want out of their healthcare and what are the
outcomes that define their desired level of health.

7

2.4 Satisfactory Trade-Offs Require
a Process of Collaborative
Decision-Making

2.4.1 Patients’ Perspectives on What Is

High-Quality Healthcare
The National Academy of Medicine developed a
framework for measuring healthcare quality that
endures after more than two decades. The model
proposes six dimensions: safe, timely, effective,
efficient, equitable, and patient-centered care
[1]. Honoring and measuring each dimension is
vital to understanding how individuals frame the
quality of care they receive. This becomes partic-
ularly valid when measures of effectiveness and
safety lack clarity. The two dimensions of timeli-
ness and patient centeredness (see Fig. 1) are
notable for the prominent role that patients’ sub-
jective perceptions play in measuring quality.
Measures of timeliness can include objective mea-
surements. However, patients’ subjective percep-
tions that “I can get an appointment when I need to
see my doctor urgently” or “the nurse responds in
a timely manner to my messages” sway overall
judgments about the timeliness of care. Similarly,
patient centeredness is the quality dimension
based primarily on patients’ perceptions that
their care is respectful of and responsive to their
preferences and needs guided by their identified
values. These two dimensions cannot be fully

Patient Centeredness

Respectful of and responsive to individual patient
preferences and needs that are guided by patient values

Timeliness

Providing the right care
at the right time and
reducing waits and
harmful delays

I
I
I
I
. . I
Interactions with healthcare |
providers and the care I
environment respect the values :
and preferences of patients I

I

1

The Patient Experience
of Care

Patient Health
Priorities Guide
Care Decisions
Care decisions align with
identified health

outcome goals and care
preferences

Fig. 1 Dimensions of healthcare quality based on patents’s assessments



assessed without gathering patients’ subjective
assessments and contributions.

Figure 1 describes two features of patient cen-
teredness. Both require assessment through
patients’ subjective reports. The first evaluates
how well the experience of receiving health care
from a specific healthcare provider or the care
environment is respectful of patients’ preferences
and values [18]. In addition to its normative
worth, measures of patient experience have
empiric weight. Evidence demonstrates that
patient experience correlates with health out-
comes when experiences are assessed in a timely
manner and as a specific interaction between a
patient and healthcare provider or a specific care
experience [19]. The Centers for Medicare and
Medicaid Services (CMS) administers and pub-
licly reports the results of the Consumer Assess-
ment of Healthcare Providers and Systems
(CAHPS) survey for Medicare Advantage benefi-
ciaries since 1998. The CAHPS survey elicits
patient’s subjective experience of care and percep-
tions of the timeliness of care. The results of
CAHPS surveys correlate with process and out-
come measures of outpatient chronic illness care
including medication adherence, blood pressure,
and glycemic control, and guideline-defined self-
management [7].

The second aspect of patient centeredness
moves beyond patient experiences of care. This
aspect focuses on the outcomes that patients want
to achieve from their healthcare. The outcomes
are defined by patients, and clarified more effec-
tively by using a structured, reliable process that
identifies health outcome goals and care prefer-
ences. Decisions for which care options to select
should then be aligned with the identified patient
outcome goals and care preferences. Similar to
patient experience measures, efforts to identify
patient-reported outcomes and align treatment
decisions to those patient-reported outcomes
have the positive externality (side effects) of
achieving disease-specific process and outcome
measures, especially for common chronic condi-
tions like hypertension, diabetes, and asthma
care [20].

These findings suggest that conceptual models
of healthcare quality rely on two patient-reported
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dimensions, namely timeliness and patient cen-
teredness. Data suggest that more timely and
patient-centered care results in improved
healthcare outcomes. When considering patient
centeredness, two aspects are critical: (1) the
patient experience of care and (2) patient health
priorities as a guide for healthcare decisions.
Therefore, a patient-centered approach to care
requires a process for identifying health priorities
and is respectful of how patients experience care.
The bottom line for older adults with multi-
morbidity is arriving at care decisions that seek
to achieve outcome goals that matter most to them
using only the care that they are willing and able
to receive to achieve their goals. What is missing
in most cases is a reliable and structured process
for identifying and aligning care with older
patients’ health priorities.

2.4.2 Collaborative Decision-Making
to Address Clinical Equipoise

Collaborative decision-making is an established
approach that involves clinicians and patients col-
laborating in making healthcare decisions. It rec-
ognizes the importance of patient engagement that
respects their values, preferences, and rights to be
involved in decisions about their own care. The
normative need for collaborative decision-making
is grounded within the presence of clinical equi-
poise. In the context of cancer and surgery-related
treatments, where collaborative decision-making
first arose, clinical equipoise exists when two or
more treatments are equally balanced in terms of
their comparative effectiveness. For example,
there exists honest doubt among clinicians regard-
ing the optimal treatment approach for patients
diagnosed with early-stage prostate cancer. Treat-
ment options may include active surveillance,
surgery, radiation therapy, or emerging treat-
ments. Decisions regarding the most appropriate
treatment depend on various factors, including the
patient’s age, overall health, cancer characteris-
tics, and patient preferences. Clinical equipoise
in early-stage prostate cancer implies that there
is no consensus or clear evidence favoring one
treatment option over the others as the definitive
best choice for all patients with this diagnosis. It
acknowledges that individual patients may have
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different values, goals, and preferences, and the
decision-making process should consider these
factors alongside available evidence and clinical
expertise.

Clinical equipoise in multimorbidity care
underscores the importance of engaging patients
in discussions about treatment options, potential
benefits, risks, and trade-offs. It recognizes that
patients with multimorbidity have unique health
needs and may prioritize certain outcomes differ-
ently based on their personal values and prefer-
ences. Collaborative decision-making in
multimorbidity care involves collaboration
between clinicians and patients to develop a
comprehensive care plan that considers the com-
plexity of multiple conditions and aims to opti-
mize overall health outcomes defined by patients

while minimizing treatment burden and
potential harm.
3 Model of Collaborative

Decision-Making for Older
Adults with Multiple
Morbidities

3.1 Key Concepts Related
to Collaborative
Decision-Making

The elaboration of a model for collaborative
decision-making for older, multimorbid adults
and their clinicians begins with naming of key
terms and their definitions (see Box 1). Health
priorities is the umbrella concept describing all
the features of the patient perspective informing
decisions for their health and healthcare. Health
priorities subsume the additional concepts of
health values, outcome goals, and healthcare pref-
erences. These key concepts form the primary
nodes of the model for collaborative decision-
making.

Box 1 Key Concepts in the Model

for Collaborative Decision-Making

Health Priorities. Health priorities consist
of the health and life outcomes that older
adults most want out of their healthcare
given the care they are willing and able to
receive. Health priorities is the umbrella
term that includes the concepts of health
outcomes goals, healthcare preferences,
and health values.

Health Values. Health values comprise a
finite set of discrete factors that guide indi-
viduals’ sense of well-being and motiva-
tions for action to preserve and improve
health and well-being. They provide a sub-
jective assessment of one’s biopsychosocial
homeostasis [21].

Outcome Goals. Health and life out-
comes (i.e., activities, abilities, roles or
health states) that people desire from their
care. To better inform decision-making, out-
come goals should be specific (i.e., contain
parameters of what, when, where, how, and
how long or often), realistic, actionable, and
aligned with what matters most to the indi-
vidual [22]. Outcome goals are objective,
measurable, and serve as the dependent var-
iable in clinical decision-making.

Healthcare Preferences. Care options
that people are willing and able (or not will-
ing or able) to perform, undergo, or receive
in the service of their outcome goals
[22]. Healthcare preferences are moderators
in the clinical decision-making process.

Healthcare Options. The variety of
things that can be provided to help patients
achieve their outcome goals. These things
include medications, devices, diagnostic
testing, referrals, interventions and proce-
dures, home and community services, and
self-care tasks.
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When to Use the Model

for Collaborative

Decision-Making

Older adults and their clinicians are encouraged to
use collaborative decision-making in all possible
clinical contexts including acute hospital care and
for surgery and invasive interventions. While
those are possible settings, the more favorable
contexts are in ambulatory and long-term care
where more time and resources are available for
meaningful conversation with a focus on longitu-
dinal chronic care.

At its foundation, the collaboration is between
apatient and a primary healthcare provider willing
to identify outcome goals and discuss the align-
ment of care options with those goals. Most deci-
sions are more complex, requiring involvement of
additional individuals, including:

3.1.1

* Care Partners — caregivers, family members,
and others who serve as confidants for patients
during and around clinical encounters to sup-
port the process of identifying and aligning
care with health priorities.

Social support &
care partner
engagement;

patients’ fears and

& engagement

Contextualize values

and health trajectory

Health
Outcome
Goals

Revised to reflect
changes in prognosis,
trajectory, values
priorities, and

* Facilitating Healthcare Professionals — mem-
bers of the healthcare team who have dedicated
training on how to elicit health priorities
including health values, health outcome
goals, and healthcare preferences. This role
can be fulfilled by a wide range of health pro-
fessionals, support staff within a clinic, and lay
personnel with training.

* Specialty Healthcare Professionals —
healthcare specialists can support the process
of identifying care options within their area of
expertise. Specialists participating in aligning
care can coordinate their care option recom-
mendations with patients and primary care pro-
viders based on how they align with health
outcomes goals.

3.2 An Overview of the Model
for Collaborative

Decision-Making

Figure 2 illustrates the full model of collaborative
decision-making for older, multimorbid adults

Patient & care

for helpful and
desired care

Align care with

outcome goals

preferences

Clinician-informed
health trajectory,
Tunctional status, =~~~
prognosis
awareness and
uncertainty

Fig. 2 Model for collaborative decision making with
older, multimorbid adults and their clinicians. The figure
illustrates the two complementary flows of the collabora-
tive decision-making model for older adults and their

Patient & care 3
partner preferences o
againstburdensome
and unwanted care

clinicians. The blue dashed line describes the pathway for
identifying health outcomes goals. The gray dashed line
illustrates the pathway for how care options are aligned
with health outcome goals
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and their clinicians. The model places each of the
key concepts within a flow that begins (blue
dashed line) with identifying health values and
works to contextualize those values into health
outcome goals. There is a complementary flow
(gray dashed line) that identifies care options and
makes recommendations that are aligned with the
health outcome goals after integration of care
preferences for helpful care and against burden-
some care.

33 A Pathway for Identifying
Health Outcome Goals
3.3.1 Describing What Matters Most:

Health Values

Health values comprise a finite set of discrete
factors that guide individuals’ sense of well-
being and motivations for action to preserve and
improve health and well-being. They are subjec-
tive assessment of one’s biopsychosocial homeo-
stasis [21]. On a biological level, health values
derive from innately prepared subjective intui-
tions (cognitions, feelings, emotions, and motiva-
tions) that are “organized ahead of experience” by
human evolution [23]. Psychologically, health
values are consistent with system 1 thinking in
dual process models of human cognition and
decision-making. System 1 thinking has the prop-
erties of being automatic, intuitive, and effortless
compared with system 2 thinking that is delibera-
tive and effortful. In this manner, health values are
influenced by emotions and affected by implicit
cognitive bias and heuristics that sway motiva-
tions and action [24, 25]. At their core, health
values are the psychological motivators for our
health seeking behaviors.

Health values are also appreciated as social
intuitions [24]. Health values have significant
social contributions such that intuitions about
our health are interpreted by learning that is
shaped by time, place, and culture [26]. We inter-
pret our intuitions about our health using descrip-
tions of how we use our health for functional
purposes (for doing in the world). In acute illness,
intuitions about health are simply about avoiding
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morbidity, suffering, and death. This life/death
dichotomy or spectrum is consistent with the nor-
mative basis for most single-disease guidelines.
Once the mortality threat of acute illness subsides,
individuals are motivated to “live their lives” as
they did before illness. Chronic illnesses do not
have cures and typically change the way we live
our lives. In chronic care, our descriptions of how
we value our health provide reasons for why we
act in response to the signs and symptoms of
persistent chronic illness. Treatment decisions
are about helping us to do the things that chronic
illness is limiting, changing, or even preventing us
from doing that we describe as consistent with our
well-being. Because there are many ways we
demonstrate the value of our health over time,
there is likely to be a plurality of health values.
3.3.2 An Empirically Grounded Set

of Health Value Dimensions
Among Older, Multimorbid

Adults

A prior study asked older, multimorbid adults —
who in the prior 12 months had faced the existen-
tial threat of cancer diagnosis and treatment — the
following questions: (1) Now that you have had
cancer and may face ongoing decisions about
medical care in the future, what would you want
your family, friends, and doctors to know about
you, in terms of what is most important to you in
your life? (2) If your cancer were to recur, is there
anything you would want to be sure your loved
ones knew about you and your goals of care? [27]
Responses from the 146 participants were quali-
tatively analyzed using inductive coding balanced
with deductive codes drawn from a factor analysis
of survey responses from a similar study of health
values [28]. Participants in this study described
five values dimensions that were important to
them and seemed to frame their preferences and
decision-making processes throughout their
chronic care experiences following cancer survi-
vorship. These results are conceptually similar to
other studies describing older adults’ health
values [27]. The five dimensions of health values
for older adults with multiple chronic conditions
include the following:



* Connection — motivations to further connect
with the people, places, and spiritual practices
that provide meaning, happiness, and content-
ment in one’s life.

» Life Enjoyment — participating in activities
that are pleasurable, provide personal growth
or meaning, or enhance one’s sense of self.

* Function (Independence and Dignity) — hav-
ing or desiring the capacity to perform one’s
self-care needs (independence) or maintaining
self-respect (dignity) when needing assistance
to perform self-care tasks.

* Managing Health (Balance between quality
and quantity of life) — balancing the desire for
maintaining how one feels today (quality of
life) with the desire to live as long as possible
(longevity).

* Engagement in Care (Balance between active
and passive engagement) — balancing the
desire to be actively engaged in all aspects of
decisions regarding one’s health and health
care with the desire to allow family, care part-
ners, and clinicians to help make decisions on
one’s behalf.

3.3.3 Placing Broad Values Within
the Context and Realities
of Patients’ Health and Lives

Older adults are likely to endorse one or more of
the values dimensions in the process of elaborat-
ing health values. When first elicited, values are
often inchoate, described with fuzzy and impre-
cise language, or overly broad in description. At
this level, values have an emotive quality provid-
ing positive or negative valence around the
broadly worded value. This valence offers a moti-
vation and general direction for decision-making.
However, values at this “fuzzy” representation are
not effective at framing a measurable, attainable
outcome. Nor are they as useful for guiding clini-
cians in selecting from among treatment options.
The process of bringing context to health values
involves providing bounds and constraints regard-
ing one’s life around the broad value. Providing
context takes an inchoate health value (e.g.,
“being fit” or “losing weight”) and conforms it
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to the individual’s capacity, desired level of activ-
ity, and social and environmental circumstances
of an individual’s life (e.g., “It is fun to walk
around my neighborhood park™).

Living according to one’s health values in
chronic care also requires an understanding of
what is realistic. This understanding involves the
subjective perceptions of patients, which include
emotions, fears, and aspirations, as well as the
support they receive from caregivers and their
community (e.g., “I feel safer and would appreci-
ate if my neighbor joined me on my walks”). Input
by clinicians and other healthcare professionals
provides additional information related to the
patient’s health trajectory, functional status, and
awareness about the prognosis of their condition.
Being transparent about what is uncertain or
unknown helps improve the pragmatism of devel-
oping contextual values that are appropriate
within an individual’s life.

3.3.4 Arriving at Collaborative Health
Outcome Goals

Providing personal and social details and con-
straints, complemented by an understanding and
communication of health trajectory and functional
status facilitate the process of identifying collab-
orative health outcome goals. Through this dia-
logue, patients and clinicians provide contextual
details that fashion broad health values into
actionable goals. Health outcome goals are most
effective when they are collaboratively developed
by patients and clinicians. A large body of litera-
ture demonstrates that goals motivate behavior,
and thus goal attainment, when the goals have
specific characteristics [29]. These characteristics
are captured by the SMART acronym (see Box 2),
and include being specific, measurable, achiev-
able (or actionable), realistic, and time-based in
orientation [30]. Within the limitations of typical
healthcare encounters, it may not be possible to
achieve the full rigor of SMART characteristics.
For the collaborative decision-making model,
health outcome goals should at least hold the
characteristics of being specific, realistic, and
actionable.



Collaborative Decision-Making

Box 2 The Characteristics of Outcome Goals
Associated with Goal Attainment

Specific — A goal should be clear and
described in sufficient detail to elaborate
the who, what, where, when, and how of
striving.

Measurable — A goal should have
parameters that allow tracking of goal
progress.

Achievable/Actionable — You can take
actions to achieve the goal and determine
goal attainment.

Realistic — A goal should be challenging
but possible to achieve in the near term.

Time-Based — There is a target date or
event for determining goal attainment.

In addition to SMART criteria, effective out-
come goals are meaningful, due to the fact of
being derived from the older adult’s health values.
The criteria of being meaningful corresponds to
the “What Matters M” of the 4-Ms framework.
The Institute for Healthcare Improvement (IHI)
promotes the Age Friendly Health System move-
ment grounded on this 4-Ms framework. The ful-
crum of this framework is the What Matters “M”
because the other three “M” (medication, menta-
tion, and mobility) are oriented around how they
achieve what matters most to the older adult.
Similarly, in the model for collaborative
decision-making (see Fig. 2), the blue dashed
pathway culminates in the identification of one
or more specific, realistic, and actionable health
outcome goals rooted in what matters most to the
older adult.

34 The Pathway for Aligning Care
with Health Outcome Goals
3.4.1 Identifying Care Options that

May Facilitate Goal Attainment
In Fig. 2, the gray dashed line pathway begins
with the process of clinicians identifying poten-
tially relevant care options. This pathway is
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initiated after identifying an older adult’s health
outcome goals. Healthcare options include the
variety of things that can be provided to help
older, multimorbid patients achieve their outcome
goals. Specific examples of relevant care options
include medications, devices, diagnostic testing,
referrals, interventions and procedures, home and
community services, and self-care tasks. In an
effort to recognize the most relevant care options,
a clinician would likely start with a review of
current care and a determination of whether that
care aligned with the identified outcome goals and
the degree of goal-attainment achieved.

Referencing clinical practice guidelines now
becomes appropriate if/when there is a determi-
nation that substantive changes in current care or
additional care are necessary for better alignment
with outcome goals. In this context, practice
guidelines offer the best menu of evidence-based
treatments and care strategies that may be most
relevant for the goals at hand. Given our prior
discussion of significant levels of clinical equi-
poise and uncertainty, the guidelines serve as a
starting but not finishing point for making care
recommendations. Savvy clinicians will pick
from among these evidence-based care options
to select one or more that may help to attain the
identified health outcome goals.

3.4.2 Patients’ Care Preferences
Modify Selection of Care Options

Patients and their care partners often have impor-
tant preferences favoring or disfavoring particular
care options. Personal experiences or the experi-
ences of others they are close to commonly shape
older adults’ preferences for specific care options.
Preferences favoring a care option typically arise
from helpful experiences, such as with a particular
medication or physical therapy. In many
instances, older adults and their care partners
will proactively report care they find helpful or
beneficial. In these circumstances, healthcare
preferences are often the tipping points in helping
clinicians decide which care options to recom-
mend. Further, clinicians who engage with their
patients about their perceptions of prior experi-
ences with care or preferences for new options
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will benefit from greater likelihood of adherence
and persistence with chronic care recommenda-
tions. By aligning helpful care preferences with
the identified outcome goals, patients and clini-
cians can judge whether a favored treatment is
actually helping to attain an outcome goal — as
the measure of that favored treatment’s success.

On the flip side, negative personal or proxy
experiences with a particular medication, referral,
or therapy should play a significant role in clini-
cians not choosing a particular care option. Neg-
ative experiences arise from adverse events,
unintended effects, and interactions with other
treatments. The other negative aspects of care
relate to the burdens of care (e.g., time-consuming
visits, frequent medication doses, costs of refer-
rals and procedures, and hassles of frequent travel
and time off work). These burdens contribute
significantly to preferences for a particular care
option and, perhaps more significantly, effect per-
sistence with care — even care options that initially
have neutral preferences. These burdens and neg-
ative experiences come together as “bothersome”
healthcare and should be reported to clinicians as
a key type of healthcare preference.

Both positive and bothersome preferences
about specific healthcare options integrate in the
decision-making pathway as moderators of clini-
cians’ recommendations for care options. When
selecting a care plan in the model for collaborative
decision-making, clinicians first translate evi-
dence from population-driven guidelines to how
well a potential care option aligns with personal
outcome goals. Second, clinicians’ recommenda-
tions are further honed by the preferences of older
adults and their care partners regarding specific
care options. From these collaborative decisions
among older adults, their clinicians, and care part-
ners (when appropriate), specific recommenda-
tions arise for a care plan that aligns with
identified health outcome goals within the context
of what older adults are willing and able to do.

3.4.3 Revisit Care Options Based

on Goal Attainment
The model of collaborative decision-making for
older, multimorbid adults and their clinicians has
an iterative and recursive aspect. The blue dashed
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line pathway within the model generates identi-
fied health outcome goals and the gray dashed line
pathway selects care options that align with the
outcomes within the context of care preferences.
Once both pathways have received their appropri-
ate initial attention, older adults and their clini-
cians will meet periodically to determine how well
their outcome goals are attained and discuss any
significant modifications in their healthcare pref-
erences due to new experiences with their care.
When outcome goals are not met, the collabora-
tive decision-making process facilitates (1) itera-
tive efforts to refine the outcome goals if they
were not sufficiently specific, realistic, or action-
able; and (2) decisions to modify or stop current
care and/or consider additional new care options.
In this manner, collaborative decision-making
keeps the focus on the older adult’s health priori-
ties, especially their outcome goals and care pref-
erences. Changes in care recommendations reflect
how well care is aligned with the health priorities
and attaining identified outcome goals. Further-
more, when significant changes occur in the
health trajectory, functional status, or social sup-
port — the whole process may need to be revisited
anew. However, the focus remains on the older
adult’s health outcome goals and care preferences.

4 What Most Matters: Building
an Evidence-Base
for Collaborative
Decision-Making

4.1 The Patient Priorities Care
Approach
4.1.1 Patient’s Health Priorities Are

What Matters to Older Adults
The Institute for Healthcare Improvement (IHI)
offers an inspiring use of the 4-Ms as a framework
for achieving Age Friendly Health Systems. Cen-
tral to the 4Ms is the What Matters most concept.
By elaborating “What Matters,” older adults pro-
vide a compass for guiding clinicians in how to
approach the other three Ms. — mentation, mobil-
ity, and medication. By understanding What Mat-
ters, clinicians can identify and implement the
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most appropriate diagnostic, treatment, preven-
tion, and monitoring healthcare processes and
interventions to achieve What Matters
[31, 32]. Much of the pragmatic experience with
the What Matters M centers around advanced care
planning or health services preferences [32]. More
evidence from approaches that use What Matters
to focus on collaborative decision-making is
needed [31].

To address this gap, the Patient Priorities Care
(PPC) approach offers an evidence-based frame-
work for identifying and aligning care with What
Matters. PPC is being implemented throughout
the Geriatrics and Extended Care Service Line in
the Veterans Administration as well as national
sites for the Program of All-Inclusive Care for
the Elderly (PACE). The PPC approach uses
patients’ health priorities as the practical method
for identifying what matters most to older adults.
Consistent with the IHI’s vision, PPC identifies
health priorities (what matters to older adults) and
aligns care (i.e., mentation, mobility, medication)
with those priorities.

patient .
. pnorltles

IDENTIFY HEALTH PRIORITIES

* Values (What Matters most to the patient)
* Actionable, specific, realistic health outcome goals

* Health care preferences (which care the patient finds helptul
and which burdensome) and any tradeoffs

« “One Thing" - the health problem (burdensome symptom,
health care task, or medication) the patient most wants to
address to help them achieve their health goal.

4.1.2 Overview of the Patient Priorities
Care Approach

PPC was developed by clinicians, older adults,
caregivers, health system leaders, and payers to
help focus all decision-making and healthcare on
patients’ own identified health priorities. PPC is a
“current care planning” approach that is beneficial
for anyone, but is particularly well suited for older
adults with multiple conditions. Older, multi-
morbid adults are more likely to receive medical
care that is burdensome and may not address
what matters most to them. PPC recognizes that,
when faced with trade-offs, older adults differ in
what they want to achieve from their healthcare
(health outcome goals) and what they are willing
or able to do to achieve these goals (care prefer-
ences). PPC is consistent with the model for
collaborative decision-making for older adults
with multiple morbidities and their clinicians.
The PPC process consists of two core compo-
nents: (1) Identify health priorities and (2) Align
care with health priorities (Fig. 3: https://patientprior
itiescare.org/how-it-works/the-process/). These core

ALIGN CARE WITH HEALTH PRIORITIES

Consider if current and potential care is:
* Consistent with health outcome goals including patient’s “One Thing™?

with care pref

Use the patient’s priorities:
* As the focus for communication with the patient
« Asthe goal for serial trials to start, stop or continue interventions

= To prioritize care decisions, especially where differing
perspectives exist

0y
Yate ¢, mponent® o

Fig. 3 The patient priorities care (PPC) process including the steps in the two core components: (1) Identify health

priorities and (2) align care with health priorities
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components are analogous to the blue and gray
dashed line pathways of the collaborative
decision-making model.

4.1.3 Identifying Health Priorities Core
Component of PPC

The identify health priorities component is com-
pleted by an older adult (with assistance from a
caregiver, as needed/desired) using an interactive
website (https://myhealthpriorites.org); or in col-
laboration with a member of the interdisciplinary
healthcare team during a variety of clinical
encounter options [22]. The four steps of the iden-
tify health priorities component include the
following:

1. Identify what matters: The initial step in health
priorities identification focuses on eliciting
what matters to the older adult. In the PPC
framework, what matters is organized into
four health values categories of connecting,
enjoying live, functioning, and managing
health.

2. Set an actionable, specific, and realistic health
outcome goal: The older adult then develops
actionable, specific, and realistic health out-
come goals based on their identified values.
Health outcome goals are the ways older adults
want to put their values into action and are the
activities they want their healthcare to help
them achieve.

3. Healthcare preferences: Next, older adults will
identify their healthcare preferences. This
includes care which is helpful and bothersome.
Older adults should also consider any health-
related condition or other problem preventing
them from reaching their goals. This may be a
bothersome condition or symptom, healthcare
task, or a life/social circumstance. They will
also consider trade-offs. These include what
the patient would be willing and able to do to
reach their health outcome goals and what
would be too onerous.

4. The One Thing: The final step in the identify-
ing health priorities component of PPC is for
older adults to choose what they want their
healthcare focused on, specified as the One
Thing. The One Thing combines one bother-
some issue (i.e., symptom, health problem,
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healthcare task, or medication) the older adult
believes is keeping him from reaching his
health outcome goal. The One Thing provides
a starting place for clinicians as they transition
to the care alignment portion of PPC.

These steps correspond to the Model for Col-
laborative Decision-Making, especially the blue
dashed line pathway for identifying health out-
come goals.

4.1.4 Aligning Care with Health
Priorities Core Component of PPC

The second core component of PPC, aligning care
with health priorities, is led by a clinician on the
healthcare team. Aligning care with identified
health priorities has two key steps. The initial
step of care alignment is known as the “consider
step.” This is when clinicians consider if current
care is consistent with the identified health out-
come goals, including the “One Thing,” and
aligned with care preferences. It is important to
reflect on what current or potential tests or refer-
rals, medical, rehabilitative, or psychosocial inter-
ventions might address the contributing factors
identified as preventing the older adult from
achieving their outcome goal. Based on this, care
may need to be started, stopped, changed, or con-
tinued. It is especially important to consider if
interventions the older adult identified as burden-
some can be changed or stopped, especially if it
unlikely to help the most bothersome problem or
assist in goal achievement.

The second step involves clinicians using
structured decisional strategies during clinical
encounters with their older patients. As an over-
arching strategy, clinicians use the identified
health priories as the focus of decision-making
and communication. Discussions of health care
options will be conducted in relation to the older
adult’s health priorities, not just disease-based
trade-offs. Additional strategies include:

1. Using the priorities to guide serial trials of
starting, stopping, or continuing interventions
over time.

2. Acknowledging uncertainty and the fact that it
may not be possible to identify one best
treatment.
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3. Using health priorities to align decisions with
other health professionals, especially when dif-
fering perspectives or recommendations exist.

These decisional strategies provide a structure
for selecting the most appropriate care options
that align with the identified priorities. Future
clinical encounters focus on how well the
selected care plan aligns with the older adult’s
health priorities, especially attaining their health
outcome goals.

It is important to realize that what matters to
older adults is not static. While what matters most
to older adults (values) is relatively constant over
the lifespan, health outcome goals will need to be
revisited and modified with significant life and
health changes. This will ensure clinical care
remains aligned and is helping older adults
achieve their health priorities.

4.2 Examples and Evidence
of Patient Priorities Care
in Action
42,1 Patient Priorities Care Case Study

Mrs. Jones is a cognitively intact 79-year-old
widow with past medical history significant for
atrial fibrillation, diabetes mellitus managed with-
out insulin, controlled depression, gastroesopha-
geal reflux disease, heart failure with preserved
ejection fraction, hypertension, and osteoarthritis.
She has a daughter and grandchildren living in a
nearby city. She previously went on daily walks
unaided with her dog around the neighborhood
and remains independent in her daily activities
including her medications. Her family helps with
some of her bill paying. Mrs. Jones participated in
a visit with the nurse manager at her primary care
provider’s clinic focused on identifying her health
priorities. She identified the following as What
Matters within the PPC values categories:

Connecting  — with  her

grandchildren.
Functioning — Maintaining as much independence
as possible to stay in her home.

Relationship
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Managing health — Keeping her strength and bal-
ance when climbing steps.
Enjoying life — Walking her dog.

Using these values, the clinic nurse worked
with Mrs. Jones to develop health outcome
goals. These are the specific, realistic activities
or outcomes that show that she is doing what
matters. Mrs. Jones identified two goals:

1. Walking and climbing bleachers at her grand-
daughter’s school to watch her basketball
games once a week.

2. Being able to walk around the neighborhood
with her dog every day.

Next, the nurse facilitator explored Mrs. Jones’
health care preferences (care she found helpful
and bothersome) and trade-offs. Mrs. Jones iden-
tified home physical therapy and ibuprofen as
helpful for her strength and pain control to help
her walking. She identified traveling a long dis-
tance for frequent specialty medical appointments
and taking her diuretic as bothersome. She noted
that the ibuprofen contributed to a recent bleeding
episode and now her pain is less controlled.

Finally, the facilitator worked with Mrs. Jones
to elicit the “One Thing” interfering with her most
desired outcome goal. Mrs. Jones wanted to
address her knee pain so she could climb the
bleachers at her granddaughter’s school. In the
case of Mrs. Jones, the information obtained dur-
ing the identification of her health priorities were
shared with her primary care clinician using a
structured EHR note template. Text Box 3 (see
below) provides an example of a brief and suc-
cinct Patient Health Priorities Note based on the
particulars of Mrs. Jones’ case.

Box 3 Example of Electronic Health Record
Note of Patient’s Health Priorities
Patient Health Priorities Note.

79 y/o functionally and cognitively inde-
pendent widow with multiple chronic
conditions.

(continued)



Box 3 Example of Electronic Health Record

Note of Patient’s Health PrioritiesPatient

priorities care (PPC) approach (continued)
What Matters Most (Values).

Connecting — Relationship with her
grandchildren.
Functioning — Maintaining indepen-

dence as possible to stay in her home.
Managing health — Keeping her strength
and balance when climbing steps.
Enjoying life — Walking her dog.
Most Important Health Goals

1. Walking and climbing bleachers at
granddaughter’s school to watch her bas-
ketball games once a week.

2. Being able to walk around the neighbor-
hood with her dog every day.

Health Care Preferences.
Helpful care, including medications:

1. Home physical therapy for strength and
walking.
2. Ibuprofen for pain control.

Burdensome care, including medications.

1. Traveling long distance for frequent
medical appointments.

2. Taking diuretics that keep her from
going out of the house.

Most bothersome symptoms or problems
interfering with health goals:

1. Knee pain and weakness that get in the
way of walking

What “ONE THING” do you most
want to focus on today?

Reduce my knee pain and weakness so |
can climb the bleachers at my granddaugh-
ter’s school.
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After “considering” the information in Mrs.
Jones’ Patient Health Priorities Note, her primary
care clinician met with her to discuss possible
interventions in keeping with her healthcare pref-
erences that might address the “One Thing” and
achieve her main outcome goal. They discussed a
trial of physical therapy focused on strengthening
and fitting a hard knee brace she can use for pain
and stability whenever she walks longer distances.
Additionally, Mrs. Jones was prescribed a topical
nonsteroidal anti-inflammatory gel applied to her
knee 30 minutes before her granddaughter’s game
for pain. She was reluctant to use a knee brace
previously for fear it would make her “look old.”
However, after discussing possible interventions
with her primary care clinician, Mrs. Jones felt the
trade-offs would be acceptable if he could more
easily and safely walk to her granddaughter’s
school and climb the bleachers. In this case, the
clinician used Mrs. Jones’ priorities to guide trials
of starting interventions (physical therapy, knee
brace, and topical analgesia) and as the focus of
communication for the impetus behind these inter-
ventions. Mrs. Jones and her primary care clini-
cian made plans for a follow-up visit in 6 weeks to
check back in on her ability to walk and climb
bleachers with less pain.

Similar to the Patient Health Priorities Note,
documentation in the EHR by the primary care
provider visit should clearly reference changes in
care related to the identified health priorities. Dur-
ing follow-up visits, success of the treatment plan
is measured by progress toward goal achievement.

4.2.2 Benefit of Aligning Health Care
with Health Priorities

There are several benefits to aligning care with
health priorities. Using this approach, older adults
feel listened to and are engaged and motivated,
which may result in increased adherence [33]. Sec-
ond, health priorities can offer a compass for
decision-making involving older adults with mul-
tiple morbidities, especially where there is clinical
equipoise resulting in uncertainty, trade-offs or the
lack of one best care option. Further, achieving the
older adult’s health priorities becomes the more
appropriate measure for treatment effectiveness.
Finally, aligning care with health priorities
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enables everyone (clinicians, caregivers, and the
older adult) to direct their efforts toward the same
target.

4.2.3 Evidence Supporting
the Effectiveness of Patient
Priorities Care

Several recent studies evaluated the outcomes of
PPC implementation in a variety of primary care
settings (i.e., urban, suburban, private practice,
VA, house calls, and academic) in locations across
the country. Chief among these is a large non-
randomized clinical trial with propensity adjust-
ment conducted in a multisite primary care
practice serving over 15% of Connecticut’s resi-
dents [34]. The study enrolled older adults, on
average 76 years of age with 3.9 chronic condi-
tions (19% had five or more) and seven prescribed
medications. The intervention arm included
163 eligible patients cared for by ten primary
care providers and five cardiologists who received
training in aligning care with priorities, and two
health professionals who received training with
priorities identification. The comparison group
included 203 matched patients receiving usual
primary care from seven primary care providers.
At follow-up, decision-making during patient-cli-
nician encounters focused on health priorities in
two-thirds (101 of 163) of PPC enrolled patients
and virtually none in usual care. Among these
health priorities, patients reported their outcome
goals as encompassing activities with family and
friends (24.2%), shopping (6.1%), exercising
(4.6%), and living independently (4.4%). Medi-
cations most commonly cited as helpful by users
were nonopioid pain medications (65.5%), sleep
medications (52.9%), and inhalants (42.2%).
Whereas statins (25.8%) and antidepressants
(32.5%) were the most commonly reported both-
ersome medications by users [35]. In a summative
analysis, patients reported that the health priorities
identification process is valuable leading to
enhanced knowledge, activation, and communi-
cation about their treatment options and
preferences [33].

This study also found compelling results when
comparing the PPC approach with usual care.
There was a statistically significant five-point
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reduction in self-reported treatment burden in the
PPC group compared to usual care using the val-
idated Treatment Burden Questionnaire [34]. The
study reported significant differences in treatment
recommendations between the two groups. Com-
pared with usual care, patients enrolled in PPC
were more likely to have medications stopped
(52.0% vs. 33.8%), and less likely to have self-
management tasks (57.5% vs. 62.1%) and diag-
nostic tests (80.8% vs. 86.4%) ordered [34]. These
findings suggest that PPC may be associated with
reduced treatment burden and unwanted health
care. Aligning care with patients’ health priorities
proved to be feasible and effective for older,
multimorbid adults.

Another study conducted as a demonstration
project at a regional VA geriatrics clinic enrolled
70 patients (n = 35 received priorities identifica-
tion and alignment and » = 35 received usual
care) cared for by the same three primary care
providers [36]. Health priorities identification
was performed by an additional health profes-
sional (PPC facilitator) in the clinic who received
dedicated training on the PPC process. The PPC
facilitator identified health priorities and reported
them using the structured EHR note and a verbal
hand-off. In usual care, the primary care providers
preceded with routine geriatrics care without for-
mal priorities identification. Primary care pro-
viders reported that they were very familiar with
patients in both study arms, but in numerous
instances the PPC approach identified outcome
goals and “One Thing” examples that were new
to the providers and instigated novel changes in
care. Compared to usual care, participants in the
PPC approach, on average, had fewer medications
added (P = 0.05), more referrals to community
services and supports (P = 0.03), and more prior-
ities-aligned  self-management tasks added
(P = 0.005) [36]. In contrast to the Connecticut
study, PPC participants in the VA study had more
goal-aligned  recommendations  for  self-
management and home and community services.
This may reflect the greater availability of home
and community services in the VA system, with
cross-over implications for the appropriateness of
PPC within Medicare Advantage programs.
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As a result of these studies, PPC has been
adopted as one of the select evidence-based prac-
tices championed by the Geriatrics and Extended
Care Service Line in the national VA health sys-
tem. PPC is disseminated across VA specialty
geriatrics programs using a mentor-partner site
approach. Similarly, multiple Program for
All-Inclusive Care of the Elderly (PACE) sites
are implementing and evaluating PPC using a
mentor-partner site training approach. Additional
studies evaluating PPC in primary care are under-
way at the Cleveland Clinic and a randomized
clinical trial conducted at two regional VA pri-
mary care centers (Southeast Texas and Connect-
icut). Results of these studies will add to our
understanding of how PPC performs in settings
outside of specialty geriatrics care.

424 Lessons Learned

PPC provides a structured framework to address
older adults health priorities through a two-step
process: (1) Identify health priorities and (2) Align
care with health priorities. Implementation of PPC
is feasible in a variety of clinical settings and
results in priorities-aligned changes to care com-
pared the usual care, specifically fewer medica-
tion added and diagnostic tests ordered, and more
referrals to community services and supports.
PPC is associated with lower treatment burdens
for older adults compared to usual care. Educa-
tional resources and implementation tools on PPC
are available at the Patient Priorities Care website
(www.patientprioritiescare.org), ~ which  can
enhance the feasibility of integrating the PPC
approach into routine primary care practices.

5 Summary

Collaborative decision-making is a model of
delivering patient-centered, chronic illness care
to older adults with multiple chronic conditions.
The model for collaborative decision-making
shifts the paradigm for chronic care from adher-
ence to single-disease guidelines to a focus on
identifying health outcome goals and aligning
care options to achieve those outcome goals.
Attainment of patients’ health outcome goals,

A. D. Naik

within the constraints of what they are willing
and able to do (care preferences) to achieve
those goals, is the measure of treatment success.
The process of identifying health priorities is
rooted in the simplicity of asking what matters
most to an older, multimorbid adults. The Patient
Priorities Care approach is a user-centered clinical
intervention inspired by the model for collabora-
tive decision-making. Patient Priorities Care has
been implemented in a variety of locations and
clinical contexts. Evaluations of these implemen-
tation efforts demonstrate that Patient Priorities
Care is a structured and reliable method for iden-
tifying patient health priorities that are integrated
into the electronic health record. Patients who use
PPC report consistent reductions in treatment bur-
den. Clinicians who recommend care options
within the structure of the PPC approach are
more likely to align those care options to patients’
identified health priorities. Patient Priorities Care
holds promise as a pragmatic approach that results
in patient-centered chronic illness care focused on
attaining patients’ health priorities.
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