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A B S T R A C T

Objective: Chronic diseases now represent a cost majority in the United
States health care system. Contributing factors to rising costs include
expensive novel and emerging therapies, under-treatment of disease,
under-management of comorbidities, and patient dissatisfaction with
care results. Critical to identifying replicable improvement methods is a
reliable model to measure value. Study Design: If we understand value
within healthcare consumerism to be equal to a patient’s health outcome
improvement over costs associated with care (Value=Outcomes/Costs),
we can use this equation to measure the improvement of value.
Methods: Research and literature show that patient activation—the skills
and confidence that equip patients to become actively engaged in their
health care—impact health outcomes, costs, and patient experience.
Reaching patient activation through engagement methods including
shared decision-making (SDM) lead to improved value of care received.

The National Eczema Association (NEA) Shared Decision-Making
Resource Center can be a transformative strategy to measure and
evaluate value of health care interventions for eczema patients to
advance a value-driven health care system in the United States. Results:
Through this Resource Center, NEA will measure patient value through
their own perceptions using validated PRO instruments and other
patient-generated health data. Conclusions: Assessment of this data will
reveal findings that can assist researchers in evaluating the impact this
care framework on patient-perceived value across other chronic diseases.
Keywords: chronic disease, eczema, health care intervention, patient
activation, patient-reported outcomes, shared decision making, value.
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The Value of Measuring Value

In the traditional study of consumerism, “value” is defined by the
customer and measured against the customer’s perception of
value. In other words, “value” is measured through the “eyes” of
the consumer (Fig. 1) [1].

Applied to health care consumerism, Michael Porter famously
described value measurement as “health outcomes achieved per
dollar spent,” an equation where value equals outcomes over
costs (Fig. 2) [2].

In the evolving U.S. health care landscape, the role of the
“consumer” has also evolved. Value as described from the
perspective of the consumer, or patient, has become synonymous
with improved outcomes or efficiencies, but these often describe
costs to the health care system and not from the perspective of
the patient. Rising costs in the denominator of this equation
result from rising expenditure associated with full cycles of care
for medical conditions or patient populations but may be offset
by upstream investments of prevention or integrated care.
Chronic illnesses, including eczema, now represent a cost major-
ity in the U.S. health care system [3]. These diseases are costly
and difficult to treat. Novel and emerging therapies, which offer

hope and new options for the very first time to many patients
with eczema, are sophisticated and expensive. For example,
Dupixent, the first-ever biologic indicated to treat moderate to
severe atopic dermatitis (AD; a chronic, systemic form of eczema)
was launched in March 2017 with a sticker price of $37,000 per
year.

For patients with AD, “costs” hit closer to home. Eucrisa, a
topical nonsteroidal phosphodiesterase 4 indicated to treat mild
to moderate AD also launched in the past 12 months costing the
consumer over $600 per 60-g tube. In addition to out-of-pocket
costs, poor outcomes may have an impact on patients’ perception
of value. Undertreatment of disease and undermanagement of
comorbidities by coordinated care teams can lead to more costly
interventions [4,5]. Delays in care can also result in unchecked
disease progression [6]. Last, patient dissatisfaction with care
results in “doctor shopping,” leading to further inefficiencies [7]. A
patient-centered framework for measuring v ¼ o/c may augment
the assessment of value in a larger health care value framework.

In the numerator of this “patient centered” value equation is
improved health outcomes. Although different stakeholders in
the health care system may have differing motives in the value
equation, measurably improving patient health outcomes is a
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unifying factor, and one where the National Eczema Association
(NEA) has an important role. NEA, whose mission is to improve
the health and quality of life for individuals with eczema,
operates in the numerator of patient-centered value and acts as
an advocate for the improved health outcomes of its patient
members. Research and the literature support these efforts,
showing that patient activation—the skills and confidence that
equip patients to become actively engaged in their health care—
impact health outcomes, costs, and patient experience [8]. As
such, NEA provides patient-centric tools and resources to com-
plement traditional care models, inspiring active participation in
one’s care and creating an understanding of shared responsibility
in one’s outcomes (Fig. 3).

Patient perception of health care value has real impact on
treatment choices and behaviors, leading to effective manage-
ment and improved outcomes. Shrestha et al. evaluated the
burden of AD conducting a large-scale analysis of claims data
in the commercial (n ¼ 83,106), Medicare (n ¼ 31,060), and local
Medi-Cal (n ¼ 5550) databases [9]. Patients with higher AD
severity had increased risk of comorbid conditions, such as
asthma, allergic rhinitis, chronic pulmonary disease, and chronic
rhinosinusitis, which are associated with increased total costs
(Fig. 3) [9]. Per-patient costs were higher for commercial insur-
ance (US$14,580 vs US$7192 non-AD matched controls), Medicare
(US$21,779 vs US$12,490 non-AD matched controls), and Medi-Cal
(US$22,123 vs US$16,639 non-AD matched controls) (P o 0.0001).

Patient perceptions of not only their diagnosis and disease
trajectory but also their experience of care and impact on quality
of life can be assessed through validated patient-reported out-
come (PRO) instruments and other patient-generated health data,
such as lifestyle activity or symptom reporting.

PROs have been defined as “any report of the status of a patient’s
health condition that comes directly from the patient, without
interpretation of the patient's response by a clinician or anyone
else” enabling assessment of patient-reported health status for
physical, mental, and social well-being [10,11]. By collecting, assess-
ing, and analyzing the PROs of its members, the NEA acts as the
data-driven eyes of patients with eczema, measuring patient-
centered value and being the voice of these patients by using the
data to impact the health care outcomes of its members.

An Opportunity to Impact Value

Patient–provider communication is an important area of patient
engagement. Studies show that well-done patient–provider com-
munication produces a therapeutic effect for the patient. Strong
patient–provider communication has been tied to decreased
emotional stress, improved treatment adherence, improved
health outcomes, and increased patient satisfaction [12]. Formal
provider training programs have been created to enhance and
measure specific communication skills. Many of these efforts,
however, focus on medical schools and early postgraduate years
isolated in academic settings. The communication skills of busy
professionals often remain poorly addressed and the need for
providers to have access to communication and engagement
tools and resources persists.

Patient barriers also exist. Language, health literacy, and
cultural differences may be obvious impediments, but there are
less obvious barriers, particularly for patients with eczema. In a
study of patients with chronic disease, 30% of surveyed patients
reported reluctance to discuss self-care with their physicians for

fear of being judged, not wanting to disappoint their doctors, guilt,
and shame [13]. Compounding these barriers are the character-
istics of dermatologic care. A review in the Journal of Cutaneous and
Aesthetic Surgery [14] describes the issues that dermatology practi-
ces encounter. Patients may visit dermatologists with high expect-
ations of a definitive cure of their skin disorder, but because of the
heterogeneous nature of chronic skin disease, it is not possible for
providers to guarantee solutions. This creates a gap between the
service provider and the service seeker, leading to reduced patient
satisfaction and perceived value of the intervention.

Thus, improving patient–provider communication is a starting
point for improving patient engagement and value. Patient
engagement is more broadly defined as “patients, families, their
representatives, and health professionals working in active part-
nership … to improve health and health care [15].” This partner-
ship in direct patient care involves patients receiving information
about a condition and determining their preferences for treat-
ment. This form of active engagement allows patients and
providers to make decisions based on the medical evidence,
patients’ preferences, and clinical judgment. Consistent with this
strategy of engagement is shared decision making (SDM),
whereby patients and providers together consider the patient’s
condition, treatment options, medical evidence behind treatment
options, benefits and risks of treatment, and patients’ preferences
and then arrive at and execute a treatment plan [16].

Improving Value through SDM

Patients are experts in their condition—their lives are directly affected
by their illness. Health care providers are experts in the treatment
and management of the conditions of their patients. These are the
precepts of SDM—by acknowledging these fundamental principles,
SDM presents an actionable framework, whereby patients and
providers co-create effective solution strategies to complex issues [17].

SDM is purported to promote patient autonomy, trust in
physicians, and realistic expectations; improve patient safety
and health outcomes; enhance patient satisfaction and ratings
of health care quality; reduce costs; and improve quality of life
[16]. SDM is now recognized as an integral part of treatment by
the Institute of Medicine, the Centers for Medicare & Medicaid
Services [18], the U.S. Preventive Services Task Force (USPSTF)
[19], the Affordable Care Act [20], and other entities in the United
States. Unfortunately, there is lack of robust SDM tools outside of
the clinical trial environment. A variety of instruments, such as
PATIENT-Oriented Eczema Measure and Scoring Atopic Dermati-
tis [21], or efforts, such as Harmonising Outcome Measures for
Eczema, seeking a core set of measures; however, currently there
are no validated instruments that are developed with patients
and meet quality and performance measures [22].

The innovation of SDM is the use of evidence-based tools,
known as patient decision aids, to inform patients and help them
set their own goals and to clarify their values [16]. The Interna-
tional Patient Decision Aid Standards (IPDAS) have evolved since
2003 to help guide the development of robust and effective
frameworks for broad dissemination. Patients with eczema have
access to a variety of sources for such comprehensive informa-
tion, including the website nationaleczema.org, physicians,
friends and family, and printed materials, such as pamphlets,
from the NEA. Integrating guidance from IPDAS criteria leads to
quality-assurance to guide decision making at the point of care,
although additional development and testing of recommenda-

Fig. 1 – Measuring patient-perceived value.

Fig. 2 – Measuring value-based care
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