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Factors facilitating shared decision
making in eczema: Met and unmet needs

from the patient perspective
Erin Foster, MD, PhD,a Allison R. Loiselle, PhD,b Isabelle J. Thibau, MPH,b and Wendy Smith Begolka, MBSb
Background: Research has shown that eczema patients prefer some degree of shared control over
treatment decisions, but little is known about factors perceived to be important to facilitate shared decision
making (SDM).
Objective: To determine factors eczema patients and caregivers consider to be important for SDM, and
how often they experience them with their eczema healthcare provider (HCP).
Methods: A cross-sectional survey study (64 questions) was conducted, which included factors related to
SDM rated by respondents on a Likert scale for importance, and how often these factors were true with
their current eczema HCP.
Results: Respondents (840, response rate 62.4%) most frequently rated their health literacy and
communication skills as important for SDM. Factors which indicated a strong provider-patient relationship,
and HCPs who initiate treatment conversations were also deemed beneficial. Low importance was placed
on concordant HCP race/ethnicity, however, of those who did rate it as important, 53/91 identified as Black
(half of all Black respondents).
Limitations: A high proportion of respondents were aware of the term SDM prior to the survey.
Conclusions: SDM is more likely to be facilitated when patient education and empowerment are coupled
with HCPs who initiate treatment discussions, maintain compassion resilience, and listen to patient
perspectives. ( JAAD Int 2023;11:95-102.)

Key words: atopic dermatitis; eczema; patient care; patient-provider relationship; shared decision-making;
treatment decisions.
INTRODUCTION
Eczema is a chronic, relapsing, and remitting

inflammatory skin disease that significantly affects
patients’ and caregivers’ quality of life. Long-term
control can be challenging to achieve due to
eczema’s heterogeneous and protean nature and
the need for varied treatment regimens over time.1-8

Recognition of the need to improve eczema care has
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prompted development of international core out-
comes sets for research (eg, Harmonizing Outcome
Measures for Eczema), patient education initiatives,
mobile apps (eg, EczemaWise [https://www.
eczemawise.org/]), patient decision aids (PDAs),
and multidisciplinary clinics specifically designed
for eczema patients and caregivers.1-3,9-15 Many of
these tools were designed to improve patient
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satisfaction and outcomes by increasing patient self-
efficacy and activating them to share in the decision
making process for their own care.16-18

Shared decision making (SDM), specifically, is a
process in whichmedical decisionmaking is achieved
by a healthcare provider (HCP) and patient working
together, with the HCP contributing medical expertise
CAPSULE SUMMARY

d Previous research shows eczema
patients want to be involved in decision-
making for their treatments.

d Patients do not place responsibility for
shared decision-making solely on the
provider. Providers who listen, initiate
treatment discussions, and use a balance
of virtual and in-person visits to save
time, may facilitate more successful
shared decision-making.
and the patient contributing
values and treatment goals.19

Research has shown that most
eczema patients want some de-
gree of shared control over
their treatment decisions.20

Additionally, patient-centered
communication is taught as an
ethical imperative in medical
school, yet a broader under-
standing and application of
SDM is still lacking in
dermatology.21

SDM is often viewed as a
single treatment decision at a
single appointment, but it is
likely that the ability to engage

in SDM at a specific point in time is at least partially
dependent on characteristics about the patient, the
HCP, and their relationship that are established
before that particular appointment. Little is known
about which factors eczema patients consider to be
most important to engage in SDM. In this study, we
aim to elucidate these factors, their relative impor-
tance, and how often patients experience them with
their current primary eczema HCP.

METHODS
Adults ($18 years) who were residents of the

United States (including US territories), with a self-
reported diagnosis of eczema (eczema type not
asked nor defined) or primary caregivers for pediat-
ric eczema patients were included. Survey availabil-
ity was communicated to all National Eczema
Association (NEA) members via the NEA website,
email, social media, and the NEA EczemaWise app,
and distributed more broadly through ads run on
Facebook and Google. Respondents were recruited
from January 2021 to March 2021. Previous work
utilized elements of this survey instrument to
describe past, present, and future SDM behavior in
eczema.20 Those elements are not included in the
current study.

Prior to completing the 64-question online survey,
respondents provided electronic informed consent,
and those that fully completed the survey were
eligible for 1 of twenty $50 Amazon gift cards. This
study was identified as exempt by the Western
Institutional Review Board Copernicus Group. All
data were anonymized for analysis and treated
confidentially.

Data analysis
Respondents were provided with a series of 21

factors related to the facilitation of SDM (see results

section). These factors
included aspects about the
visit, the HCP, the patients
themselves, and guidance.
Respondents rated these fac-
tors according to their impor-
tance for working together
with a HCP to identify appro-
priate treatment options
(0-not important at all, 1-of
little importance, 2-of
average importance, 3-very
important, and 4-absolutely
essential). Responses were
averaged for each factor, to
create an overall importance
rating score.
Respondents then indicated to what extent these
factors were true with their primary eczema HCP
(never true, rarely true, sometimes true, usually true,
and always true). Respondents were considered to
have their ‘‘needs met’’ if they indicated a factor was
very important or absolutely essential and it was
usually or always true. Needs were considered ‘‘not
met’’ for those who indicated a factor was very
important or absolutely essential, but reported it to
be only sometimes, rarely, or never true. Proportions
of those who had needs met or not met were only of
those respondents who considered a factor very
important or absolutely essential, as those who
found a particular factor of average importance, of
little importance, or not important at all were not
deemed to have a ‘‘need’’ for it.

Analysis was performed using R: A language and
environment for statistical computing (version 4.1.0).
There were no imputations performed for missing
data; some participants were excluded from some
analyses due to missing data, and this has been
indicated where applicable.

RESULTS
In total, 840 respondents completed the survey

(840/1345 who clicked on email link; response rate
of 62.4%). Table I shows the characteristics of the
included study population (N = 840).

Average importance ratings for all queried SDM
factors are shown in Fig 1. Factors were split into
different domains that included aspects about the



Table I. Characteristics of the study population

All (N = 840)

Connection to eczema (n [%])
Adult patient 681 (81.1)
Caregiver of child 159 (18.9)

Patient age (years; mean 6 SD) 40.1 6 22.3
Gender of patient (n [%])
Male 152 (18.1)
Female 675 (80.4)
Other 13 (1.5)

Respondent race (n [%])
Asian or Asian American 85 (10.1)
Black or African American 109 (13.0)
Multiracial 43 (5.1)
Native American or Alaskan Native 6 (0.7)
Native Hawaiian or Pacific Islander 3 (0.4)
White 555 (66.1)
Some other race or ethnicity 22 (2.6)
I do not know/prefer not to say 17 (2.0)

Respondent ethnicity
Hispanic/Latinx (% Yes) 72 (8.6)

Education (n [%])
High school, technical
postsecondary, some or
no high school

116 (13.8)

Completed some college 169 (20.1)
Four-year college degree 280 (33.3)
Master’s degree/Doctorate 255 (30.3)
No response 20 (2.4)

Income (n [%])
$24,999 or less 127 (15.1)
$25,000 to $49,999 152 (18.1)
$50,000 to $74,999 140 (16.7)
$75,999 to $99,999 113 (13.4)
$100,000 to $124,999 100 (11.9)
$125,000 to $149,999 61 (7.3)
$150,000 or more 127 (15.1)
No response 20 (2.4)

Abbreviations used:

HCP: healthcare provider
NEA: National Eczema Association
PDA: patient decision aid
SDM: shared decision making
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HCP, the patient, the visit, and guidance. The highest
ratings within each domain were, ‘‘Having a health-
care provider I can trust’’ (3.7), ‘‘Having the comfort
to articulate what I want to say about my/my child’s
condition’’ (3.5), ‘‘Feeling like I am not rushed during
my visit’’ (3.2), and ‘‘Having my healthcare provider
be the one to suggest we have a discussion about
my/my child’s treatment options’’ (3.0). Overall,
respondents more often rated aspects about them-
selves and the HCP with higher levels of importance
to facilitating SDM, compared to aspects of the visit
or treatment guidance.

The factors with the lowest average ratings were,
having an HCP with the same race or ethnicity or a
HCP of the same gender (0.8 and 1.1, respectively)
followed by ‘‘Having a handout/guide to structure
the discussion’’ (2.1). Of respondents who rated HCP
race and ethnicity matching their own to be impor-
tant, 53/91 identified as Black (half of all Black
respondents), and of the respondents who rated
HCP gender matching their own to be important,
only 10/140 were men (6.1% of all male
respondents).

Table II shows the list of factors related to
facilitation of SDM and the proportion of respon-
dents who found the factor very important/abso-
lutely essential. The final 2 columns show the
proportion who felt this need is either met or not
met with their current eczema HCP. Many respon-
dents had their needs met for the aspects about their
HCPs that they considered most important for SDM:
trust, a provider who listens and values their input
(needs met by 87.6%, 80.4%, and 79.8%, respec-
tively). Many respondents also felt that their needs
were met for aspects about themselves pertaining to
health literacy and the ability and comfort to articu-
late what theywant to say to their HCP. Aspects of the
visit and guidance were less frequently rated as
important for SDM, but unmet needs in these areas
were prevalent and included: structured handouts to
guide the discussion, open-ended/multiple treat-
ment recommendations from the HCP, and informa-
tion about treatments before the appointment to
prepare (needs not met for 56.3%, 42.2%, and 49.8%
of respondents, respectively). For the 9 factors
deemed very important/absolutely essential by at
least 80% of respondents, the percentage of
respondents who indicated their needs were not
met ranged from 11.4% to 36.3%.
DISCUSSION
In this study, eczema patients and caregivers

identify factors about their HCPs, themselves, the
eczema care visit, and guidance that are important to
them in order to feel comfortable engaging in SDM.
Patients and caregivers most frequently cite the
importance of their own health literacy and commu-
nication skills as well as a trusted HCP who listens to
and values patient/caregiver input. Many respon-
dents indicated that their needs for these factors are
currently being met, although factors related to
guidance of SDM discussions and information about



Fig 1. Average importance ratings for factors important to facilitate SDM. Note the factors are
abbreviated from their original statements; original statements in Table II. SDM, Shared decision
making.
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treatment options may be lacking for those who find
them important.

Aspects about the provider
Eczema patients and caregivers overwhelmingly

prioritized HCPs who elicit trust, listen to their
perspectives, and value their input in order to
engage in SDM. While many patients felt that these
needs were met with their current HCP, there were
approximately 10% to 30% who had unmet needs in
these key areas. For example, while trust in HCP had
the highest average importance score, this need was
not met for about 12% of respondents. Trust in an
HCP has been shown to increase treatment adher-
ence, while strong patient-HCP relationships can
improve a medical practice’s success and decrease
communication errors that incur higher costs.22-28
A recent study of over 38,000 reviews of general
dermatology clinics concluded that a HCP’s person-
ality, empathy, and kindness may overcome other
issues that are out of their control.29 This is not
surprising, however, effective implementation of
SDM should also address and ameliorate HCP
compassion fatigue and burnout.30-32

Although the current study showed that few
eczema patients perceived that the race, ethnicity,
and gender of their HCP matching their own was
important for SDM, as many as half of Black re-
spondents did identify this as a key factor. Previous
work has demonstrated that race-concordant medi-
cal visits are longer, while patients in race-discordant
settings have lower satisfaction, lower ratings on
decision making questionnaire items, and are more
likely to perceive cultural differences with their



Table II. Factors associated with SDM and the proportion of respondents who felt that the need for this factor
was either met or not met at their most recent eczema consultation. A need was considered ‘‘met’’ if
respondents considered a factor ‘‘very important’’ or ‘‘absolutely essential,’’ and it was ‘‘usually’’ or ‘‘always
true’’ with their primary eczema HCP

Factor

Very important/absolutely

essential n

(% of total respondents)

Need met

n (%)

Need not

met n (%)

Aspects about the healthcare provider
Having a healthcare provider whom I can trust 818 (97.4) 717 (87.6) 101 (12.4)
Having a healthcare provider who listens to my perspectives
about certain treatments (including concerns I might have)

793 (94.4) 638 (80.4) 155 (19.6)

Having a healthcare provider value my input (based on my
experience with eczema as a patient/caregiver)

783 (93.2) 625 (79.8) 158 (20.2)

Having a healthcare provider who expresses genuine
concern about how I’m doing/my child is doing

759 (90.3) 578 (76.1) 181 (23.9)

Having a healthcare provider who asks about/is open to
discussing my/my child’s whole well-being (including
mental health)

689 (82.0) 437 (63.4) 252 (36.3)

Having a healthcare provider with the same gender as me 140 (16.7) 120 (85.7) 20 (14.3)
Having a healthcare provider with the same race/ethnicity as
me

91 (10.8) 47 (51.6) 44 (49.3)

Aspects about the patient
Having the ability to articulate what I want to say about my/
my child’s condition (In other words, knowing how to
express my/my child’s symptoms, thoughts and feelings)

781 (93.0) 692 (88.6) 89 (11.4)

Having the comfort to articulate what I want to say about
my/my child’s condition (In other words, having a safe
space to discuss all aspects of my/my child’s condition)

769 (91.5) 667 (86.7) 102 (13.3)

Being able to understand the medical terms or concepts
discussed during a visit

763 (90.8) 666 (87.3) 97 (12.7)

Aspects about the visit
Feeling like I am not rushed during my visit 726 (86.4) 497 (68.5) 229 (31.5)
Being in an office environment which makes me feel like I
can engage in a discussion

618 (73.6) 482 (78.0) 136 (22.0)

Having follow-up about my/my child’s treatment access (eg,
ability to purchase/obtain medication that was prescribed,
insurance coverage)

618 (73.6) 401 (64.9) 217 (35.1)

Having follow-up about my/my child’s treatment(s) or
management plan (eg, check-ins, discussions, additional
visits)

572 (68.1) 394 (68.9) 178 (31.1)

Having the ability to access my/my child’s healthcare pro-
vider outside the appointment (eg, by phone, email, online
portal)

572 (68.1) 411 (71.9) 161 (28.1)

Having an in-person visit (as opposed to a virtual visit by
video or phone)

484 (57.6) 435 (89.9) 49 (10.1)

Aspects about guidance
Having my healthcare provider be the one to suggest we
have a discussion about my/my child’s treatment options
(instead of having the healthcare provider immediately
choose the treatment for me without my input)

634 (75.5) 390 (61.5) 244 (38.5)

Having an open-ended or multiple recommendations from a
healthcare provider about the treatment(s) I/my child
could take

579 (68.9) 335 (57.8) 245 (42.2)

Having information about treatment options beforehand 498 (59.3) 250 (50.2) 248 (49.8)
Having one clear recommendation from a healthcare pro-
vider about the treatment(s) I/my child should take

452 (53.8) 347 (76.8) 105 (23.2)

Having a handout/guide to structure the discussion 288 (34.3) 126 (43.8) 162 (56.3)

HCP, Healthcare provider; SDM, shared decision making.
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HCP.33,34 This finding emphasizes the need for
diversity, equity, and inclusion efforts currently un-
dertaken by residency directors.35

Aspects about the patient
Patients and caregivers in this study did not feel

that the responsibility for the facilitation of SDM was
solely on the HCP. Approximately 92% of respon-
dents said that their own health literacy, ability to
articulate their experience, and the comfort to do so
were very important or absolutely essential to
facilitate SDM. Importantly, about 88% felt that these
factors were usually or always true for them with
their current eczema HCP. Previous work has
confirmed that patient knowledge leads to better
health outcomes36 and to increased confidence to
engage in SDM.20 However, it is imperative that this
perceived knowledge about eczema comes from
reputable sources rather than undirected online
searches. Providing patients with resources to read
between appointments or ‘referring’’ patients to
recognize patient advocacy organizations could
improve communication, save the patient time in
sourcing reputable information, and save the HCP
time during an appointment.

Aspects about the visit and guidance
One barrier often cited as prohibiting use of SDM

in routine clinical practice is the lack of time in
appointments, as the average time for a general
dermatology consultation is just 16.5 minutes.37 In
this study, patients reported it was important to not
feel rushed during their appointment (86.4%), and
yet, around one-third said this was an unmet need
with their current HCP. Previous studies have shown
that SDM in a dermatology encounter can effectively
occur before, during or after a visit, and can take as
little as 2 to 5 minutes, without adding overall time to
the time already spent in routine discussions of
treatment.38-41 In addition, time spent counseling
patients is now more easily reimbursable with 2021
revisions to medical coding. Another mechanism to
save time may be virtual visits, which can be
scheduled more frequently and may be less time
consuming for HCPs and patients. Virtual visits have
also been shown to reduce missed appointments in
dermatology, especially for non-White patients.42 In
our study, 42.4% of patients did not find in-person
visits to be important for SDM. HCPs could incorpo-
rate a balance of visit types, maintaining in-person
visits for times when either the HCP or patient feel
they may benefit from more substantial treatment
discussions.

Only a third of respondents in this study said that
having a handout to guide treatment discussions was
very important or essential to facilitating treatment
decisions. However, for those who did find it impor-
tant, 56.3% reported not having this need met with
their current HCP. Similarly, around half of respon-
dents did not have their needs met for receiving
information about treatment options before an
appointment. The low proportion of patients who
found a handout to be important might be because
many PDAs for atopic dermatitis are still in develop-
ment or because they have not seen one before.
Additionally, HCP training on the framing of conver-
sations around these PDAs e especially regarding
quantitative or risk-related information e is still
lacking.43 While PDAs and HCP training will take
time to validate and implement, HCPs can make use
of available evidence-based information from profes-
sional medical and patient advocacy organizations as
part of appointment discussion and follow-up mate-
rials. Additionally, some patients and HCPs may
prefer to structure certain SDM conversations over
several visits. Where possible, HCPs can aid SDM by
providing patients with information about treatment
options before an appointment.44-46

Lastly, a notable unmet need eczema patients and
caregivers reported was having an HCP initiate the
discussion about treatment options (39% unmet
need with current HCP for those who reported it
important/essential). This sentiment is supported by
previous patient-centered research.20 Patients who
feel equipped to discuss treatment options with a
doctor they trust may additionally require an open-
ing from the HCP to start the conversation.

Limitations
One limitation in this study is that a large propor-

tion of respondents (75%) were aware of the term
‘‘shared decision making’’ before this survey.
Patients and caregivers who receive information
from and engage with a patient advocacy organiza-
tion like NEA likely have higher levels of health
literacy, self-efficacy, and communication skills.
Consequently, the unmet needs reported in this
study probably underestimate the unmet needs of
the larger eczema community, especially regarding
health literacy and communication skills. An addi-
tional limitation is that study respondents were
American residents and predominantly female;
therefore, the results cannot be globally generalized.
Also, as respondents provided information related to
their current primary eczema HCP, these data may
not reflect previous SDM experiences or those with
secondary eczema HCPs.

In considering aspects about patients and HCPs
which can facilitate SDM, it is also crucial to consider
the structural confines of the healthcare experience,
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which were not addressed in this study. Patients face
barriers to seeing specialists, such as those caused by
geographic location, cost, insurance restrictions, and
lack of available appointments.47-49 HCPs face bar-
riers such as lack of training in SDM and both actual
and perceived lack of time during appointments.
These barriers are often largely outside the control of
either of these groups and merit additional study
related to facilitation of SDM.
CONCLUSION
SDM is often viewed as a single treatment decision

at 1 appointment, but this oversimplifies the dynamic
nature of a chronic disease like eczema, which may
require multiple treatment decisions over a patient’s
lifetime. While several patient and HCP factors
emerged as important to facilitate SDM, each of the
21 queried factors displayed the spectrum of respon-
dent responses, underscoring the potential hetero-
geneity of ‘‘good’’ SDM in eczema care from the
patient perspective and the need for further research.
Ideally, SDM results from an ongoing dialogue over
many visits between a trusted HCP and a patient with
health literacy and self-efficacy. Our study indicates
that successful SDM is more likely to be facilitated
when efforts to improve patient education and
empowerment are coupled with HCPs who initiate
treatment discussions, maintain compassion resil-
ience, and listen to and value patient perspectives.
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