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In shared decision making (SDM) patients and physi-
cians make treatment decisions together based on the
best available evidence and the values and preferences
of patients. SDM is very suitable for use in dermatolo-
gical practice, but is infrequently applied by dermato-
logists. To support the application of SDM in dermato-
logy we developed Decision Cards: 1-page overviews
of possible treatment options, for use during a patient-
physician consultation. Decision Cards provide answers
to patients’ most frequently asked questions, based
on (inter)national guidelines, Summary of Product
Characteristics, relevant literature, and clinical exper-
tise. Three evidence-based Decision Cards were deve-
loped: 1 for biologicals or apremilast in psoriasis, and
2 for atopic eczema (1 for topical, photo- or systemic
therapy, and 1 for systemic therapy only). More cards
for psoriasis are currently in development. Patients,
dermatologists and researchers collaborated in the de-
velopment of the Decision Cards. This paper shares the
framework used for the development of the Decision
Cards, in order to support others in the development
process.
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hared decision making (SDM) can be defined as an
approach in which physicians and patients share
the best available evidence when faced with the task of
making decisions, in order to choose the therapy that
best suits a patient’s values, preferences and needs (1).
Tan et al. (2) and Anstey & Edwards (3) wrote articles
advocating more integration of SDM in dermatology.
Many skin diseases have multiple treatment options, usu-
ally without a single best treatment. The best treatment
depends on disease aspects (e.g. extent and location of the
lesions), patient aspects (e.g. comorbidity, co-medication
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SIGNIFICANCE

In shared decision making, patients and doctors share the
best available evidence to find a treatment that best suits
the patients’ values and preferences. This process improves
patients’ knowledge and the likelihood of patients making
decisions that are more congruent with their values, doctor-
patient communication, and satisfaction with the treatment
decision/decision making process. This paper describes the
development of 3 Decision Cards to support this process:
one for biologicals or apremilast in psoriasis, one for topical,
photo- or systemic therapy in atopic eczema, and one for
systemic therapy in atopic eczema. A framework that others
can use to develop Decision Cards is presented.

and physical and emotional burden of the disease), and
patient preferences (e.g. the frequency and route of ad-
ministration, number of needed hospital visits or the need
for controls). These aspects can vary between patients
and in the same patient over time. Such preference-sen-
sitive treatment decisions are most suitable for SDM (4).

Three steps have been proposed to apply SDM during
a consultation: (7) acknowledge that a treatment decision
has to be made and explore what role the patient wants
in this decision making process, (if) compare treatment
options and discuss the benefits and harms of these op-
tions, (ii7) make a treatment decision that best suits the
patient’s expectations, needs and lifestyle, guided by the
experience of the healthcare team (5).

Patient decision aids (PDAs) are tools to support
patients in the decision-making process, by providing
information about treatment options and helping patients
to identify their values. Encounter decision aids (EDAs)
are PDAs developed for use during a consultation (6, 7).

The use of a decision aid improves patients’ knowledge
and the likelihood of patients making decisions more
congruent with their values (8). It improves doctor—
patient communication and satisfaction with the treat-
ment decision and decision-making process, compared
with usual care (8). Use of a decision aid may enhance
treatment compliance, although studies report different
outcomes on this subject (8).
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The challenge in the development of decision aids is
to provide scientifically correct information, which is
helpful and understandable for patients. They are there-
fore preferably developed according to an established
format. We developed Decision Cards; 1-page EDAs with
an overview of different treatment options based on the
questions most frequently asked by patients. They are
similar to Option Grids, which have been designed and
studied extensively by Glynn Elwyn’s group (9-12), and
make the treatment options easy to discuss because they
are standardized and visually displayed (13). Decision
Cards are preferably read by patients and physicians
together (although patients can also take them home, as
long as they engage in the decision making process), and
support the discussion of individual patient’s values and
preferences, which are therefore only partly incorporated
on the cards (9, 14).

To date, no Option Grids or Decision Cards are avail-
able in Dutch for any dermatological diseases, nor are
such tools available in English for atopic eczema (AE).
Since Decision Cards are designed for patients, it is
important that they are available in the native language
of a patient, and suitable for daily practice in a specific
country.

It was decided to develop Decision Cards for psoriasis
and AE, since treatment decisions for these disecases are
preference-sensitive, many treatment options are avail-
able for these diseases, and because psoriasis and AE are
common, hence many patients could benefit. This paper
describes the framework used to develop the Decision
Cards. This framework can be used as an example for the
development of EDAs for other dermatological diseases.

MATERIALS AND METHODS

For the development of the Decision Cards a previously establi-
shed framework was used, in which a clear order of consecutive
steps was provided (Fig. 1) (15). This framework complies with
the Dutch Protocol for the development of decision aids with
guidelines (16), and was developed by the Knowledge Institute of
the Dutch Association of Medical Specialists and the Netherlands

Patients Federation. Both have been initiators for the development
of Decision Cards for multiple diseases. The format was inspired
by that of the Dartmouth Institute for Option Grids (not published).
The development and usage of Option Grids have been investiga-
ted for many years, but its trademark restrains the development of
Option Grids by other researchers (9-12).

During the first phase, 2 project groups were formed; 1 for
the development of a psoriasis Decision Card and 1 for the AE
Decision Cards. Both project groups consisted of dermatologists
affiliated with the Dutch National Society for Dermatology
and Venereology (NVDYV), patients, patient representatives of
the national dermatology patient association (Skin Patients the
Netherlands and Association for People with Atopic Dermatitis),
researchers and project advisors experienced in the development
of Decision Cards.

A Decision Card contains a maximum of 6 treatments due to the
limited amount of space available (1 side of standard size A4 paper)
(13). The project groups therefore defined a specific treatment
category (e.g. systemic or topical therapies) and patient group (e.g.
adults or children) per Decision Card. The project group selected
treatment categories for which the need for more information on
the treatment decision was most needed. Only treatments currently
captured by the Dutch national guidelines were eligible.

In the 2" phase, an invitation was sent via email to a cohort of
patients with psoriasis and patients with AE. Of those who were
willing to participate in the project, a selection was made for
participation in a focus group, with the aim of recruiting a group
of equal distribution in terms of age, sex, residence, education
level and expertise with multiple treatments. Three focus groups,
comprising 5 patients with psoriasis, 8 with AE for the first AE
Decision Card, and 4 with AE for the 2™ AE Decision Card
composed a list of important questions regarding the treatments.

Next, the project group added more questions based on their
clinical expertise. An online survey with the complete list of
questions was then sent to all psoriasis and AE patients in the
cohort, members of the national patient societies, and a link to the
survey was placed on the patient societies’ websites. In this survey,
patients were asked to judge the questions in 2 different ways:

* by rating the questions with a number from 1-10 (with 10 being
the most important);

* by ranking the questions from most important to least important.
If a question was ranked most important by a patient it received
1 point, the 2™ question received 0.5 points, the 3™ 0.33, the
4% (.25, and the 5™ 0.2 points. After the 5 question no points
were awarded. The total number of points was then calculated
for each question. Questions with the highest score were overall
ranked as most important.
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Fig. 1. Summary of the framework used for the development of a Decision Card. *Dutch National Society for Dermatology and Venereology
and patient societies Skin patients the Netherlands and Dutch Association for People with Atopic Dermatitis. **According to the Common European

Framework of Reference for Languages.
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In the 3™ phase, a maximum of 6 most
important questions were selected based
on the patient surveys. If questions did not
tered in clinical practice according to the
dermatologists, attempts were then made
to merge them with other, already included,
questions. In order to formulate answers to
these questions, evidence from (inter)natio-
nal guidelines (from the Netherlands (17,
18), the UK (19), the USA (20, 21) and the
European Dermatology Forum (22, 23)) and
summary of product characteristics (SmPC)
texts were used. In case of discrepancies
between guidelines, the national guideline
was followed. If the consulted guidelines

make this cut-off, but were often encoun-
did not provide the answers, recent sys-

AAERY

tematic reviews, meta-analyses and other
(preferably randomized controlled) studies

were consulted. Only if necessary, answers
were based on expert opinions. Appendices
were created containing a summary of the
available and consulted literature and the ra-
tionale as to why certain information was or
was not selected to be used for the answers
on the Decision Cards (24-26).

In order to make the Decision Cards as
accessible as possible to all patient groups

Léisejiwaade 1o o160joiq e :siseliosd 219A3S 0} 9}BIIPON,, :pPAe) UOISIdAQ 'I d|qeL

the language used on the Decision Cards
was adapted to B1 level according to the
Common European Framework of Refe-
rence for Languages (27). After finalizing

the first draft of the Decision Cards, mem-
societies for psoriasis and AE were invited

bers of the NVDV and the Dutch patient
to give feedback (4" phase). In addition to
the original framework, the Association
Innovative Medicines (the industry associa-
tion for the Dutch branches of innovative
pharmaceutical companies) was invited to
provide feedback. The suggestions received
for modifications were then re-evaluated by
the project group and, only if considered ne-
cessary, the answers on the Decision Cards
were adjusted. The reasons for or against
implementing the suggestions were collec-
ted and summarized in the appendix of the
corresponding Decision Card. After this last
step the Decision Cards were finalized and
sent out to the NVDV and patient societies

Ad

©
e
(&}
<

The Decision Cards were linked to the
national guidelines so that any updates to
the guidelines will be followed by an update

Finally, the Decision Cards were published
of the Decision Cards.

for approval and authorization (5" phase).
online at https://consultkaart.nl.

The project group for the psoriasis
Decision Card comprised 1 derma-
tologist, 1 dermatology researcher, 2
patient representatives and 1 project
advisor. The project group for the

RESULTS

Acta Derm Venereol 2020



ActaDV

ActaDV

4/8 F. M. Vermeulen et al.

2 AE Decision Cards comprised 2 dermatologists, 1
dermatology researcher, 3 patient representatives and 1
project advisor.

Three Decision Cards were developed (see Tables I—
III). For psoriasis, 1 card was developed for biologics
or apremilast in psoriasis vulgaris, as this is the most
frequently encountered treatment decision in our (third-
line) hospital. For AE 2 cards were developed: one for
systemic medication in AE (AE I) and one for different
types of treatment in AE (topical, phototherapy or syste-
mic therapy, AE II). All 3 Decision Cards were designed
for adult patients.

In February and March 2017, online surveys with the
proposed questions for the psoriasis and AE I Decision
Cards were carried out. The survey for Decision Card AE
II followed in August and September 2017. Thirty-four
patients with psoriasis, 76 (AE I) and 60 (AE II) patients
with AE completed the surveys. The characteristics of the
patients are described in Table IV. The most important
questions, including the mean rating score (0—10) and

weighted ranking, are described per survey in Tables
SI-SIIT!.
For psoriasis the selected questions were:

* What does this treatment entail? Route and frequency of ad-
ministration, hospital visits and blood tests were incorporated.

» What is the effect of the treatment? We showed: (i) the percent-
age of patients achieving a good effect, defined as Psoriasis Area
and Severity Index (PASI) 75 (75% improvement of the PAST)
after 3—4 months; (i7) the time until onset of action (TOA) (28),
defined as the time until 25% of patients achieve PASI 75; and
(iif) drug survival after 3 years.

* What are the most common side-effects that occur in 10 or
more of 100 patients (=10%)? The very frequent side-effects,
according to the SmPC texts, were added. After extensive
discussions in the project group, risk of depression and sleep
loss in apremilast were also added, since these are mentioned
explicitly in the SmPC text.

o Will this treatment affect my other disorders or medication?
Since psoriatic arthritis (PsA) is relatively common in patients
with severe psoriasis, the effect of the drugs on PsA was added
(17). Furthermore, diseases which are related and more common
in patients with psoriasis (inflammatory bowel disease, multiple

*https://doi.org/10.2340/00015555-3614

sclerosis and systemic lupus erythematosus), and diseases that
make a clear distinction in the preference for certain drugs, such
as heart failure, were discussed.

Table II. Decision Card: “Atopic eczema: treatment options for systemic drugs in adults. (AE I)”

Ciclosporin

Azathioprine

Methotrexate

Mycophenolate,
mycophenolic acid

Prednisone

What does this
treatment entail?

What is the effect
on my signs and
symptoms? And
how quickly do they
improve?

What are the very
frequent side-effects
that occur in 10 or
more of 100 patients
(210%)?

Which disorders may
worsen when you use
this drug?

When should you not
use this drug?

*Two pills are taken a
day; before, during or
after a meal.

e This drug can be used
for 1-2 years, and
sometimes longer.

*Good effect on the signs
and symptoms.

¢ Good effect on itch.

*The signs and symptoms
reduce within 2-6
weeks.

e Increased blood fats
(such as cholesterol)

e Tremors

e Headache

e High blood pressure

* Excessive hair growth on
the face/body

e Impaired kidney function

e Impaired kidney function

* Disorders of the liver

¢ High blood pressure

*Gout

e Are you pregnant or do
you want to become
pregnant? Then only
use this drug under
strict supervision of your
doctor.

¢ Are you breastfeeding?
Then do not use this
drug.

*Two pills are taken a
day; 1 hour before or
3 hours after a meal.

*This drug can be
used for 1 year, some
people use it for
several years.

*Moderate effect on the
signs and symptoms.

*Moderate effect on
itch.

*The signs and
symptoms reduce
within a few weeks to
a few months.

e Shortage of white
blood cells due to
impaired bone marrow
function

e Impaired liver function

¢ Impaired bone marrow
function

¢ Pancreatitis

* Gout

e Are you pregnant, do
you want to become
pregnant, or are you
breastfeeding? Or do
you want to become
a father? Then do not
use this drug.

¢ One pill or self-applied injection
is taken a week; 1 hour before or
1.5 to 2 hours after a meal.

e This drug can be used for more
than 5 years.

¢ Moderate effect on the signs and
symptoms.

¢ Moderate effect on itch.

e The signs and symptoms reduce
within a few to 10 weeks.

e Decreased appetite
e Nausea, vomiting, stomach ache

e Inflammation and ulceration of the

mucous membranes of the mouth
and throat

e Stomach and oesophagus
complaints

e Impaired liver function

e Disorders of the liver or kidney

o Impaired bone marrow function

¢ Poor lung function or lung fibrosis
(scarring of lung tissue)

e Immune disorders

¢ Gastric ulcer

e Gout

e Are you pregnant, do you want
to become pregnant, or are you
breastfeeding? Or do you want to
become a father? Then do not use
this drug.

*Two pills are taken a
day; before, during or
after a meal.

e Some people use this
drug for several years.

¢ Moderate effect on the
signs and symptoms.

* Probably a moderate
effect on itch.

*The signs and
symptoms reduce
within a few weeks to a
few months.

*Blood poisoning

e Shortage of white
blood cells

e Shortage of platelets

* Anaemia

*Nausea, vomiting,
stomach ache,
diarrhoea

*Gout

o Limit your alcohol
consumption to a
minimum.

e Are you pregnant, do
you want to become
pregnant, or are you
breastfeeding? Or do
you want to become a
father?

*Then do not use this
drug.

*One pill is taken a day;
before or during a meal.

o It is not recommended
to use this drug for a
long time. In severe and
acute flares you can take
this drug for 2-3 weeks.

e \ery good effect on the
signs and symptoms.

e \ery good effect on itch.
e The signs and symptoms
reduce within 1 day to a

few days.

eThere are many
“frequent” side-effects
(in 1-10 of 100 patients
(1-10%) such as
disturbed blood sugar
levels, mood swings and
fluid retention.

¢ Gastric or duodenal ulcer
e Diabetes

¢ High blood pressure

* Osteoporosis

¢ Mental disorders

e Are you pregnant or do
you want to become
pregnant? Then only
use this drug under
strict supervision of your
doctor.

¢ Are you breastfeeding?
Then do not use this
drug.

Have you been diagnosed with atopic eczema? This Decision Card can support you and your doctor when discussing treatment options for systemic drugs. It is based on
the Dutch guideline Atopic eczema 2014. Systemic dugs are drugs that work throughout the whole body. All drugs suppress the inflammatory response and/or suppress
the immune system, which improves your eczema. These drugs may increase the risk of infections and cancer. During treatment, live vaccines should be avoided. Are
you deciding between a treatment with an ointment or cream, phototherapy or a systemic treatment? Then please use the Decision Card "Atopic Eczema: treatment

options in adults”.

www.medicaljournals.se/acta
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e What are the very frequent side-effects that occur
in 10 or more of 100 patients (=10%)? The very

frequent side-effects according to the SmPC text
were reported.

e When should you not use this drug? Advice for
patients wishing to have children, breastfeeding,
and alcohol use were discussed.

frequency of the drug and the possible duration of
treatment were added. For topical corticosteroids
it was mentioned that the strength of the drug, the

severity of AE, frequency and location of applica-

tion all influence treatment duration.
were added as influential factors for corticosteroids,

and strength only for calcineurin inhibitors.
e What are the most important side-effects that

e What does this treatment entail? The route and
e What does this treatment entail? The route and
applied. Strength, frequency and type of ointment
can occur? For topical corticosteroids, coal tar
and phototherapy, no very frequent side-effects
are known. Therefore, the Dutch guideline was
followed for the most important side-effects for
these therapies.

e What can I no longer do with this treatment? Are
you pregnant, do you want to become pregnant
or are you breastfeeding? SmPC texts were used
for these questions, as well as information about
the treatments acquired from the pharmaceutical
companies. If no information was available, expert
opinions were incorporated.

In chronic illnesses, such as psoriasis and
AE, itis especially important for patients to
adopt a more active role in decision making,
as, throughout the course of the disease,
multiple treatment decisions need to be
made (3, 29). The need for decision aids
in dermatology, and especially short and
feasible decision aids for busy clinicians,
was previously indicated by Tan et al. (2),
and is also highlighted by research that has

frequency of administration, need to take the drugs
with or without a meal, and the possible duration

of treatment were incorporated.
clinical signs and itch, the project group had to take

multiple different treatment effects into considera-
e What is the chance that signs (such as redness

and scaling) and itch decrease? The same 4-point
ordinal scale as used in the AE I Decision Card was

drug? The absolute contra-indications derived from

e Which disorders may worsen when you use this
the Dutch guideline were added (18).

o What will be the effect on my signs and symptoms?
And how quickly will they improve? Due to severe
heterogeneity in the study, reported outcomes on
tion. After careful comparison the project group
categorized the treatment effects in a 4-point ordinal
scale, ranging from no effect to very good effect.

For AE I the questions were:
For AE II the questions were:

DISCUSSION
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Table IV. Characteristics of the patients participating in the surveys

Atopic Eczema Atopic
I - systemic Eczema II -
Psoriasis treatment any treatment

n (%) n (%) n (%)

Participants 34 76 60
Men 13 (38) 14 (18) 14 (24)
Age

<18 years 0 2(3) 1(2)

18-30 years 1(3) 4 (5) 3(5)

31-50 years 9 (27) 19 (25) 16 (27)

51-70 years 24 (70) 47 (62) 34 (56)

>70 years 0 4 (5) 6 (10)
Disease duration >5 years 32(95) 67(88) 52 (86)
Diagnosed with nail psoriasis 20 (59) NA NA
Diagnosed with psoriatic arthritis 21 (62) NA NA
Highest level of education

Higher education ISCED 6-8 11(32) 11 (14) Unknown

Secondary education ISCED 3-5 9 (27) 30 (38) Unknown

Lower education ISCED 0-2 14 (18) 14 (19) Unknown

NA: not applicable; ISCED: International Standard Classification of Education.

shown time-constraints are one of the most important
perceived barriers for physicians for the application of
SDM (30). Decision Cards are compact tools and provide
the most important information to make comparisons at
a glance, which is sometimes all that is needed to make
a decision (1-3, 13). We therefore believe that Decision
Cards are useful support tools to improve SDM in the
dermatological setting, and are optimistic that they
will find their way into daily practice. We hope that, by
sharing our experience, others will be able to develop
Decision Cards to further enhance SDM.

Two other EDAs for dermatological diseases could be
found. One EDA for psoriasis was presented in the British
Association of Dermatologists (BAD) guidelines for
biologic therapy for psoriasis 2017 (19). The treatments
discussed in this EDA are slightly different, since ix-
ekizumab was discussed and apremilast was not. Also,
more and slightly different questions are answered: start
dosages are not discussed; effectiveness is registered as
PASI 90 instead of PASI 75; drug survival after one year
instead of 3 years is mentioned; and side-effects causing
cessation of the treatment or admission to hospital due
to infection are provided. Another EDA was found for
actinic keratosis, but no development methods were
reported (31).

Strengths and limitations

The Decision Cards provided in this study were based
on the previously described framework (15), which was
based on the format of the Dartmouth Institute, and has
been used previously for many Decision Cards. Since
the Knowledge Institute successfully developed multi-
ple Decision Cards, expertise from their advisors was
beneficial for the development of our cards. Because the
questions on the Decision Cards were defined by patients
as most important, they provide relevant information for
patients when facing a treatment decision. Data used to

www.medicaljournals.se/acta

answer these questions were derived from (inter)national
guidelines, systematic reviews, international SmPC texts
and, if necessary, primary research and clinical exper-
tise. Relevant stakeholders, affiliated to dermatological,
pharmaceutical and patient organizations, were involved
(either in the development phase or in the review phase),
which creates a good support base for the implementation
and use of the Decision Cards. To provide transparency,
for each Decision Card an appendix was made in which
the quality of evidence of the consulted literature can
be found. Because the cards are linked to the national
guidelines, updates of the guidelines will guarantee up-
dates of the Decision Cards. Since the Decision Cards
are in Dutch and the language was adapted to the Bl
level according to the Common European Framework
of Reference for Languages, the Decision Cards will be
useful for many psoriasis and AE patients in the Nether-
lands. For the purpose of this article, English versions
of the Decision Cards are provided, which are loosely
translated from the Dutch Decision Cards.

A few limitations need to be mentioned. Due to the
limited space on a Decision Card only a selection of
questions, treatments and information could be included.
Also, sufficient evidence was not available to answer the
questions properly for all treatment options. Since this
might influence the treatment decision, it was mentioned
on the Decision Cards whenever applicable. As the sur-
veys for the most important questions were dispersed via
a link on the websites of patient societies, response rates
cannot be calculated. In both psoriasis and AE research
many different outcome measures are used (32—34). Due
to this heterogeneity it is difficult to compare evidence.
Future studies should preferably report core outcomes
(35). To promote high-quality control criteria for PDAs,
the International Patient Decision Aids Standards (IP-
DAS) criteria were developed (36). Unfortunately, these
criteria are not yet suitable for EDAs due to their compact
size, but it is hoped that they will be applicable in the
near future (14). Lastly, since the Dutch treatment guide-
lines were leading in the development of these Decision
Cards, not all available treatments were discussed, and
the answers provided on the Decision Cards can differ
from other guidelines. Physicians from other countries
are advised to check whether these decision cards are
suitable for their country. There is a need to update the
Decision Cards regularly in the future with the best avai-
lable evidence. In order to do so, it might be favourable to
base Decision Cards on living, international guidelines in
the future, and adapt them to the availability of therapies
in each specific country. If living, international guidelines
do not become available in the near future, the Decision
Cards should be updated with every guideline update,
as currently agreed.
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Future perspective

It is hoped that more Decision Cards will be developed,
especially for topical, photo and systemic therapies in
psoriasis, and eventually also for the (newer) biologics in
both psoriasis and AE. In addition, the impact of Decision
Cards on SDM in clinical practice should be evaluated. It
might be helpful to develop EDAs that present informa-
tion more graphically rather than textually.

To fully benefit from decision aids it is important
that they are properly implemented. This will require a
change in clinical routine and more attention for SDM
during a consultation (5). Although some physicians
feel SDM takes up too much time, SDM might also save
time in the long run, through better compliance, better
outcomes and selecting the correct treatment the first
time a treatment-decision needs to be made (8). Decision
Cards should not replace the conversation between the
patient and physician, and physicians should provide
patients with extra information if the decision card is not
entirely suitable to their personal situation. Furthermore,
in order to properly inform patients and enhance SDM
correctly, the quality of decision aids is of importance.
There is therefore a need to harmonize the development
of decision aids, including EDAs. For this reason, we
have started a collaboration with multiple other derma-
tology departments in the Netherlands, in order to reduce
duplication of effort and resource expenditure, and we
encourage others to do the same.
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