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Abstract

Nowadays it is common that a center specialized in a disease or type of 
diseases achieves an accreditation if they work according to the standards 
developed by the field. We developed an accreditation program for Duchenne 
muscular dystrophy specifically focussing on the care. We often hear the 
comment that centers state they are already accredited by a different 
organization. In this commentary we like to elucidate that there is a difference 
between all these accreditations. It depends on what the center wants when it 
applies for a specific type of accreditation.

Introduction
Recently we published an article on our Accredited Duchenne 

Centers Program: “Development of the accredited Duchenne 
centers program, a global program to achieve uniform and up-to-
date care for all people living with Duchenne muscular dystrophy”1. 
This program was started by the World Duchenne Organization, a 
worldwide patient organization with more than 50 international 
member organizations. The goal of the program is to have uniform 
and up to date care available worldwide. Duchenne muscular 
dystrophy, an X-linked genetic disorder, can be found worldwide 
with an incidence of 19.8 (95% CI:16.6-23.6) per 100,000 male 
births2. Also females can be affected however in a lesser incidence. 
The disorder leads to loss of almost all skeletal muscle, pulmonal 
and cardiac muscle functions. The treatment of Duchenne muscular 
dystrophy is symptomatic as there is no cure as of yet. It is proven 
that good care can prolong life expectancy3. For Duchenne muscular 
dystrophy worldwide accepted standards of care and consensus 
statements are available4,5,6,7,8. This is the base for the Accredited 
Duchenne Centers Program, as criteria on every aspect of care can 
be formulated and are therefore applicable worldwide. The program 
also looks at collaboration of the applying centers with peripheral 
centers in their region for shared care. In the program centers are 
visited and recommendations are formulated for each individual 
center to improve care and obtain accreditation or to refine care if 
the center is directly accredited.

Is another visitation necessary? We often hear that there are 
already so many visitations for all kinds of accreditation processes, 
and another one is too much or not necessary as “we are already 
accredited by another organization”. In this comment we like to 
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elucidate the differences between other accreditation 
processes and the Accredited Duchenne Centers Program. 
As an example we will use the European Reference 
Networks (ERN) accreditation, specifically the ERN EURO-
NMD (NeuroMuscular Diseases) network9. This network 
aims at uniting “Europe’s leading experts to provide 
patients with access to specialist care through virtual and 
in-person consultations. The network aims to reduce time 
to diagnosis, improve diagnostic yield and increase access 
to appropriate care pathways.” As you can read, care is 
mentioned in their aims. Both programs screen for care. 
However, even though the two programs may look similar 
and centers often don’t feel the need to apply for both, 
there are significant differences between ERN EURO-NMD 
and ADC Program.

In the next paragraph we would like to explain the 
difference between both programs, what can help to 
explain if another visitation could be helpful.

Comparison of Accreditation Programs
There are a number of differences between the ERN 

EURO-NMD program and the Accredited Duchenne Care 
(ADC) program:

ERN is a European organization, with European 
formulated criteria, while ADC is a worldwide program 
with criteria that are applicable worldwide. In formulating 
the ADC criteria it has been taken into account that health 
systems are different between countries as are insurances.

ERN status is granted based on paper documentation. 
To become an ERN center one has to fill in the hospital 
characteristics including diagnostic facilities, number of 
patients per specific diagnosis, and a team profile. It is also 
requested to fill in publications (research). The ADC program 
focuses on the criteria formulated based on the international 
standards of care and consensus statements. Next to pre-
visitation questionnaires, which is the first screening to a 
possible accreditation status, a visitation team does live visits 
to the facility and talks to all the team members and to patients 
and their families to hear and see how they are working.

In the process of application to become an ERN member 
the opinion of the patients concerning this center is not 
evaluated. The ADC program involves patients and patient 
organizations several times. Before a visitation to a center 
is planned it is asked to send a letter of support of their 
national patient organization. Before the planned visitation 
the patient organization is asked to send a questionnaire 
based on the given care to their members, who are seen 
in the applying center. During the visitation the committee 
also speaks with patients and their families (without the 
presence of the health care providers).

The ERN application process is not specifically on one 
disease, ADC program focuses on Duchenne muscular 

dystrophy which offers a more precise look into the care 
system and enables the committee to provide very specific 
comments and suggestions based on global experience the 
program gathers. The ADC program even looks at pediatric 
and adult teams/centers with different criteria.

ERN asks for yearly updates of the reported hospital 
characteristics and number of patients in the different 
neuromuscular diseases. The ADC program accreditation 
is for 5 years. Next to this it is obliged to stay up-to-date 
by following the Duchenne Care Conferences organized by 
the World Duchenne Organization on all kinds of topics to 
update knowledge in care.

Conclusion
In conclusion although care is in both organizations an 

aim, it is evaluated differently. Knowing whether a center 
has all the necessary team members does not mean the 
team is working according to the guidelines. If you want to 
see whether your center works up to date and according to 
the standards of care an evaluation at the site, talking to all 
the team members gives accreditation a specific guarantee 
for the center and for the patients and their families.

ERN is a virtual network. Their focus is on networks 
for experts (clinical and research) on rare diseases, where 
clinicians can find peers to discuss difficult diagnostic 
or therapeutic cases and researchers can discuss their 
programs. The ADC program has as yet not a network of 
accredited centers, although we hope to establish this in 
the future and collaboration is encouraged. The names of 
the accredited centers can be found on the ADC website 
and the website of the World Duchenne Organization.

A live visitation with both professionals and patients 
and their families gives a very good impression of how 
things work in a center. The patient questionnaires before 
the visitation can endorse the impression. If there are 
specific points for attention according to the outcomes of 
the questionnaires these can be discussed with the team of 
the center. Although the ADC program focuses on care, in a 
center that participated in clinical trials the experiences of 
the families can be helpful to get an impression of a team. 
Communication is a central part of the application and 
evaluation within the ADC program.

In our experience both parties, the visitation team and 
the team of the center, can learn from each other. To function 
within the health system of their country we have seen many 
bright solutions by the teams to achieve their goals. We can 
pass good practices as recommendations for other centers.

All the teams we have visited so far give as feedback 
that they have learned from the visitation to improve their 
care. And as it is a worldwide program, the ADC program 
allows a center to be compared in their care for persons 
with Duchenne muscular dystrophy to centers in other 
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countries. All accredited centers are mentioned on the ADC 
website, thus peer consultation is possible.

Education is yearly done by the World Duchenne 
Organization and as more centers become accredited a 
network for consultation is growing.

There are many programs available for centers around 
the world for accreditation or certification, think of JCI10 or 
IHI11. But the focus of these programs can be quite different. 
For example JCI focuses on the procedures in a center, 
while IHI focuses more on the individual professionals 
and via this on health equity, the latter could coincide with 
the ADC program but is not a team evaluation. The ADC 
program focuses on whether the criteria of the guidelines 
and consensus statements are fulfilled, not on how they are 
achieved, and not on specific procedures in a center. This is 
therefore a distinction from the JCI accreditation.

Thus, as an overall conclusion to the question “are all 
these visitations and accreditations necessary?” the answer 
is: it depends on what you want to achieve.
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