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European Alliance for Newborn Screening
in Spinal Muscular Atrophy

CHARTER
1. About SMA Europe
SMA Europe is an organisation that brings together 20 patient and research organisations focused on
spinal muscular atrophy (SMA) from 19 countries across Europe. Our aims are:
•
•
•
•

To improve the quality of life of people who live with SMA,
To accelerate translational research pathways in SMA,
To bring effective therapies to patients in a timely and sustainable way
To encourage optimal patient care.

The registered address of SMA Europe is: Im Moos 4, 79112 Freiburg, Germany. Its secretariat Address
is located at 3 Glebe Fold, Chipping Campden, Gloucestershire, GL55 6JP, United Kingdom.
2. Shared Vision
All member organisations of SMA Europe share the following vision:
•
•
•
•
•

Recognise that spinal muscular atrophy is a life-limiting disorder that in its natural course leads
to a severe deterioration of the quality of life
Accept the global scientific consensus that early pharmacological treatment of spinal muscular
atrophy leads to better outcomes
Remain convinced that every neonate in Europe should be screened for spinal muscular
atrophy through a routine newborn screening programme
Are determined to ensure that the best medical and psychosocial care is available to everyone
upon a diagnosis of spinal muscular atrophy
Believe that a wide collaboration is necessary in order to bring about a sustainable change in
healthcare,

3. The European Alliance for SMA Newborn Screening
In order to bring about this vision, SMA Europe establishes the European Alliance for SMA Newborn
Screening to bring together all the stakeholders who share the above Vision and are willing work
together towards making it a reality.
The overarching objective of this cooperation is to decrease the time it takes for a child born with
spinal muscular atrophy to be diagnosed, and to assist patient advocacy groups in their efforts to
accelerate the identification of such children, given that early diagnosis and treatment of spinal
muscular atrophy leads to better outcomes.
In order to achieve its aim, the Alliance will undertake a variety of activities, including but not limited
to producing a White Paper on SMA newborn screening. The activities of the Alliance will be developed
as the work progresses and will always be based on science and aimed at ensuring the best interest
of the patient.
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4. Membership
Any party that has a legal representation in Europe and a justified interest in the aforementioned aims
may become a member of the SMA Europe NBS Alliance, contingent on an approval granted by SMA
Europe.
In particular, members may include patient organisations, learned societies, academic institutions,
academic networks, public and private health insurance providers, public bodies, not-for-profit
organisations active in the field of healthcare or patient support, and pharmaceutical and medical
technology companies.
The current list of Alliance members is disclosed on its website.
A member can resign from the Alliance at any time.
Map of the Alliance (for illustrative purposes)

5. Guiding principles
The Alliance carries out activities in accordance with the following principles:
1. This cooperation is entirely unrelated to any treatments, drugs or products intended to be
used by spinal muscular atrophy patients or their caregivers.
2. Members are expected to uphold the highest ethical standards and should immediately
disclose any conflicts of interest that may arise.
3. Members work in the spirit of trust and mutual respect to ensure credibility, transparency and
the independence both of SMA Europe and of each Member. This includes in particular
respectful communication with all other Members including in case of disagreements.
4. Nothing that has been produced by the Alliance may be released, published, or shared outside
the Alliance without the expressed prior consent of the Steering Committee.
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5. In all materials produced by the Alliance, respect for the personal dignity of people living with
SMA and their families will be the highest principle.
6. Members’ rights and obligations
All Members will:
1.
2.
3.
4.

Receive regular updates and meeting minutes from all Alliance Steering Committee Meetings
Comment on action plan and suggest academic steering committee members to SMA Europe
Be named in the Acknowledgements section of the Whitepaper and other publications
Have their logo on a dedicated page on SMA Europe detailing the Alliance project and
providing links to major deliverables such as the Whitepaper
5. With prior written approval of SMA Europe (email suffices), the member can disclose their
involvement in the Alliance on their own website, press release, or social media
Restricted topics
Commercially sensitive topics -including any discussion, understanding or agreement, between
competitors or the exchange of confidential commercially sensitive information- are out of scope of
the Alliance activities and cannot be discussed by its Members. Alliance activities will be carried out
in a way designed to ensure that the Alliance and its Members avoid engaging in or facilitating any
discussion or activity which might violate the competition laws of the European Union.
7. Governance
7.1. Steering Committee
The governing body of the SMA Europe NBS Alliance is the Steering Committee, which is composed
of between 5 to 7 members, including a chairperson.
The members of the Steering Committee are appointed by SMA Europe. In identifying Steering
Committee members, SMA Europe will strive to ensure a balance between the representatives of the
patient community and the representatives of the academic, medical and research communities.
The role of the Steering Committee includes but is not limited to:
•
•
•
•
•
•
•
•
•
•

To prepare and adopt an annual plan of activities
To ensure adherence to pre-agreed timelines
To prepare and manage the Alliance’s budget
To seek financial contributions and report on them
To ensure that the Alliance’s functions in accordance with its founding principles
To ensure that all Members are able to participate in the Alliance’s activities on an equal
footing
To oversee the work of the Secretariat directly or through nominated person(s)
To report to SMA Europe on the Alliance’s activities,
To advise SMA Europe on advocacy and any actions related to the scope, content and
dissemination of any materials produced and actions related to newborn screening in SMA
To identify and recommend to SMA Europe new members of the Alliance
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The Steering Committee meets as needed but not less frequently than once every two months at a
place and time as convenient to the majority of participants. Meetings can take place in person or via
telecommunication means.
7.2. Chairperson of the Steering Committee
The chairperson or – in case of his/her unavailability the alternate – reserves a veto right against all
decisions of the Steering Committee. The veto can be overridden only by a vote of the Board of SMA
Europe.
The chairperson or the alternate may also postpone a decision until the opinion of the Board of
Directors of SMA Europe is obtained. Under no circumstances will SMA Europe be overruled by the
other members of the Steering Committee.
7.3. Secretariat
The Secretariat of the Alliance provides day-to-day technical and administrative support to the
operations of the Alliance, including but not limited to:
•
•
•
•
•

Support of the organisation of Steering Committee meetings
Following up of the Alliance’s budget and expenses
Support in the preparation of an annual action plan and its corresponding budget
Identification of funding sources and preparation of necessary funding-related documents
Co-ordination of the development and circulation of documents concerning the Alliance and
its goals, including presentations, flyers, position papers, and audio-video materials as may be
required

In its work, the Secretariat liaises closely with the Steering Committee, directly or through nominated
person(s).
The Secretariat services are commissioned by SMA Europe from a qualified third party. The Steering
Committee may also agree to receive part or all of the Secretariat services from one or more of the
Alliance Members, provided such an arrangement does not jeopardise the Alliance’s neutrality.
7.4. External experts
The Alliance’s activities may necessitate the engagement of external experts. The experts can be
invited either by SMA Europe at its sole discretion or by any other Alliance Member subject to a prior
agreement of the Steering Committee. The experts will be bound by the requirements of
confidentiality and disclosure of the conflict of interest.
8. Funding
The work of the SMA Europe NBS Alliance is jointly funded by Alliance’s Members.
Each Member pledges the type and value of contribution it intends to contribute during both the
current and the subsequent budget year. The pledges are renewed before the start of the next budget
year. The pledges have to be fulfilled without delay.
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The Steering Committee drafts and approves the budget for each financial year and communicates to
Members the necessary level of contributions. The Steering Committee may request a reduction of a
Member’s contribution should it deem it necessary to safeguard the neutrality of the Alliance.
All contributions received by the Alliance will be disclosed on the Alliance’s website and may be listed
in printed materials.
9. Leaving the Alliance
A Member can leave the Alliance at any time by notifying all other Alliance members. The departure
does not affect any financial commitments to the Alliance entered into by the Member prior to the
said notification.
10. Publication and Intellectual Property Rights
Members agree that any data, documents and other materials that is conceived , made, or developed
by the SMA NBS Alliance will be the exclusive property of SMA Europe.
Any materials or publications produced by the SMA NBS Alliance are released by SMA Europe at a time
they deem appropriate.
SMA Europe retains publishing rights .
Members of the Alliance will be given the opportunity to comment on any planned publication within
6 weeks after they have been provided with the draft manuscript. However, it is on SMA Europe’s sole
discretion to what extend – if at all – those comments will be considered.
11. Transitional provisions
To enable the establishment of the Alliance and a prompt start of its operations, SMA Europe makes
the following decisions in its discretion:
1. The Secretariat will be operated by Admedicum Business for Patients GmbH & Co KG of
Industriestraße 171, 50999 Cologne, Germany
2. Marie-Christine Ouillade, SMA Europe representative, will act as the Chair of the Steering
Committee
3. The initial activities will focus on the development and publication of a whitepaper on
newborn screening in spinal muscular atrophy in accordance with a specification provided
separately
4. SMA Europe will provide seed funding for the Alliance in cash and in kind
12. Charter
Any changes or modifications of this Charter can only be performed by SMA Europe acting on its own
initiative or upon a recommendation of the Steering Committee.
13. Dissolution
The Alliance will continue until all of its goals have been achieved, unless SMA Europe decides on its
dissolution.
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