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Memo ASA Funding Plan
‘Funding Grants & The cooperation between ASA Members (project-
funding) and Scientific Advisory Board’

l. Introduction

This memorandum provides for an overview of the cooperation between organizations who
— by signing the annexes to this memorandum and making (any amount of) funds available
for the joint funding of research projects — will participate in this alliance. It contains both a
general overview of the structure as well as a more detailed description of the most
important elements thereof.

Please note that the cooperation primarily focuses on the cooperation between AS-
organizations, but other non-AS-organizations can join the alliance as well when all parties
agree. Furthermore please note that per country only one (1) parent AS-organization may
join the cooperation unless agreed differently.

Il. Goals
With respect to the goals set in relation to the envisaged cooperation, a distinction can be
made between the goals for the near future and the goals for a later stage. Hereafter these

short and long term goals will be described separately.

II.LA  Short term goals

For the short term our cooperation the mutual goals are:

e the joint funding of current research projects;

e setting-up a biennial meeting of the scientific advisory board (see below), combined
with a biennial meeting with other scientists in related areas of expertise, as a new
view on Angelman Syndrome may lead to promising new insights and projects;

e creating a steady base for cooperation between the organizations and setting-up a
biennial meeting for the ASA Members.

II.B Long term goals

For the long term the mutual goals would be:
e the joint funding of new research projects worldwide;
e setting-up a network of multiple scientists and AS-organizations in order to be
eligible for funding by (for instance) the European Union.

lll.  General overview of the envisaged structure

¢ In brief, the envisaged structure can be described as a project-based legal entity on
funding research projects on Angelman Syndrome.
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As the available funds of the participating AS-organizations may vary from time to time, the
envisaged cooperation will be kept flexible by:

e having the ability to join the cooperation per individual call (with a financial threshold
(minimum contribution of EUR 5,000)), on the understanding that a contribution in
cash must be made in order to participate in relation to the call; and

e creating a call stating a maximum amount of the available funds, but without the
obligation to award this complete amount.

In order to receive funds researchers have to apply by means of a two-step-application-
process. The first step is to send in a two-pager with a general overview of the envisaged
project, the required funds, etc. These two-pagers will be assessed by our scientific
advisory board on the basis of ‘cornerstones’, to be determined by the scientific advisory
board. After the aforementioned assessment, the scientific advisory board will invite their
choice of applicants to send in a more detailed overview of the envisaged project in order
to determine which projects are eligible for funding. Finally, the participating ASA-members
will decide which projects they will fund.

The progress of the funded projects will be monitored by means of (among others) regular
reporting, in order to assure the funds are used in a valuable and sensible way.

The cooperation will take place by means of a special legal entity, created for this purpose,
and we felt that in the light of global recognisability the cooperation of the participating AS-
organizations should take place under one name, being the “Angelman Syndrome
Alliance”.

ASA is governed by the articles of association as written in our ‘Deed of Incorporation’.
This is attached as annex 0.

The ASA has a Board and within ASA, the Nina Foundation will fulfil a coordinating role
and help the Board as much as possible.

IV. Overview of the structure in more detail

IV.A Composition and role of the scientific advisory board

Within our cooperation a scientific advisory board will be seated, consisting of - in principle
- three to five members. The members of the scientific advisory board of the Angelman
Syndrome Alliance is listed in the overview which is attached as annex 1.

The scientific advisory board will have the following tasks:

e advice the ASA members on organisation, research and therapy;

e act as first point of communication for scientists and advise ASA in case ASA
Members are contacted by pharmaceutical industry;

e establishing cornerstones which serve as a standard for determining to what extent
research projects are eligible for funding and discuss those cornerstones with the
ASA Board;
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e propose invitations to researchers and universities in related areas of expertise to
apply for an ASA grant;

e assessing the applications for funding of research projects;

e creating a ranking of research projects which are eligible for funding;

e monitoring and evaluating research projects which have been awarded a grant;

e setting-up a biennial meeting of the scientific advisory board, which should
preferably take place during the international meeting of all participating AS-
organizations;

e sending invitations to researchers in related areas of expertise for a brainstorm
session to stimulate new ideas and cooperation between them, during the
abovementioned meeting;

When performing their duties, the members of the scientific advisory board could have
conflicting interests, for instance if their universities (or related persons / co-researchers)
would apply for funding of research projects or if they would have to monitor and evaluate
the projects for which a grant was awarded. The scientific advisory board decided that — if
in relation to a member of the scientific advisory board a conflict of interest would arise —
the relevant member will not take part in the deliberations, decision-making process and
assessment of/by the scientific advisory board in relation to the relevant topic. Furthermore
they decided that members of the scientific advisory board cannot apply for an ASA grant.
The scientific advisory board is entitled to draw-up more detailed regulations in this
respect, which will be added to this memorandum as an annex thereto.

IV.B Type of projects eligible for funding

Our cooperation on funding of research projects would at first be focused on current
research projects. Nevertheless, we agree on the value of following not only the paved
roads and that in the future also projects addressing new ideas and concepts should be
eligible for funding.

Apart from actual research, the joint funding could also concern the awarding of travel
grants, enabling scientists in related areas of expertise to attend (at invitation of the
scientific advisory board), the biennial meeting of the scientific advisory board and
discuss/find new innovative and promising new research projects (see IV.C). In this
respect it might be good to create a budget for costs like the granting of travel grants.

IV.C Steps prior to the application period

Prior to setting-up a call and opening the application period for said call, several steps will
need to be taken by the scientific advisory board and ASA members participating in said
call.

The scientific advisory board will have the following two tasks in this respect:
e drawing-up a (detailed) list of cornerstones for that particular grant, reflecting the

main areas of interest in respect to Angelman Syndrome, which will serve as a
standard for determining which applications are eligible for funding;
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e inviting researchers in related areas of expertise for the biennial meeting of the
scientific advisory board in order to exchange thoughts and find innovative and
promising new research projects.

The main task of the participating parent organizations will be to determine the maximum
amount of funds they (wish to) have available for that particular call. This amount should
be a reasonable estimate of the funds the ASA Members have or will have available by the
time the grant(s) is/are awarded. Please note that this does not mean that the full amount
will actually be awarded in case of one or more grants. Whether or not the full available
amount will be awarded, will depend on the number of research projects which are
awarded a grant and the total amount of the funds required for the relevant projects. In
order to ascertain the commitment of the participating AS-organizations in relation to the
specific call, an overview will be drawn-up (per call) on the basis of which each
participating AS-organization will be obliged (towards the other participating AS-
organizations and the relevant party to which a grant is awarded) to make her part of the
funds available before the grants are awarded (see IV.D, final paragraph). In other words,
the amount of available funds determined by the participating AS-organizations will serve
as an advance payment. This overview shall be attached to this memorandum as annex 2.

After the participating AS-organizations decided to which project(s) the grant(s) will be
awarded, the participating AS-organizations could start raising funds with reference to the
specific projects which have been awarded a grant. To this end, the general terms and
conditions concerning a call will include a provision on the basis of which — by sending in
an application — an applicant gives its consent in respect of the participating AS-
organizations using his research project for fundraising activities as per the moment the
relevant applicant is awarded a grant.

IV.D Steps during the application period

The application will start by setting-up a call for funding of research projects. This call -
which preferably should be drawn-up by the scientific advisory board and checked
(marginally) by the participating AS-organizations - should contain (among others) the
following information:

the maximum amount of the available funds;

the aforementioned cornerstones;

the duration of the application period;

the requirements concerning the application (such as the length and contents of the
application);

e a brief explanation of the two-step-application-process (see below).

As mentioned above, the application process can be divided into two separate stages. In
the first stage researchers may apply with respect to the call by sending in a brief
application (maximum of two pages) concerning the general set-up of the project as well
as the specific aims, the required funding and an overview of the researchers that would
be involved in the specific project. For the purpose of application by scientists, the website
of the Angelman Syndrome Alliance shall contain a specific application area, where they
will also be able to see the standard research funding agreement. When applying, the
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applicants will have to agree upfront with the standard research funding agreement (by
checking the box in the application area).

After this first application period has lapsed, the scientific advisory board will determine on
the basis of (among others) the aforementioned cornerstones if one or more applicants are
invited to send in a more detailed application, in which they elaborate on the details of the
envisaged research project. By the end of this second application period, the scientific
advisory board will advise which of the (more detailed) applications is eligible for funding
by the participating AS-organizations and what - from the perspective of the scientific
advisory board - would be the preferred ranking.

On the basis of this second assessment and ranking by the scientific advisory board, the
participating AS-organizations can decide which project or projects they wish to fund. This
decision will be made by a majority of the votes cast by the participating AS-organizations,
on the understanding that all parent organizations will have an equal number of votes
(regardless of their contribution in the available funds for that specific call). Preferably this
decision should be made in person during the biennial meeting of all ASA Members, but —
if necessary — the decision could also be made by e-mail or telephone / online conference.
In case of the latter, the voting will take place a week after the ranking is presented by the
scientific advisory board, so all participating AS-organizations have the opportunity to
internally discuss the ranking. The participating AS-organizations will send a joint email to
the scientific advisory board stating which project(s) will be funded. The scientific advisory
board will inform the applicants about the outcome of the voting.

IV.E Steps after awarding a grant

In order to make sure the abovementioned conditions are met, payment of the awarded
funds will take place in instalments.

The number of instalments of ASA will depend on the amount which has been made
available for the call by the relevant AS-organization. The following sliding scale will be
applied in order to determine the number of instalments:

Amount made available for call (in EUR) | Number of instalments

5,000 1

5,000 — 20,000 lto2

> 20,000 2103
IV.F Leqal

After the grant is awarded and the actual funds have to be distributed (if necessary, in
instalments), the legal obligations of the participating parent organizations towards the
ASA and researchers concerned will have to be laid down in an agreement with ASA.

IV.G Summary of steps
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In relation to the project-funding process, the following steps will have to be taken (per

call):

1. Determination by the AS-organizations of the amount of funds they have available for
joint funding of research projects

2.  Setting up a call

3.  First stage of application period: application by sending in two-pagers

4. Assessment of two-pagers by the scientific advisory board

5. Second stage of application period: on the basis of the aforementioned assessment
the scientific advisory board invites one or more applications to send in a more
detailed application

6. Assessment of the more detailed applications by the scientific advisory board and
drawing-up a ranking of the applications which are eligible for funding

7.  Decision of participating AS-organizations which of the ranked research projects are
awarded a grant

For each call a separate time line will be drawn-up in step 2. This time line shall be
attached to this memorandum as annex 4.

VI. Project based cooperation

As the Angelman Syndrome Alliance is a project-based cooperation between AS-
organizations, the composition of the Angelman Syndrome Alliance may vary per call, as
no AS-organization is obliged to participate in each call.

Per call the AS-organizations participating in that call will be listed in an overview showing
their names and the respective amounts they make available for said call. Each
participating AS-organization will have to sign this overview, in order to confirm their
commitment to participate in said call and to make the relevant funds available. This
overview is included in annex 2.

VIl. Associated AS-organizations

AS-organizations which cannot participate in a call of the Alliance Syndrome Alliance due
to the fact that they cannot make enough funds (i.e. the minimum amount of EUR 5,000)
available, may join the Angelman Syndrome Alliance as an associated AS-organization, if
the participating AS-organizations so agree (by majority vote). As such, associated AS-
organizations may attend and address the meetings of the participating AS-organizations,
but without having the right to vote. The participating AS-organizations have determined
that the associated AS-organization has to meet the following requirements in order to be
associated to the Angelman Syndrome Alliance. The associated organization has to
communicate positively about the goals of the Angelman Syndrome Alliance, must make a
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noticeable effort to collect funds to join the next call and it is a desideratum that they inform
the ASA and the scientific advisory board of the most prominent researchers in their

country.

A list of associated AS-organizations is attached as annex 5.
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Annex 1 — Composition of the scientific advisory board
Currently, the scientific advisory board consists of:
- Dr. Harald Sitte (University of Vienna);

- Dr. Martin Scheffner (University Konstanz); and
- Dr. Hanoch Kaphzan (University of Haifa).
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Annex 2 — Overview of participating AS-organizations as ASA Members

Participating AS-organization

Nina Foundation - Nederland

AFSA France

ASSER- UK

PWAYV Nederland

Angelman Syndroom Belgié

Angelman Syndrome Ireland

ORSA ltaly

Angelman Sydrome Foundation Portugal

Angelman Japan

Angelman Verein Deutschland

Angelman Syndrome Foundation Israel

Angelman Syndroma Espagna

Angelman Verein Austria
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Annex 3 — Standard research funding agreement
See attachment
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Annex 4 — Timeline for grant calls
See attachment
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Annex 5 - Overview of associated AS-organization

1. Argentinian AS-organization
2. Hungarian AS-organization
3. Hong Kong AS-organization



