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Scientific Advisory Board Terms of Reference

Terms of Reference

To provide independent scientific advice to the AT Society to support the

e Research priorities for the AT Society

e Progression of clinical trials and treatments for AT

e Funding of research proposals

e Significance of research developments in related fields for AT and ATM

and the development of novel research approaches

Quality and progress of research projects funded by the charity

e Best practice to review grant proposals

e Most appropriate mechanisms for attracting high quality research
proposals

e Promotion of research in the field of AT or ATM

e Promotion of international networking and resource availability for AT

How the Scientific Advisory Board operates

The Scientific Advisory Board (SAB) meets on an ad hoc basis but not less
than once a year. Board members are likely to be contacted in-between
meetings for specific advice. In addition, interim and final reports of projects
funded by the AT Society will require review by the Board or specific
members of the Board.

The quorum needed for committee meetings is three scientific members.

There is a three-year fixed term for SAB members followed by a
maximum three-year extension period. Members can be reinstated if
they have not been on the Board for three years.

AT Society staff members can attend meetings of the SAB to provide
information when relevant and relay discussions to the Board of
Trustees. They will not be involved in making funding decisions made
by the SAB on research proposals.

Committee members also agree to comply by the AT Society conflicts of
interest and confidentiality policies (see Annex 1 and 2).

Composition of Scientific Advisory Board

The SAB comprises independent scientists, clinicians and industry
representatives specialising in a range of research areas of relevance to AT
including Molecular Biology, Biochemistry, Immunology, Cancer Research,
Clinical Pharmacology, Physiology, Neuroscience, Neurology and Genetics.
The Board can also include lay representatives. Lay representatives may
have AT or be a family member or person close to someone with AT (or AT-
like disorder), or a non-specialist with interest in AT. See Annex 3 for a list of
current members.

Annex 1 — AT Society Confidentiality Policy in Research
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SAB

Members of the AT Society’s Scientific Advisory Board have agreed to
follow principles of confidentiality during Board meetings and in any
correspondence relating to Board meeting business. Members agree to not
disclose any confidential information with any third parties. Confidential
information would include information included in research grant
applications and progress reports, recommendations made to the Society
on research to fund, information provided by peer reviewers etc.

External referees

Maintaining confidentiality in the peer review process is important to the AT
Society. We believe, in line with good practice, that the best quality peer
review is obtained when the referees can comment candidly, in the
knowledge that their identity will only be disclosed to those directly involved
in the decision-making process and not to the applicants.

Applicants will be sent comments received from peer reviewers, as this is
particularly useful to applicants who have not been successful to help them
understand why they have not been recommended for funding and to
improve future applications and research.

However, the only information passed on is that provided by reviewers in a
section specifically marked as information to be passed to applicants. Any
additional confidential information provided by reviewers will not be
disclosed to applicants.

Annex 2 — The AT Society’s Conflicts of Interest Policy in Research

The AT Society believes that its Scientific Advisory Board should have a
significant number of non-beneficiaries in order to avoid potential bias (i.e.
researchers who are not in receipt of a grant or other support from the AT
Society). To achieve this, it also includes members of its Board who are not
directly working on AT research but in related or overlapping areas.

Members of the AT SAB have agreed to follow these guidelines to manage
potential conflicts of interest:

1. All members of the SAB are eligible for funding from the AT Society.
However, when an application from a SAB member is received, either as an
applicant, co-applicant or collaborator, they will need to be absent from the
meeting room while their application is being discussed. They will also not
be shown the reviewers’ reports on their application in advance of a
decision for funding. In cases where the decision regarding funding is not
clear-cut the individual must not be in a position to influence the decision on
competing applications and will therefore take no part in the discussion
about prioritising applications for funding.
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2. Board members are required to declare at the beginning of a meeting if they
have a conflict of interest with any agenda item. If there is a conflict of
interest the same criteria as described in point 2 would apply.

Examples of conflicts of interest to declare:

e If there is an application for discussion that is similar to one prepared or in
preparation by a Board member

e If the Board member is closely related to any applicant (e.g. spouse,
sibling, parent, etc.).

e If the Board member is a member of the same department/research group
as one of the applicants

e |f the Board member has a potential commercial interest

Procedure when a conflict of interest is declared:

e Strong conflict of interest (Board member is the applicant or co-applicant,
close relationship to an applicant): the person should leave the room and
not assist in the discussion of this project or ranking of projects

e Less strong conflict of interest (eg: Board member is in the same
department as applicant): not taking part of the discussion and ranking but
can stay in the room

Annex 3 Current members of Scientific Advisory Board

Prof. Rob Dineen (Chair)

Professor of neuroradiology

University of Nottingham, and Honorary Consultant Neuroradiologist at
Nottingham University Hospitals NHS Trust.

UK

Dr Nienke van Os Nienke
Neurologist & Paediatric Neurologist
Radboud University Medical Centre
Netherlands

Dr Ramsay Bowden

Consultant Clinical Geneticist at the UK national adult AT clinic, Royal
Papworth Hospital, and researcher at the University of Cambridge.
UK

Dr Svetlana Khorenkova

Non-Clinical Lecturer in Women’s Cancer
University College London

UK

Dr Rita Horvath

Professor of Neurogenetics and Honorary Consultant in Neurology
University of Cambridge

UK



Updated 2026

Prof. Jessica Downs

Deputy Head of Division of Cell and Molecular Biology and Professor of
Epigenetics and Genome Stability

Institute of Cancer Research in London.

UK

Dr Winnie Ip

Consultant Immunologist

Great Ormond Street Hospital for Children
London

UK

Erik Thomassen (lay member)
Parent to a child with AOA1, and Research & Innovation Development
Manager at the University of Leeds.

In attendance:

Prof. Penny Jeggo

Emeritus Prof in molecular biology

Genome Damage and Stability Centre, University of Sussex.
Scientific Advisor and Trustee of the AT Society.

Dr Julie Greenfield,
Director of Research at Ataxia UK and Research Coordinator for the AT
Society
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