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International Society for Gastrointestinal Hereditary Tumours Incorporated
Agenda

A COUNCIL MEETING will be held on
Saturday18th June 2016
10:00 to 16:00
The Board Room, The Wellington Hospital, London NW8 9LE

Professor Maurizio Genuardi - Chairman

1. Apologies
2. Minutes of last meeting

a. Business arising
3. Administration matters

a. Membership - Jackie Hawkins

b. Accounts - Kay Neale

c. Transfer of funds to savings account - Sue Clark

d. Governance Committee process and reporting - Sue Clark

e. Location of Biennial meetings - Sue Clark

f. Council place for young member - Sue Clark

g. InSiGHT dinner - Sue Clark
4. Secretary’s Report - Finlay Macrae
5. 2015 Biennial Meeting in Sao Paulo update - Benedito Rossi
6. 2017 Biennial Meeting in Florence - Maurizio Genuardi
7. Endorsement - Sue Clark

a. what it means

b. the process to obtain it

c. liability
8. Relationships with regional groups - Maurizio Genuardi
9. Website - Sue Clark
10.InSiGHT variant databases - Finlay Macrae
11. Notification of CGA meeting to members - James Church

12. Any other business

13. Date and venue of next meeting

Saturday 25th February 2017 — The Board Room, The Wellington Hospital, London NW8 9LE.
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Minutes of the Council Meeting held 18t June 2016
at
The Wellington Hospital, London

Present:

Maurizio Genuardi (Chairman), Gabriel Capella, James Church, Sue Clark, Ian
Frayling, Jackie Hawkins, Patrick Lynch, Finlay Macrae, Kay Neale, Benedito Rossi
Allan Spigelman, Luigi Ricciardiello (in attendance as co-host of Florence meeting)

Before the start of the meeting Professor Genuardi acknowledged the generosity of HCA
International in providing the facilities and refreshments for the meeting.

Sue Clark explained that she was recording the meeting to facilitate minuting, and
that the recordings would be destroyed once the minutes had been agreed at the next
Council meeting. All present agreed that this was acceptable.

1. Apologies
Nicoline Hoogerbrugge, Susan Parry, Tom Weber.

2. Minutes of last meeting

Minutes of the last meeting had been distributed prior to the meeting. Approval was
proposed by Allan Spigelman and seconded by James Church. They were unanimously
accepted as an accurate record and were signed by Maurizio Genuardi.

i. Business arising
Certificates of Honorary Life Membership for Terri Berk, Takeo Iwama and Heikki

Jarvinen (whose address has been confirmed) have been printed and signed by
Benedito Rossi.

Ian Frayling reported that the curator of the Science Museum responsible for a
potential exhibit on Lynch Syndrome is due to visit his unit in the near future.

3. Administration matters

i. Membership

Jackie Hawkins reported that there had been 182 fully paid up members in the
2015/2016 membership period. A chart detailing the breakdown of membership by
country and MD status was circulated; 126 members are MD’s. It is planned that
invoices will be sent out in November 2016 for subscription renewals for the period
January 2017 — December 2018.

There was a discussion of ‘organisational’ membership of InSiGHT. Particular issues
were the possibility of commercial organisation members, the position of staff of those
institutions in terms of costs and benefits (including protection and voting rights). It
was agreed to continue this discussion at the next Council meeting. Ian Frayling
agreed to prepare a paper to guide this discussion.
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An increase in membership subscriptions to £75.00 per year for MD’s and £40.00 per
year for non MD’s was proposed by James Church, seconded by Allan Spigelman and
unanimously approved by Council.

ii. Accounts

Kay Neale distributed the income and expenditure figures for InSiGHT from September
2014 to August 2015 and the signed accounts for the year ending August 2015. The
balance in the InSiGHT bank account is currently £31,117.73.

iii. Transfer of funds to savings account

Sue Clark explained that the poor interest rates available and significant bank charges
mean that opening a savings account at this time would not be advantageous. This will
be revisited if interest rates rise. This had been discussed with the InSiGHT
accountant, who agreed.

iv. Governance Committee process and reporting

Sue Clark explained that Trustees are ultimately responsible for the activities of
InSiGHT, including the Variant Interpretation Committee (VIC) and curation of the
variant database.

She also clarified that the protection afforded by InSiGHT membership comprises
liability limited to £1 and restricted to non-criminal activity. Quotes had previously
sought for insurance to cover legal costs, but were prohibitively expensive.

It was agreed that the details of the SOPs, membership criteria and governance of the
VIC (including Terms of Reference of the Governance Committee) be placed on the new
website, as well as stored with InSiGHT Council documents, and there will be a brief
update at each Council meeting to document that they are being properly implemented
and remain appropriate. Finlay Macrae agreed to develop further and forward the
SOPs and terms of reference relating to the database, to the Secretariat.

v. Location of Biennial meetings

Traditionally it has been the responsibility of the Chair to host the Biennial Scientific
Meeting. After considerable discussion it was agreed that it was possible in accordance
with the current Articles for the meeting to be hosted by an individual who was not an
elected Council member (but would be co-opted onto Council). It was suggested that it
may be beneficial in terms of long term strategy to separate the roles of meeting host
and Chair. If a meeting host either did not wish to or could not chair Council, an
alternative Chair could be selected from within Council (as with the other officers).
This was proposed by Gabriel Capella, seconded by Ian Frayling, and unanimously
agreed

vi. Council place for young member

It was previously suggested that a place on Council should be reserved for a young,
upcoming member of InSiGHT. Council members should be elected by the
membership but Council has the ability to co-opt if necessary. It was agreed that
Gabriel Capella and Luigi Ricciardiello would convene a group of ‘young members’
(under 40) at the meeting in Florence, with the aim of establishing such a group and
identifying a representative who could be supported financially to attend Council. This
should be advertised on the website, and Sue Clark agreed to attend.

vii.InSiGHT Council dinner
There was a discussion about whether the Council dinner (traditionally attended by

Council members and accompanying partners and paid for by InSiGHT) should be
used as a networking opportunity.

It was agreed that the Council dinner should remain a completely social event for

Council members and accompanying partners, but that opportunities for networking
(such as a drinks reception in London before one of these dinners, or organised

2

Action
Jackie Hawkins

Sue Clark
Maurizio Genuardi
Jackie Hawkins
Finlay Macrae

Gabriel Capella
Sue Clark



elsewhere by any Council member) should be explored (proposed by Allan Spigelman,
seconded by James Church, agreed unanimously).

4. Secretary’'s Report

The Secretary’s report was circulated by Finlay Macrae to all Council members prior to
the meeting.

He reported that Falil Bin Alwi is planning a regional meeting in Malaysia in 2020,
which may include the regular ‘Familial Aspects of Cancer’ meeting usually held in
New South Wales, Australia every August. It is hoped that this will act as a catalyst for
development of an Asia-Pacific group of InSIGHT, and that the meeting will be
endorsed/badged by InSiGHT. It was suggested that Falil Bin Alwi be encouraged to
stand for InSiGHT Council.

5. 2015 Biennial Meeting in Sao Paulo update

Benedito Rossi distributed a final report from the 2015 biennial meeting in Sao Paulo.
An account of income and expenditure and an evaluation of the meeting by delegates
was included. A final loss of RS 24,500, (7,000 USD) was reported. This has been
covered by the Hospital Sirio Libanes. Final balances were calculated in USS using the
exchange rate in August 2015 (USS 1 = RS 3.5). It was acknowledged that a 75%
devaluation of the Brazilian R$ between the initial budget and financial closure was
the main cause of the deficit.

Council congratulated Benedito Rossi on hosting such a successful meeting, and on
minimising the financial losses despite a challenging economic climate. The support of
the Hospital Sirio Libanes was also gratefully acknowledged.

Benedito Rossi agreed to write a short review of the meeting, highlighting the short and
long term benefits to the region, for the new website,

6. 2017 Biennial Meeting in Florence

Luigi Ricciardiello and Maurizio Genuardi told Council that the meeting website is
about to be launched, and registration will open in September/October. The call for
abstracts is likely to open in October and will close on 15 January 2017, to allow
sufficient time for marking before the next Council meeting.

The venues for the welcome reception and gala dinner have been identified (though
both can hold only limited numbers). It was agreed that the gala dinner would not be
included in the basic registration fee, because of limitation on numbers, and because
of difficulties with reimbursement from some institutions.

The organisation of the scientific programme is underway, being led by Maurizio
Genuardi, Marco Vitellaro and Luigi Ricciardiello. They proposed that the meeting
would be entirely plenary, with fewer named keynote lectures than previously.
Sessions on novel techniques in endoscopy and genetics and on the immune system in
hereditary GI cancer are being planned. James Church requested that there be a
session on clinical problems and a mix of clinical and basic science.

Posters will be in paper form.

There will be a joint meeting of Council with CGA as a follow-up to a similar meeting in
Brazil. It is hoped that a similar meeting with the organisers of the European
Hereditary Tumour Group (EHTG)/Mallorca Group will also take place.

A satellite pre-meeting postgraduate course on inherited GI cancer organized jointly
with ESDO (European Society of Digestive Oncology) and ESGE (European Society of
Gastrointestinal Endoscopy), under the umbrella of UEG (United European
Gastroenterology), is planned for July 5t 2017. Funding has been sought from the
UEG educational Committee. The EHTG is also planning a satellite meeting the day
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before to discuss European collaborative research projects.

Representatives of the HVP Globin Group are keen to meet with VIC to share expertise
in methodology of data basing DNA variant information.

There was discussion about inclusion of patient advocacy groups. Maurizio Genuardi
felt that the scientific meeting should not be changed, and that any sessions aimed at
patients or patient groups should be separate. From previous experience Council was
concerned that the main scientific meeting would not meet the needs of patients, and
that their input would distract from the core purpose of the meeting. A separate short
session, perhaps on the Saturday afternoon to make use of speakers, was suggested.

There was strong expression of support for patient advocacy groups, and there clearly
is a need for patient information. It was suggested that such groups could be
publicised on the InSiGHT website, and that Council could facilitate creation of such
groups by enabling communication with key individuals in existing groups and
assisting in identifying suitable faculty for local meetings.

It was agreed that the meeting would be publicised at the forthcoming CGA meeting,
and that promotional slides would be made available to Council members.

7. Endorsement

A few requests for ‘endorsement’ have been received in the past, and some agreed on
an ad hoc basis (e.g. the CAPP 3 study at the last Council meeting). It was agreed that
a process for application and approval is needed, together with clarification of what
endorsement by InSiGHT means, what advantages it confers and what InSiGHT should
expect in return. Endorsement could cover meetings, regional groups, research
projects, variant management software, commercial companies, guide lines.

Sue Clark agreed to draft a document including all of these aspects for further
discussion.

8. Relationships with regional groups

Maurizio Genuardi led a discussion on relationships with regional groups. CGA is a
group distinct from InSiGHT, as is the Mallorca Group / EHTG. These clearly serve a
local need for annual meetings and regional coalescence of research collaborations. It
was suggested that regular Council level meetings with these groups would be valuable
(and are proposed to take place in Florence).

It was suggested that there be a presentation on InSiGHT at CGA, and the meeting in
Florence be publicised there.

James Church agreed to find out how many members of CGA are also members of
InSiGHT.

The successful launch of the EHTG was welcomed, but concern was expressed that the
group may be positioning themselves as a global group.

Finlay Macrae suggested that Susan Parry, he, and the interested parties in Malaysia
would work towards the proposed regional meeting in Malaysia in 2020 acting as a
catalyst for formation of a regional subgroup - either as part of InSiGHT or
independently.

The important role of InSiGHT in developing groups and meetings in areas without a
current focus of activity (eg Malaysia) was discussed. There is no formal structure in
the current Articles to support regional groups, but this has been considered
previously, and informal groupings were identified (Finlay Macrae and Susan Parry in
the Asia-Pacific area, Gabriela Moeslein in Europe, Benedito Rossi in South America
and James Church in North America). It was agreed that further consideration was
needed on how regional groups could be represented on Council. The mechanism of
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endorsement being developed may have an important role, and Memoranda of
Understanding between InSiGHT and groups such as CGA and EHTG might lead on
from that.

9. Website

Sue Clark showed Council the design mock-ups of the new website. The developers are
aiming to launch the site in 6 - 8 weeks time.

As part of the design process a new logo has been designed. Council agreed that they
like the logo. It will be available to use on letterheads and publicity materials.

Council agreed that Sue Clark continue the process, and request assistance from
members with providing content as needed. Council also agreed to review the website
once it is up and running and feed suggestions and comments back to Sue Clark.

It was agreed that a Twitter account would be set up for the Florence meeting, and
perhaps be continued afterwards by the ‘young members’ group.

Council thanked Sue Clark for her efforts which have produced excellent results so far.

10.InSiGHT variant databases
Finlay Macrae had circulated his report prior to the meeting.

He reported that Pal Moller is preparing for his retirement and is keen to hand on the
management of the Prospective Lynch Syndrome database (focussed on collecting
prospective data on penetrance). EHTG have expressed interest in running it, and are
already closely involved. Finlay Macrae asked Council whether InSiGHT should
consider taking this on, although there are resource implications. Gabriel Capella
explained that Pal Moller’s retirement is not imminent. It was suggested there should
be an overview provided at the Florence meeting, and that a request to appoint an
InSiGHT Council member to the steering committee should be made. Finlay Macrae
agreed to write to Pal Moller with these requests.

Finlay Macrae reported that a commercial arrangement (called BRCAShare) has been
set up between US diagnostic labs Quest and Labcorp and a French consortium for
variant interpretation. The diagnostic labs are making a substantial financial
contribution, and access to the data will apparently be open. He suggested that a
similar arrangement (LynchShare) between Quest and Labcorp and the InSiGHT VIC is
a possibility, and asked for Council’s approval to pursue this possibility. This proposal
was seconded by Allan Spigelman and was unanimously agreed, but open disclosure of
variant assignment should be non-negotiable.

HVP focussed to haemoglobinopathies and BRCA, but are now casting their net wider.
Finlay Macrae proposed that Council requests HVP to give consideration that genes
predisposing to predisposition to GI cancer (other than MMR genes) be considered as
part of their new priorities. This was seconded by Ian Frayling and unanimously
agreed. Finlay Macrae will write to John Burn (as current chair of HVP) regarding this.

11.Notification of CGA meeting to members
It was agreed that the forthcoming CGA meeting would be advertised via a link on the
InSiGHT website and advertised to the membership by e-mail.

12.Any other business

The unprecedented non-attendance of three Council members was noted. Council were
reminded that there is a requirement to attend, and that all Council members have
competing priorities, which must be weighed against this requirement. This issue will
be discussed again if Council members do not attend without exceptional reasons. Sue
Clark agreed to convey this to the absent members, and all agreed.
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James Church suggested formation of a small subcommittee to consider production or
updating of clinical guidelines. James Church

13.Date and venue of next meeting
Saturday 25% February 2017 - The Board Room, The Wellington Hospital, London
NWS8 9LE.

TBC July 2017 Florence, Italy.
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