SpecialisedHealthcareAlliance

FOR EVERYONE WITH RARE AND COMPLEX CONDITIONS

MEETING OF THE SPECIALISED HEALTHCARE ALLIANCE, TUESDAY 9 OCTOBER
(11.00 — 14.00) IN COMMITTEE ROOM G, THE HOUSE OF LORDS

Present:

Lord Sharkey — Chair

Baroness Wheeler — Vice-Chair
Baroness Chisholm - Vice-Chair

Chris Sotirelis - Patient representative for thalassaemia
Nigel Nicholls - BioMarin Pharmaceutical
Constantinos Skinitis - Novartis

Tony Mathieson - Niemann-Pick UK

Andy Barrick - MSA Trust

Jack Doughty - MS Society

Dan Burden - Spinal Injuries Association

Mia Ayers - Actelion

Hassan Abu-Bakir - Fight for Sight

Roger Brown - Waldenstrom's Macroglobulinemia UK
Jack Doughty - MS Society

Fiona Loud - Kidney Care UK

Christopher Hicks - National AIDS Trust

Andrea West - The Dystonia Society

Sue Farrington - Scleroderma & Raynaud's UK
Samantha Barber - Batten Disease Family Association
Dan Betts - CSL Behring

David Bickers - Douglas Bader Foundation

Richard Maughan - Pfizer

Simon Butler - Anthony Nolan

Paul Farthing - The Children’s Trust

Paul Pambakian - Shire

Secretariat:

Bill Morgan — SHCA Secretariat

Ed McIntosh — SHCA Secretariat
Elizabeth Beck — SHCA Secretariat
Maddy Farnworth — SHCA Secretariat
Henry Poust — SHCA Secretariat
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1. GUEST SPEAKER

Reported: as per notes on agenda.

2. APOLOGIES

e Maria Piggin — PNH Support

e Brian Gunson - Liver4life

e David Ryner - Chronic Myeloid Leukaemia Support Group
e Jane Lyons - Cancer52

e Lesley Kavi - Postural Tachycardia Syndrome UK

e Menai Owen-Jones - The Pituitary Foundation

e Michaela Damin - Barth Syndrome Trust

o Patricia Rogers - National Kidney Federation

w

. MINUTES

Reported: the minutes of the last meeting on Wednesday 12 June 2018 were agreed and
will be published on the SHCA'’s website.

4. MATTERS ARISING
4.1 Membership and Corporate Supporters update

Reported: UK LSD Collaborative and The Barth Syndrome Trust have joined the SHCA.

Reported: The SHCA would like to thank its Corporate Supporters for their continued support
of the Alliance in 2018.

4.2 Vice-Chair update

Reported: Members confirmed the appointment of Baroness Chisholm as a new Vice Chair of
the SHCA.

5. KEY POLICY ISSUES

5.1 NHS long-term plan

Reported: as per notes on agenda.
5.2 UK Strategy for Rare Diseases

Reported: as per notes on agenda.

Agreed: SHCA Secretariat to share a note with members following the UK Rare Diseases
Conference, including an update on the UK Rare Disease Forum. 22.10.18
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5.3 November CPAG meeting

Reported: as per notes on agenda.

Agreed: Members to share evidence of issues that they are experiencing with the
prioritisation process. Ongoing

Agreed: SHCA Secretariat to request update from NHS England on patient impact reports
and timelines for the November CPAG meeting and decisions. 22.10.18

5.4 Devolved nations update
Reported: as per notes on agenda.

Agreed: SHCA Secretariat to provide updates on the development of the new ultra-orphan
pathway in Scotland. Ongoing

Agreed: SHCA Secretariat to write to the Department of Health in Northern Ireland to
request additional information on the new IFR process. 05.11.18

5.5 Brexit
Reported: as per notes on agenda.

Agreed: SHCA Secretariat to re-engage with DHSC on the potential impact of a no-deal
Brexit on reciprocal healthcare and the movement of organs, blood products and
consumables. Completed

Agreed: SHCA Secretariat to draft a consensus statement from members on access to
European Reference Networks following the UK’s departure from the EU. 29.10.18

6. KEY ACTIVITY OVER THE LAST QUARTER

6.1 NHS long-term plan submission
Reported: as per notes on agenda.

Agreed: SHCA Secretariat to update members on relevant developments on the NHS long-
term plan — including the details of the budget announcement on 29 October. Ongoing

6.2 NHS Expo event

Reported: as per notes on agenda.
6.3 Engagement with the Office for Life Sciences (OLS)

Reported: as per notes on agenda.
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Agreed: SHCA Secretariat to liaise with members to develop updated paper for OLS on
registries, exploring issues related to data quality, utilisation by the NHS and best practice in
establishment. Ongoing

6.4 Achieving fairness for all - rare disease premium position paper
Reported: as per notes on agenda.

Agreed: SHCA Secretariat to draft a letter to the editor of The Times for members to review,
calling for a new mechanism to fund treatments for rare diseases. IH, 22.10.18

Agreed: SHCA Secretariat to upload report to website. IH, 22.10.18

6.5 A backwards step? — NICE reform audit

Reported: as per notes on agenda.

Agreed: SHCA Secretariat to write to John Stewart, Acting Director of Specialised
Commissioning at NHS England, Sir Andrew Dillon, Chief Executive of NICE and Lord
O’Shaughnessy, Parliamentary Under Secretary of State, highlighting the SHCA’s
recommendations on the Budget Impact Test and Highly Specialised Technologies
Programme. 29.10.18

7. LUNCH

8. PROPOSED ACTIVITIES FOR 2019

8.1 Leverage existing relationships to influence policy development
Reported: as per notes on agenda.

8.2 Forging new relationships

Reported: as per notes on agenda.

8.3 Responding to the changing external environment

Reported: as per notes on agenda.

8.4 Maximise value of quarterly meetings for members

Reported: as per notes on agenda.

Agreed: SHCA Secretariat to request input to topics for discussion in advance of Chair’s
future quarterly meetings with NHS England. Ongoing

Agreed: SHCA Secretariat to explore the possibility of sending members monthly updates on
SHCA projects. 2019

8.6 2019 projects

Reported: as per notes on agenda.
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Agreed: Once levels of corporate support are finalised, SHCA Secretariat to confirm 2019
projects. As appropriate

9. APPROVAL OF 2019 PLANS AND SECRETARIAT
Reported: as per notes on agenda.

Noted: Members approved the plans for 2019 and the continuation of the Incisive Health
Secretariat.
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