SpecialisedHealthcareAlliance

FOR EVERYONE WITH RARE AND COMPLEX CONDITIONS

MEETING OF THE SPECIALISED HEALTHCARE ALLIANCE, WEDNESDAY 9 OCTOBER
2019 (11.00 — 14.00) IN THE GARRETT ANDERSON ROOM, THE ABBEY CENTRE, 34
GREAT SMITH STREET, LONDON, SW1P 3BU

Present:
Lord Sharkey - Chair

Alex Massey - Motor Neurone Disease Association
Amelia Chong - Anthony Nolan

Dan Murphy - Gilead

Bob Stevens - MPS Society

Brian Gunson - Liver4life

Catherine Hodder - Young Epilepsy

Cheryl Gowar - National AIDS Trust

Constantinos Skinitis - Novartis

Dan Betts - CSL Behring

David Ryner - Chronic Myeloid Leukaemia Support Group
Deborah Bent - Limbless Association

Diane Splevings - Takeda

Farah Baig - Sobi

Fredi Cavander-Attwood - MS Society

Graham Coates - BioMarin

Grazina Berry - The Aplastic Anaemia Trust

Jane Lyons - Cancer 52

Katharine Mcintosh - Neurological Alliance

Kieran Earlam - Cystic Fibrosis Trust

Neil Bradbury - Association for Glycogen Storage Disease
Niamh Buckingham - Sue Ryder

Professor Gareth Morgan - The Children's Trust
Samantha Barber - Batten Disease Family Association
Samantha Sharp - Kidney Care UK

Shaun Clayton - PHA UK

Sue Farrington - Scleroderma & Raynaud's UK

Secretariat:

Bill Morgan - SHCA Secretariat

Ed Mcintosh - SHCA Secretariat
Henry Poust - SHCA Secretariat
Maddy Farnworth - SHCA Secretariat
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1. APOLOGIES

e Adam Croom - Asthma UK

¢ Charlotte Galvin - Amicus Therapeutics

e John Kell - The Patients Association

o Josie Anderson - Bliss

e Laura Szutowicz - HAE UK

e Luke Langlands - Tuberous Sclerosis Association
e Lynne Regent - Anaphylaxis Campaign

e Patricia Osborne - Brittle Bone Society

e Baroness Wheeler — Vice-Chair
e Elizabeth Beck - SHCA Secretariat

2. MINUTES

Reported: the minutes of the last meeting on Wednesday 5 June 2019 were agreed and will
be published on the SHCA’s website. Done

3. MATTERS ARISING
3.1 Vice-Chair update

Reported: Following her appointment as a Government Whip, Baroness Chisolm has stood
down from her role as Vice-Chair of the SHCA.

4. KEY POLICY ISSUES

4.1 Political update

Reported: as per notes on agenda.

Reported: the SHCA Secretariat provided an update on the health-related bills expected to be
included in the upcoming Queen’s Speech, including the NHS Reform Bill and the Health
Service Safety Investigations Bill, and delivered a further update on the Labour Party’s recent

policy announcements on medicines.

Agreed: Members to advise the SHCA Secretariat on any relevant engagement with political
parties that they are leading. As appropriate

4.2 NHS Long Term Plan implementation

Reported: as per notes on agenda.
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Agreed: SHCA Secretariat to raise members’ concerns with NHS England on engaging with
local commissioners of services and seek guidance on the appropriate route to raise these
challenges. 18.10.19

4.3 Prioritisation process

Reported: the next meeting of the Clinical Priorities Advisory Group (CPAG) is on 4
November 2019 at City Hall. The Secretariat noted that no agenda has yet been published
by NHS England for the meeting.

Agreed: Members to feedback on their participation in the meeting, and on their engagement
with the November prioritisation round more broadly. As appropriate

Agreed: SHCA Secretariat to continue to follow up with NHS England on the likely implications
of it transferring responsibilities to NICE on the assessment of certain treatments within
specialised commissioning. 18.10.19

4.4 NICE methods and process review
Reported: as per notes on agenda.

Agreed: SHCA Secretariat to keep members up to date on opportunities to engage with the
NICE methods review. Ongoing

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

Agreed: SHCA Secretariat to provide members with an update on the call held with the
Department of Health and Social Care (DHSC) on the expected framework that will follow
the UK Strategy on Rare Diseases, and anticipated outputs from it. The Secretariat to also
seek clarity with DHSC officials on opportunities to engage with the ‘national conversation’
on rare diseases announced by Baroness Blackwood. Ongoing

Agreed: SHCA Secretariat to write to Baroness Blackwood on opportunities for patients to
engage in the ‘national conversation’ following the next Policy Board meeting on 14 October.
18.10.19

4.6 Devolved nations update
Reported: as per notes on agenda.
4.7 Brexit

Reported: the SHCA Secretariat provided an update on ongoing developments related to
Brexit.
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Agreed: Members to feed back any specific concerns they have on expected medicines
shortages in the event of a ‘no-deal’ exit from the European Union. As appropriate

Agreed: SHCA Secretariat to follow up with DHSC on how they plan to operationalise
serious shortage protocols and travel arrangements for affected patients. 18.10.19

5. KEY ACTIVITY OVER THE LAST QUARTER

5.1 Exploring the growing differences in access policy across the UK

Reported: as per notes on agenda.

Agreed: Members to provide feedback on the draft paper. Ongoing

5.2 Developing an SHCA position on health technology appraisal reform in England
Reported: as per notes on agenda.

Agreed: Members to provide feedback on the areas identified in the paper. Ongoing
Agreed: SHCA Secretariat to update the paper in line with members’ feedback. Ongoing
6. 2020 PLANS

6.1 Proposed objectives and strategy for 2020

Reported: the SHCA Secretariat updated members on its plans and objectives for 2020.

Agreed: SHCA Secretariat to aim to reflect member feedback in the securing of guest
speakers at quarterly meetings in 2020. As appropriate

6.2 Proposed activities:
Reported: as per notes on agenda.

Agreed: in 2020, the SHCA Secretariat proposed the undertaking of the following short
projects:

¢ Raising the volume on NICE reform

e Making genomic healthcare a reality for patients

e Bridging the social care gap

e Bringing to life the impact of Brexit on rare and complex conditions
e Measuring patient involvement in the future NHS

Agreed: SHCA Secretariat to ensure the delivery of the campaign toolkit on NICE reform by
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Spring 2020, to provide patient organisations with enough time to utilise it ahead of the
consultation on the NICE review in the summer of 2020. Spring 2020

Agreed: Members to provide any additional feedback to the SHCA Secretariat. As
appropriate

7. APPROVAL OF 2020 PLANS AND SECRETARIAT

Noted: Members approved the plans for 2020 and the continuation of the Incisive Health
Secretariat.

8. LUNCH
9. GUEST SPEAKER

Reported: as per notes on agenda.

Eight healthcare companies are Corporate Supporters of the Alliance. This entitles the companies to attend SHCA meetings and
receive SHCA communications. The Alliance’s policy positions and work programme will, however, be solely determined by
members.

Specialised Healthcare Alliance
E-Mail: eng@shca.info
www.shca.info



