SpecialisedHealthcareAlliance

FOR EVERYONE WITH RARE AND COMPLEX CONDITIONS

MEETING OF THE SPECIALISED HEALTHCARE ALLIANCE, THURSDAY 19 MARCH
2020 (11.00 — 13.30) VIA VIDEOCONFERENCE

Present:

Lord Sharkey - Chair
Baroness Penn - Vice Chair
Baroness Wheeler - Vice Chair

Adam Lloyd - Sickle Cell Society

Amanda Mortensen - Batten Disease Family Association
Andrea Brown - National Kidney Federation
Andrew Gregory - Gilead

Anne Keatley-Clarke - Children's Heart Federation
Bob Stevens - MPS Society

Bradley Price - Sarcoma UK

Brian Gunson - Liver4life

Charlotte Wickens - Anthony Nolan

Cheryl Gowar - National AIDS Trust

Chris Sotirelis - Patient representative for thalassaemia
Ciaran Scott - AKU Society

Dan Betts - CSL Behring

Emma Rushton - MSA Trust

Fredi Cavander-Attwood - MS Society

Georgina Morton - ArchAngel MLD Trust

Grazina Berry - The Aplastic Anaemia Trust
Joella Melville - Niemann-Pick UK

Katharine Mcintosh - Neurological Alliance

Louise Fish - Tuberous Sclerosis Association
Mary-Beth Peddell - Novartis

Michaela Regan - Cystic Fibrosis Trust

Nigel Nicholls - BioMarin

Patricia Osborne - Brittle Bone Society

Professor Gareth Morgan - The Children's Trust
Pushpa Hossain - Metabolic Support UK
Samantha Sharp - Kidney Care UK

Tess Harris - Polycystic Kidney Disease Charity
Victoria Wareham - The Dystonia Society

Secretariat:

Bill Morgan - SHCA Secretariat
Catarina Casella - SHCA Secretariat
Claire Hastings - SHCA Secretariat
Ed Mcintosh - SHCA Secretariat
Henry Poust - SHCA Secretariat

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



SpecialisedHealthcareAlliance

FOR EVERYONE WITH RARE AND COMPLEX CONDITIONS

1. GUEST SPEAKER

Reported: Sally Warren, Director of Policy at The King’s Fund, was the guest speaker at the
meeting.

2. APOLOGIES

Jane Lewthwaite - Association for Glycogen Storage Disease
Laura Szutowicz - HAE UK
Lynne Regent - Anaphylaxis Campaign

3. MINUTES

Reported: the minutes of the last meeting on Monday 20 January were agreed and will be
published on the SHCA'’s website. Done

4. MATTERS ARISING
4.1 Membership update

Reported: Since the last meeting on Monday 20 January, Fibrous Dysplasia Support Society
UK have joined the SHCA.

5. KEY POLICY ISSUES
5.1 Coronavirus — impact on specialised services
Reported: as per notes on agenda.

Agreed: SHCA Secretariat to circulate the letter from NHS England noting that all non-urgent
elective care surgery will be suspended for three months from 15 April. Done

Agreed: SHCA Secretariat to write to NHS England outlining areas of concern to members
on coronavirus, and outstanding questions to be addressed. Done

Agreed: Members to feed in any further concerns that they would like raised with NHS
England relating to coronavirus. Ongoing

5.2 Political update
Reported: as per notes on agenda.
Agreed: SHCA Secretariat to invite Lord Bethell, the newly appointed Minister of State for

Innovation, to speak to at a future SHCA quarterly meeting. As appropriate
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5.3 NHS Long Term Plan implementation
Reported: as per notes on agenda.

Reported: In light of the COVID-19 outbreak, NHS England have announced that the NHS
People Plan, Implementation Framework and Clinical Review of Standards will be delayed
until the Autumn. NHS England also recommended that local STP and ICS implementation
plans are delayed.

5.4 Policy development and prioritisation process
Reported: as per notes on agenda.

5.5 NICE reform

Reported: as per notes on agenda.

Reported: Professor Gillian Leng has been appointed as the new Chief Executive of NICE
and will begin the role on 1 April 2020.

Agreed: Members to feed into the SHCA Secretariat their views on how COVID-19 has
affected rare disease patients, as well as concerns on the lack of opportunity for patient
involvement in the NICE methods review. Ongoing

Agreed: SHCA Secretariat to write to Professor Leng to congratulate her on the appointment
and to outline members’ views on the NICE methods review, including priority areas for
action. SHCA Secretariat to also invite Professor Leng to speak at a future SHCA quarterly
meeting. 03.04.20

Agreed: SHCA Secretariat to keep members up to date on any changes expected to the
anticipated timelines of the NICE methods review, in light of the COVID-19 outbreak. As
appropriate

5.6 National Conversation on Rare Diseases

Reported: as per notes on agenda.

Agreed: SHCA Secretariat to provide members with an update once further information on
the Department of Health and Social Care’s survey of the rare disease community is made
available. As appropriate

5.7 Devolved nations update

Reported: as per notes on agenda.

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



SpecialisedHealthcareAlliance

FOR EVERYONE WITH RARE AND COMPLEX CONDITIONS

5.8 Brexit

Reported: as per notes on agenda.

Agreed: SHCA Secretariat to keep members up to date on timelines in relation to Brexit,
including the expected extension to the transition period beyond 31 December 2020.
Ongoing

6. KEY ACTIVITY

6.1 Bringing to life the impact of Brexit on rare and complex conditions

Reported: as per notes on agenda.

Agreed: SHCA Secretariat to continue to share the report on Brexit — containing the SHCA'’s
10 asks’ of a future UK-EU trade deal — with interested MPs ahead of each stage of the
Medicines and Medical Devices Bill. As appropriate

6.2 Raising the volume on NICE reform

Reported: as per notes on agenda.

6.3 Making genomic healthcare a reality for patients

Reported: as per notes on agenda.

6.4 Bridging the social care gap

Reported: as per notes on agenda.

Agreed: SHCA Secretariat to write to NHS England outlining members’ concerns on the
impact of COVID-19 on social care for people with rare and complex conditions. Done

Agreed: SHCA Secretariat to focus on social care in relation to COVID-19 as the short-term
priority of the SHCA'’s advocacy on social care. Ongoing

6.5 Measuring patient involvement in the future NHS
Reported: as per notes on agenda.

Agreed: SHCA Secretariat to identify which local STP and ICS implementation plans have
already been published, and to enquire as to which STPs and ICSs were further ahead in the
development of their plans prior to NHS England’s recommendation that their publication be
delayed. Ongoing

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
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members.
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