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MEETING OF THE SPECIALISED HEALTHCARE ALLIANCE, WEDNESDAY 5 JUNE 2019 
(11.00 – 14.00) IN THE ARCHBISHOPS ROOM, MILLBANK HOUSE, LITTLE COLLEGE 
STREET, LONDON, SW1P 3SH 
 
Present: 
Lord Sharkey - Chair 
Baroness Chisholm - Vice-Chair   
Baroness Wheeler - Vice-Chair   
 
Amelia Chong - Anthony Nolan 
Andrew Gregory - Gilead 
Andy Barrick - MSA Trust 
Anna Evans - Cystic Fibrosis Trust 
Bob Stevens - MPS Society 
Brian Gunson - Liver4life 
Charlotte Galvin - Amicus Therapeutics 
Chris Sotirelis - Patient representative for thalassaemia 
Christopher Hicks - National AIDS Trust 
Ciarán Scott - AKU Society 
Dan Betts - CSL Behring 
Daniel Huggins - The Haemophilia Society 
Dave Bracher - Spinal Injuries Association 
Graham Coates - BioMarin 
Grazina Berry - The Aplastic Anaemia Trust 
Hassan Abu-Bakir - Fight for Sight 
John James - Sickle Cell Society  
John Kell - The Patients Association 
Jonathan Kingsley - Muscular Dystrophy UK 
Judith Abel - Asthma UK 
Luke Robinson - Sobi 
Patricia Osborne - Brittle Bone Society 
Professor Gareth Morgan - The Children's Trust 
Richard Rogerson - Niemann-Pick UK 
Robert Dalgleish - Fanconi Hope Charitable Trust 
Shaun Clayton - PHA UK 
Sue Farrington - Scleroderma & Raynaud's UK 
Tom Harrison - MS Society  
Vicky Hargreaves - Novartis 
 
Secretariat: 
Bill Morgan - SHCA Secretariat 
Ed McIntosh - SHCA Secretariat 
Elizabeth Beck - SHCA Secretariat 
Henry Poust - SHCA Secretariat  
Maddy Farnworth - SHCA Secretariat 
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1. GUEST SPEAKER 
 
Reported: as per notes on agenda. 
 
2. APOLOGIES 
 
• Jerome Penn - Actelion 
• Katharine McIntosh - Neurological Alliance 
• Laura Szutowicz - HAE UK 
• Liz Macartney - UK Primary Immune-deficiency Patient Support 
• Lynne Regent - Anaphylaxis Campaign 
    
3. MINUTES 
 
Reported: the minutes of the last meeting on Thursday 4 April 2019 were agreed and will be 
published on the SHCA’s website. Done 
 
4. MEMBERSHIP UPDATE 
 
Reported: The SHCA would like to welcome The Aplastic Anaemia Trust and Fanconi Hope 
Charitable Trust to the Alliance. 
 
5. KEY POLICY ISSUES 
 
5.1 NHS Long Term Plan and legislative proposals 
 
Reported: as per notes on agenda. 
 
Reported: The SHCA Secretariat provided an update on the new regional structures being 
developed by NHS England for specialised services as part of the NHS Long Term Plan. 
 
Reported: The Specialised Commissioning Stakeholder Forum is being paused as NHS 
England reviews its appropriateness as a form of engagement for patient group stakeholders. 
 
Agreed: SHCA Secretariat to follow up with NHS England’s senior leadership on opportunities 
to feed into the development of the new structure for specialised commissioning being 
developed as part of the Long Term Plan’s implementation plan for specialised services. 
Ongoing 
 
Agreed: SHCA Secretariat to gather members’ views on what forms of engagement they 
would like from NHS England both regionally and locally, and to raise these views with NHS 
England’s senior leadership. As appropriate 
 
Agreed: SHCA Secretariat to update members on the appointment of the seven new regional  
directors for specialised commissioning as they are made. As appropriate 
 
 



 
 

Specialised Healthcare Alliance  
E-Mail: enq@shca.info 

www.shca.info 
 

 
5.2 Prioritisation process  
 
Reported: as per notes on agenda. 
 
Agreed: Members in attendance of the first public meeting of the Clinical Priorities Advisory 
Group (CPAG) to feed back their experiences of the meeting to the Secretariat. SHCA 
Secretariat to then share this feedback with NHS England. As appropriate  
 
Agreed: SHCA Secretariat to write to John Stewart, Director of Specialised Commissioning at 
NHS England, to seek clarification on the transition between the service development process 
and NICE’s technology appraisal programme, and the consequences of the Commissioning 
Support Programme’s (CSP) closure on 1 June 2019. 14.06.19 
 
5.3 NICE methods and process review 
 
Reported: as per notes on agenda. 
 
Agreed: SHCA Secretariat to seek clarity with NHS England’s senior leadership on whether 
the assessment of real world evidence will be explored as part of the NICE review, should this 
not be received by the NICE Methods Working Group. As appropriate 
 
Agreed: SHCA Secretariat to meet with Genetic Alliance UK to discuss engagement with the 
NICE review to ensure consistency of messaging. As appropriate 
 
Agreed: Lord Sharkey to write to Baroness Blackwood on behalf of the SHCA highlighting 
members’ feedback on the NICE review and consider whether additional scrutiny is needed. 
21.06.19 
 
5.4 UK Strategy for Rare Diseases 
 
Reported: as per notes on agenda. 
 
Agreed: Following publication of the UK Rare Disease Policy Board May meeting minutes, 
SHCA Secretariat to follow up with the Department of Health and Social Care on what the 
UK Strategy for Rare Diseases will look like post-2020, in light of the uncertainties around 
Brexit. As appropriate 
 
Agreed: Members to feedback on how they think the current strategy has delivered against 
its stated objectives, and what improvements have been made. The SHCA Secretariat to 
then use this feedback to feed into the possible development of a future strategy and its 
focus. As appropriate 
 
Agreed: SHCA Secretariat to liaise with Genetic Alliance UK on its work in this area, to 
ensure consistent messaging is being delivered on the Strategy by patients. As appropriate 
 
Agreed: SHCA Secretariat to write to members following the meeting with Genetic Alliance 
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UK on the discussion and relevant outputs. As appropriate 
 
5.5 Devolved nations update 
 
Scotland 
 
Reported: as per notes on agenda. 
 
Wales 
 
Reported: as per notes on agenda. 
 
Agreed: SHCA Secretariat to write a follow up letter to Professor John Watkins, Interim Chair 
of the All Wales Medicine Strategy Group (AWMSG) on its future role in relation to the NICE 
review. 21.06.19 
 
Northern Ireland 
 
Reported: as per notes on agenda. 
 
Reported: SHCA Secretariat reported on a letter received from Richard Pengelly, the 
Permanent Secretary for the Department of Health in Northern Ireland, on access to innovative 
medicines in Northern Ireland. The CDF arrangements have been agreed between Health and 
Social Care Trusts and pharmaceutical companies. 40 patients in Northern Ireland accessed 
medicines available via the NICE CDF between October 2018 and March 2019. The Individual 
Funding Request (IFR) Regional Scrutiny Committee is expected to commence decision 
making in mid-June. 
 
5.6 Brexit 
 
Reported: the SHCA Secretariat provided an update on ongoing developments related to 
Brexit. 
 
6. LUNCH 
 
7. KEY ACTIVITY OVER THE LAST QUARTER 
 
7.1 2019 member survey 
 
Reported: as per notes on agenda. 
 
Agreed: Once finalised, SHCA Secretariat to share the relevant results of the survey with 
NHS England, the DHSC and the APPG on Access to Medicines and Medical Devices. 
01.07.19 
 
7.2 Research on access to medicines across the UK 
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Reported: as per notes on agenda. 
 
Agreed: SHCA Secretariat to draw on members’ views on where treatments are available in 
practice as part of their research on access to medicines across the UK. As appropriate 
 
Agreed: SHCA members to share examples of challenges in access to non-medicine 
treatments to inform the SHCA’s wider engagement work, in light of the difficulty of capturing 
these types of treatments as part of a wider audit into access. As appropriate 
 
8. PROPOSED ACTIVITY OVER NEXT QUARTER 
 
8.1 Exploring the growing differences in access policy across the UK 
 
Reported: as per notes on agenda. 
 
8.2 Developing SHCA positions on health technology appraisal reform in England 
 
Reported: as per notes on agenda. 
 
9. ANY OTHER BUSINESS 
 
Reported: date of next meeting confirmed as Wednesday 9 October 2019. 

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.  

 


