
 

Blood Cancer Alliance  

  

Minutes of the meeting held on Tuesday, 6th November 2018  

  

Members present: Simon Butler (SBu), Anthony Nolan; Christopher Walden (CW), Bloodwise; David Innes (DI), CLL Support; Dave Ryner 

(DR), CML Support Group; Sophie Wintrich (SW), MDS UK; Joanne Badger (JB), Leukaemia & Lymphoma NI; Angela Smith-Morgan (ASM), 

Leukaemia UK; Shelagh McKinlay (SM), Myeloma UK 

 

Not present: Orin Lewis (OL), ACLT; Zack Pemberton-Whiteley (ZPW), Leukaemia Care; Stephen Scowcroft (SS), Lymphoma Action; Roger 

Brown (RB), WMUK 

  

Atlas Partners Secretariat (AP): Vanessa Pine (VP), Nina Doehmel-Macdonald (NDM), Toni Heijbroek (TH)  

  

NHS England: Professor Stephen Powis (SP), Professor Peter Clark (PC), Nina Pinwill (NP)  

 

 

No.  Agenda Item  Minutes   Actions  

1  Introductions  Introductions made.  

  

 

2 Discussion with Professor 

Powis, Dr Peter Clark, Nina 

Pinwill  

SP, PC and NP joined from NHS England (NHSE). The 

following areas were noted: 

 

Blood cancer has made a lot of progress within NHSE, with 

the approval of 19 drugs for blood cancer occurring in the last 

year-18 months.  

 

NHSE and the Cancer Drugs Fund (CDF) work closely with 

NICE, and welcome questions from patient groups and 

clinicians. NICE guidance and CDF operations should go 

hand in hand and, following the ibrutinib case, treatment 

criteria will also be available for comment up front. However, 

treatment criteria may change during the process and NHSE 

 

 

 

 

 

 

 

 



 

and the CDF can take into account changes in the evidence 

base that emerge after initial NICE approval.  

 

There is an abundance of data coming from NHSE, including 

information regarding devolved nations. This information is 

available online and NHSE plan to publish month by month 

data on the CDF website. 

 

BCA members asked SP, PC and NP various questions. Key 

outtakes include: 

 

• Treatment criteria are not intended to restrict access. 

Clinical use has to be aligned with cost effectiveness. The 

whole treatment pathway needs to be considered and 

patient groups are encouraged to look at the detail of 

which parts of the pathway are included during the NICE 

process.  

 

• NHSE is happy that the partnership with NICE maintains 

high levels of patient engagement, but all efforts should 

be made to ensure fulltransparency. 

 

• Submissions to NICE need to understand manufacturers’ 

pitches and the restrictions of pitching for a particular part 

of the treatment pathway, as this specificity will affect 

operational guidance.  

 

• SP advised that patient groups should request copies of 

slides from second stage meetings, so that these could 

be shared with clinicians.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

SB asked about the NHSE policy development process and 

highlighted the difficulties that arise due to lack of patient 

insight into the decision-making process.  

 

PC said that the process was transparent, but agreed to take 

this back for discussion within NHSE. It was noted that there 

is a disparity between the NICE and CPAG processes in 

terms of patient engagement. 

 

Budget impact testing was discussed. Each drug is taken on 

its own merit and payment models are based on outcomes. 

PC noted that biosimilars and generics have helped as well as 

competition encouraging drug companies to take a more 

realistic approach to pricing in England.   

 

It was agreed that patients need help understanding CAR-T, 

and that it should be discussed further with NHSE. BCA 

offered to use their networks to help disseminate information.  

 

There was a commitment to further discussion.  

 

 

 

 

 

 

 

 

 

 

• BCA members to consider options for 

sharing information about CAR-T via 

their patient networks.  

• AP to follow up with NHSE about dates 

for future meetings.  

3 Secretariat update Progress to date 

AP have to date:  

 

• Created stakeholder audit document. 

• Delivered a logo for Blood Cancer Alliance. 

• Submitted response to NHS Call for Evidence. 

• Placed polling questions into the field. 

• Produced letter to Matt Hancock following 

announcement at Conservative Party Conference. 

• Finalised MoU statement. 

• Shared political and topical updates. 

 

 

 

 

 

 

 



 

• Secured meeting with AbbVie. 

• Conducted fortnightly calls with SB. 

• Signed contract with Janssen. 

 

BCA logo and website  

NDM lead a discussion on the progress of the website. The 

following was agreed:  

 

The ‘Information’ page should be a collaboratively aggregated 

page for statistics on blood cancer, a common point of 

reference for BCA members. This information could be 

complied through a collaborative spreadsheet, where BCA 

members share own statistics. Areas with less data would be 

highlighted and noted for future development.  

 

The website should contain more photos from members of the 

alliance, including photos of BCA meetings or events. 

 

The website should cater for a range of audiences with a 

likely interest in the BCA including political stakeholders.  

 

Messaging and information on the website should support key 

policy asks. 

 

SB suggested that all BCA members carry the website link 

and logo across their native pages. 

 

SMK raised the potential need for a communications plan for 

the completed website. 

 

 

MP polling  

 

 

 

 

• AP to continue to update the website 

accordingly – ongoing.  

 

• BCA members to contribute information 

and statistics – AP to distribute as a 

Google Sheet – w/c 19/11. 

• BCA members to share appropriate 

photos for use on website – ongoing.  

• BCA members to share high resolution 

logos – ongoing.   

 

 

 

 

 

 

 

 

 

 



 

SB suggested the creation of an awareness section on the 

‘Information’ page on the BCA website.  

 

It was noted that it could be beneficial to see comparative 

data on the ‘Big Four’ cancers.  

• AP to share MP polling results with 

BCA members – completed. 

• AP to follow up with YouGov for 

information on comparison with ‘Big 

Four’ cancers and cancers that effect 

fewer people – ongoing. 

• AP to include MP polling results on 

website – ongoing. 

4 Messaging and policy asks  It was agreed that development of BCA messaging document 

should be an ongoing process, mirroring real-time 

developments in NHS policy/funding/politics. Achievements 

for blood cancer should also be considered.  

 

It was decided that BCA sub committees would take 

ownership over development of particular areas of policy:  

 

1. The big picture, making blood cancer count by giving it 

the status it deserves  

2. Access to treatments and the patient voice, utilising data 

3. Care and psychological effects 

  

Within these areas, members should fill in the template 

provided by AP, covering:  

 

• The issue 

• BCA objectives  

• Timeline 

 

It was agreed that the following main themes would be 

considered in messaging: 

 

• The need to make blood cancer count  

• BCA members to review messaging 

and policy document – AP to 

redistribute as a Google Sheet – 19/11.  

• AP to share template document for 

policy development – 14/11. 

• BCA members to edit document in time 

for next quarterly meeting – ongoing.  

• BCA members to contribute to the 

following areas: 

• SB (lead), JB, ZPW to cover 

policy area 1.  

• SM (lead), DR to cover policy 

area 2.  

• CW (lead) and ASM to cover 

policy area 3.  

• BCA members to provide examples of 

where data gaps exist – ongoing. 

 



 

• That problems occur for those living with blood cancer 

before, during and after treatment  

• That there is a lack of data for smaller cancers, e.g 

MDS, which means they are not on the radar 

• The NHS 10 year plan 

 

5 BCAM 2019 The need for year-long awareness-raising around blood 

cancer was noted.  

 

 

Three main aspects of enhancing the BCA’s reputation were 

discussed: 

 

Logistics/practical support 

 

• Provided by the Secretariat, website, pharmaceutical 

funding.  

 

Messaging/evidence base 

 

• Messaging needs to be clarified as discussed above. 

The possibility of commissioning research was raised.  

 

Engagement/awareness 

 

• Possibilities for future events, media opportunities and 

ambassadors were discussed.  

 

The following events were mentioned as potential 

opportunities: 

 

• The British Society of Haematology conference in April 

• BCA members to contribute to a 

timeline of events – AP to distribute as 

a Google Sheet – 19/11.  

 

 

 

 

 

  

 

 

 

 

 

 

 



 

• European Haematology Association 

• Britain Against Cancer 

• UK CLL Forum 

• Political party conferences  

 

It was agreed that a collaborative plan for 2019 events would 

be created, as a portal for members to add and share dates 

for potential opportunities.  

 

6 Future funding  Update on AbbVie meeting  

 

The rescheduled meeting will take place on Wednesday 28th 

November at 10am.  

 

% of turnover discussion  

 

For future discussion. 

 

Other opportunities  

 

It was agreed that the following pharmaceutical companies 

would be approached regarding the work of the BCA.  

•  

• AP to attend meeting with AbbVie – 

28/11.  

• AP to attend any meetings with 

additional pharmaceutical companies – 

ongoing. 

 

 

 

• BCA members to send letters as 

allocated: 

• Novatis (SB) 

• Gilead (DI) 

• Pfizer (SB) 

• Celgene (SW) 

• Takeda (SM) 

• Roche (DI) 

• Amgen (SM) 

• ) 

• GSK (SM) 

• Merck (AP) 



 

• MSD (SB) 

• Boehringer Ingelheim (SW) 

7 Introductions to Cancer 

Research UK and Macmillan 

Cancer Support  

Engaging CRUK was discussed.  

 

It was agreed that introductions to Macmillan Cancer Support 

would be paused until completion of BCA messaging and 

policy asks.   

• CW to invite CRUK to next quarterly 

meeting.  

 

8 AOB and close It was agreed that an agenda point on devolved nations would 

be included in future agendas.  
• SM to provide an update on devolved 

nations at next quarterly meeting.  

 

Next Meetings  

Date  Agenda  

w/c 4 February 2019  TBC  

w/c 6 May 2019   TBC  

  

 


