
07/02/2019 Members Update - 28 November 2018

https://mailchi.mp/663adfc7c368/cancer52-members-update-720829 1/3

MEMBERS UPDATE 

28 November 2018

Dear all 
  
We would like to share with you the following:

Cancer52 filming at Britain Against Cancer conference
Invitation to Briefing on the 2019 Voluntary Scheme for Branded Medicines from
the Association of the British Pharmaceutical Industry (ABPI) & the Department for
Health and Social Care (DHSC)
All Party Parliamentary Group on Cancer (APPGC)'s joint letter to the Secretary of
State
Cancer Research UK letter to Simon Stevens and Cally Palmer
National Cancer Research Institute (NCRI) launches the UK Top 10 Living With and
Beyond Cancer Research Priorities
NHS Press Release: First children with cancer to begin treatment with
revolutionary CAR-T Therapy
Presentation at the PHE Cancer Stakeholder Co-ordination Group on the Get Data
Out programme
Request for information on Thymoma

Best wishes 

 
Jane Lyons 
CEO  
Cancer52 
 

  
Cancer52 filming at Britain Against Cancer conference 
 
Cancer52 will be at the forthcoming Britain Against Cancer conference, sharing a stand
with use MY data, with the theme of the ‘Patient and Carer Voice’. 
  
We're particularly excited to attend this year as we have funding to produce a film to
raise the voice of people with cancer.  The filming will take place on the Cancer52 and
use MY data ‘Patient and Carer Voice’ stand during the conference refreshment breaks. 
  
The success of this project depends on having patients to interview so we would be
grateful if you have patients or carers attending the conference if you could forward this
email regarding potentially being interviewed. 
  
We'd also like to invite patient support groups to be filmed as well so if you are going to
be at the conference and would like to take part please let us know. 
  
Further information or queries on this project please get in touch with Ingrid
Copperman. 
 

  
Invitation to Briefing on the 2019 Voluntary Scheme for Branded Medicines
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from the Association of the British Pharmaceutical Industry (ABPI) & the
Department for Health and Social Care (DHSC) 
  
The Department of Health and Social Care (DHSC), on behalf of the UK Government, and
the Association of the British Pharmaceutical Industry (ABPI), on behalf of the
pharmaceutical industry in the UK, have signed the Heads of Agreement for the next
voluntary pricing and access scheme. This scheme will replace the 2014 PPRS. The full
scheme is currently being drafted and will be published later this year before coming
into effect in January 2019. 
  
Once agreed in full, the new voluntary scheme agrees key aspects of branded medicines
pricing and access policy in the UK. It seeks to address the uptake of innovative
medicines in the UK, improve horizon scanning and agree branded medicine spend for
the next five years. 
  
There is a briefing on the new voluntary scheme on Wednesday 5 December - further
information can be found here.  
 
Please RSVP directly to Harriet Adams and do let us know if you plan to attend. 
 

  
All Party Parliamentary Group on Cancer (APPGC)'s joint letter to the
Secretary of State 
 
Cancer52 was one of the signatories on a joint letter to the Secretary of State for Health
and Social Care, regarding developing the long-term plan for cancer. 
  
You can read the full letter here. 
 

 
Cancer Research UK letter to Simon Stevens and Cally Palmer 
 
Cancer52 has also signed a letter along with major cancer charities  regarding funding an
IT infrastructure that will enable successful delivery of the upcoming service
specification for radiotherapy. 
  
You can read the full letter here. 
 

 
National Cancer Research Institute (NCRI) launches the UK Top 10 Living
With and Beyond Cancer Research Priorities 
 
The National Cancer Research Institute (NCRI) has recently released the UK Top 10 living
with and beyond cancer research priorities. 
  
NCRI partnered with the James Lind Alliance on a Priority Setting Partnership to deliver
on these priorities. Cancer52 sat on the Steering Group for this partnership, initially
represented by Lindsey Bennister, then of Sarcoma UK, and latterly by Jane Lyons of
Cancer52. 
  
Work behind indentifying these priorities involved two UK-wide surveys which attracted
more than 3500 responses. From these, they identified 26 key questions and distilled
these down to 10 top research priorities. 
  
This is the first time that clear research priorities have been identified in this area. 
  
The new priorities have been developed by cancer patients, carers, health and social
care professionals. Key questions include: how can treatment side-effects, such as
fatigue, be prevented or managed; what is the impact on mental health; can lifestyle
changes restore patients’ health; and can we predict who will experience side effects? 
  
The NCRI is now working with funders, researchers and the  NHS to translate these
priorities into research and patient benefit. They will be working to stimulate funded
research programmes that can make much-needed progress in improving health and
quality of life for those people living with the consequences of cancer. 
  
Find out more and sign up here.  
 

 
First children with cancer to begin treatment with revolutionary CAR-T
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Therapy 
 
Further to our bulletin last week on the subject, we are pleased to share the NHS press
release regarding the first children with cancer to begin treatment with CAR-T Therapy. 
 
The NHSE Car-T webpage here will be updated with the service specs and further
information. 
 

 
Presentation at the PHE Cancer Stakeholder Co-ordination Group on the
Get Data Out programme 
 
Please find attached a presentation on the Get Data Out programme regarding increasing
publicly available cancer data which Sally Vernon of PHE gave at a recent stakeholder
group.  We've asked how cancers are being prioritised for this programme - understand
that the next three to feature (and may well already be available) are testicular,
pancreatic and ovarian. 
 

 
Request for information on Thymoma 
 
We have been approached by someone who is affected by the rare cancer, Thymoma and
is looking to track down more people affected by this disease, as well as avenues to
secure research for Thymoma. 
  
If your organisation can provide any assistance, please let us know.

www.cancer52.org.uk 
 

Cancer52 is registered as a charity in England and Wales (1174569) 
and a company limited by guarantee in England and Wales (7994413) 
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