
MEMBERS UPDATE 

12 March 2018

Dear all 
  
We are pleased to share the following information and updates with our members:

Cancer52 and members at Ministerial roundtable
Invitation to webinar to provide an overview of what immunotherapy is and how it
works to fight against cancer
Have your say on the future of research relevant to Living With and Beyond Cancer
- NCRI survey
National Cancer Programme Living with and Eeyond Cancer:  Moving Forward event
NICE consultation response
National Cancer Patient Experience Survey – update
HEE Cancer Workforce Bulletin February 2018
2nd EURACAN Annual Conference 4-6 April 2018
PHE ODR Funding Opportunities
Recent Publications using PHE Data
Welcome to new member
Job opportunities
Dates for diary
Susan Fitz-Gibbon, RIP

Best wishes 
 
Jane Lyons 
CEO 
Cancer52 
 

Cancer52 and members at Ministerial roundtable 
 
A note to highlight the attendance of Cancer52 and many of its members at the recent
Ministerial roundtable hosted by Cancer Minister Steve Brine MP in Westminster on 28
February. 
  
Ovacome, Teenage Cancer Trust, Target Ovarian Cancer, Pancreatic Cancer UK,
Bloodwise, Clic Sargent, The Brain Tumour Charity, Jo's Trust, Ovarian Cancer Action and
Orchid all attended and contributed to a good discussion and heard updates from
National Cancer Director Cally Palmer and HEE Director of Workforce Planning Rob
Smith.  Our Honorary President Baroness Morgan was also in attendance. 
 
The roundtable covered a range of topics, including the cancer workforce and HEE's
comprehensive plans to ensure the capacity and skills are in place to deliver the cancer
strategy, as well as positive progress on securing the future of the Cancer Patient
Experience Survey (see below) so it can continue in 2018/19 and beyond. 
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The meeting also reported on work underway on widening the Cancer Dashboard to
include other cancers, progress on making sure the Cancer Alliances are more
transparent and engaging closely with the cancer community as they continue their rapid
development, as well as NHS England's plan for continuing to implement each one of the
96 recommendations in the Cancer Strategy over the next three years, including how
further progress on the recommendations will be presented to the National Cancer
Advisory Group shortly. 
 

 
Cancer52 and many members at recent Ministerial roundtable at Westminster 
 

Immunotherapy webinar 
 
In recent years, there has been rapid scientific progress in terms of identifying new
treatments for cancer. Following requests from the cancer charity community, Bristol-
Myers Squibb have organised a webinar to provide an overview of what immunotherapy is
and how it works to fight against cancer. See the invitation to this Patient Advocacy
Group webinar on Tuesday 20 March for further information.  
 

Have your say on the future of research relevant to living with and beyond
cancer

More and more people are living with the consequences of
cancer and its treatment - what has been termed living with and
beyond cancer. But there’s not enough research relevant to
living with and beyond cancer. 
 
The National Cancer Research Institute is working on a project
to change this. It has opened a new survey for patients, the
people who look after or have looked after them, and the

professionals who work with them, to identify the most important questions that
research should address – this is the second survey in their project.

Tell them which of these research questions are most important by completing our
survey and help them to improve the lives of people affected by cancer. You do not need
to have taken part in the previous survey. The survey will close on 12 April 2018. You
can find out more about the project here. 
 

Living with and beyond cancer:  Moving Forward 
  
Following the presentation by Becky Clack at our last All Member Meeting the National
Cancer Programme invited Cancer52 and some of its member charities to the Living
With and Beyond Cancer: Moving Forward event taking place on Tuesday 20 March in
Manchester. 
  
Our thanks to Cancer52 members Oracle Cancer Trust, Maggies, PRDA and The Swallows
for taking up this opportunity and we look forward to debriefs post the event. 
 

NICE consultation response 
  
Cancer52 has submitted a response to the NICE stakeholder consultation on changes to
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Cancer52 has submitted a response to the NICE stakeholder consultation on changes to
the technology appraisal (TA) process guide, which closed on 1 March.  Our particular
thanks to the following member organisations for their assistance in formulating the
response: 
  
Myeloma UK 
CML Support UK 
Leukaemia Care 
WMUK 
Bloodwise 
 

National Cancer Patient Experience Survey (NCPES)
The National Cancer Advisory Group, of which Cancer52 is a member and Jane Lyons has
a special responsibility for patient experience, recently sent a letter expressing its
concerns about the future of the NCPES. 

NCAG has received a response from Lord O’Shaugnessy and Steve Brine at DHSC saying
that NCPES will continue in its current format for 2018/2019.

The response sets out that work continues to look at options to minimise disruption to
CPES in the long term due to the implementation of the national opt-out, but that in the
interim it WILL continue in its current format for 2018/19.

Clearly more to do to inform decisions for the future, but positive and reassuring that
the survey will continue in its current format and methodology. A great result but
progress will require tracking. 
 

Cancer Workforce Bulletin
We are pleased to share with members a copy of the February 2018 HEE cancer
workforce bulletin.  This bulletin aims to keep cancer alliances, local HEE staff and
stakeholders updated on both delivery of the phase 1 Cancer Workforce Plan, and the
development of the phase 2 longer-term strategy.  
 

2nd EURACAN Annual Conference 4-6 April 2018 
 
Cancer52 has been invited to have a presence at this conference, both as a speaker and
with a stand. 
  
Cancer52 will be speaking on the Patients’ Perspectives: Should patients raise funds for
their treatment, during the Payers’ Perspective session 9-10am on Thursday 5 April (see
agenda).  As such, we are seeking a patient (or carer) speaker who has had experience of
raising money to pay for their own treatments, perhaps through fundraising or
crowdfunding.  The registration fee for the conference is waived for the patient speaker. 
  
If any Cancer52 members would like to opportunity to join the Cancer52 stand, we would
also be eager to hear from you. 
  
Due to the tight timelines, please contact us by Friday 16th March if you have a patient
speaker to put forward or would like to share the Cancer52 stand.  Please do let us
know. 
 

PHE Office for Data Release (ODR) Funding Opportunities 
  
Public Health Research Programme: Deadline 27 March 
The NIHR are seeking to fund public health researchers to generate evidence to inform
the delivery of non-NHS interventions to improve the health of the public and reduce
inequalities in health. Applicants who are interested in evaluating public health
interventions that sit both inside and outside of the NHS, are encouraged to discuss their
proposals early on.  
 
For more information contact phr@nihr.ac.uk.  
 

Recent Publications using PHE Data

An audit of urological MDT decision making in the South West of England (Journal
of Clinical Urology 30 January 2018)

https://www.cancer52.org.uk/single-post/2018/03/06/Consultation-on-updated-Technology-Appraisal-Process-Guide
https://www.nice.org.uk/about/what-we-do/our-programmes/nice-guidance/technology-appraisal-guidance/consultation-on-changes-ta-programme-phase-2
https://www.myeloma.org.uk/
https://www.cmlsupport.org.uk/
http://www.leukaemiacare.org.uk/
http://www.wmuk.org.uk/
https://bloodwise.org.uk/
https://gallery.mailchimp.com/68b588bc5847cde662b4ac613/files/381861f0-97b3-4254-b1ed-cbfc44cd5934/Cancer_workforce_letter.pdf
https://gallery.mailchimp.com/68b588bc5847cde662b4ac613/files/82d97443-f4db-4004-b2c3-19e1c07bcef3/Sbrine_and_JOShaughnessy_to_NCAG_22_Feb_2018.pdf
http://file///C:/Users/ingri/Documents/2%20Current%20clients/Cancer52/Bulletins/2018/Cancer%20workforce%20bulletin%2002%20Feb18.%20docx.pdf
http://www.therarecancerproject.eu/2nd-euracan-annual-conference-collaboration-eit-health-innovation-rare-cancer-management
https://therarecancerproject.eu/wpcms/wp-content/uploads/2017/11/Agenda-1.pdf
mailto:info@cancer52.org.uk
http://r20.rs6.net/tn.jsp?f=001kfgnN8Mv1MvpUkopv43ByoA1I0v7XM-cEsb7SFovg-xx9Upae5fUzIkO0YUtnNISiTxLZb1XMfLfFJvPQb4s6UlffcXB1feSRqNXqcQK0py1CnqyraPQnqrWTZkqeYoifbf8sR6VDabNxUcTsgon2CkZqw2DRK5bJi_z9zDGjS6cfzmpT92gFm_sR59Sen5jfC2mn0CLYi0jrsEo8B-ntkmcrBlkgLk6-SU0IEdd4HeDvW7GTAlvjm6268S_IA0cUYTuq4LnLIG6Jc00HzOAm9JdXjzhg0VqvOxaecJW2MRH1OzSMRKavBgsLv7ECuR0Gal_-wEpkaglVi4PpXGJeDumjMhNBJ01E3QmANib0C743V_9McdmNB7ca1cL8c-f_FOSqRZOshdPKd0-42JsNGFV8hsp7eXad5eG89AIZxuOhBN-4oVbFB38OVQYDFrym8g8df72-2VUT4MndZASNQ==&c=OxdhfnX6yO2ye1yutSouh1y2LuV_viF1K9ElbDFggE4OSb79OPR2hQ==&ch=McRpPoO4GQR0uS1MdLM3YZzA92sH9xkrMc7Zag5WGTxcYYv6678-jw==
mailto:phr@nihr.ac.uk
http://r20.rs6.net/tn.jsp?f=001kfgnN8Mv1MvpUkopv43ByoA1I0v7XM-cEsb7SFovg-xx9Upae5fUzIkO0YUtnNISgZ30HfTsv6NPGRTx9j_q_4QwwIz7WggSDXMMzK7cwdi_NvUuRLU7UlqgdLAC7nmIiYZAozELNnlZJeG__Zl_uHT5jpEoxnxXWQ9ybO_tMUGItERygcHZPAEUjJCU45bKr29aDkVkXa7mPoqYPOhgyQ7Ob5RAxJMZhVFAv33ecASnnrdEFpq6d-n5XQjCN6NqqAEnZJMuZql244bIrpHQmA3Ek0TrnlcRf-R6imU-l17UjMiaBn-c1yU_w-Krn0HIbTYuS7f8W6CqMcix3QlVf2co0WplRu4yLROnHXvKrSBXnCUv2Kc1UIY7zDbgRSst&c=OxdhfnX6yO2ye1yutSouh1y2LuV_viF1K9ElbDFggE4OSb79OPR2hQ==&ch=McRpPoO4GQR0uS1MdLM3YZzA92sH9xkrMc7Zag5WGTxcYYv6678-jw==


of Clinical Urology, 30 January 2018)

The nature and frequency of abdominal symptoms in cancer patients and their
associations with time to help-seeking: evidence from a national audit of cancer
diagnosis (Journal of Public Health, 27 January 2018)

Prediction of cervical cancer incidence in England, UK, up to 2040, under four
scenarios: a modelling study (The Lancet, January 2018) 

Global surveillance of trends in cancer survival 2000-2014 (CONCORD-3): analysis
of individual records for 37 513 025 patients diagnosed with one of 18 cancers
from 322 population-based registries in 71 countries (The Lancet, 31 January 2018)

Role of performance metrics in breast screening imaging - where are we and
where should we be? (Clinical Radiology, 1 February 2018) 

 

New member 
  
We would like to take this opportunity to welcome a new
member, the Ellen MacArthur Cancer Trust.  
 
It's a national charity that rebuilds confidence after cancer,
using sailing to support, empower and inspire young people
between the ages of 8-24 in embracing their future with
optimism.  

 

Job opportunities 
  
Job opportunities at both Bloodwise and Pancreatic Cancer UK - further information
below. 
 
Policy and Campaigns Manager - Pancreatic Cancer UK 
Policy Manager - Bloodwise 
Public Affairs and Campaigns Officer - Bloodwise 
 

Susan Fitz-Gibbon 
  

Finally, we are saddened to learn that Cancer52
member Chordoma UK’s co-founder, Susan
FitzGibbon passed away peacefully in
January.  Chordoma update 
 
Susan was the keynote speaker at Cancer52’s
inaugural parliamentary reception in December
2014 (pictured left). 
  
Our thoughts are with her husband, Gerald, and
her three sons.
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