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Annual All Stakeholder Briefing

16th October 2019



Agenda

• Jane Lyons
CEO, Cancer52
Welcome & Cancer52 update

• David Fitzgerald
Programme Director, NHS Cancer Programme NHSE & I
Where are we on the Long Term Plan for Cancer for rare and less common 
cancers?

• Lizzie Thomas & Heidi Livingstone
Senior Public Involvement Adviser and Public Involvement Adviser, NICE
NICE review of methods and processes – and patient involvement 
where are we now?
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Why we exist



Who we are
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Who we are

The source for all this information was a 
Cancer52 membership analysis undertaken in 
Summer 2019

more than 90 members

income

• Only 1 in 4 of our members has an income more than £1 million

• 43% of members have an annual income of less than £250,000

expertise 

 90% of Cancer52 members offer patient support
 67% of our members spend money on research
 57% of our members offer patient support AND fund research

reach 

 In 2018, 671 patients responded to our consultation survey on what we 
should include in our asks of the NHS Long Term Plan and later informed 
our patient report



Key milestones 2018/2019
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The next ten years
October 2018

• In summer 2018 we consulted widely with the rare 
and less common cancer community to inform our 
input to the NHS consultation and engagement  for 
the NHSE Long Term Plan

58 charities

671patients

14 key stakeholders

• & produce our report ”Getting a better deal for 
people with rare and less common cancers:  the 
next ten years”



Our patient voice film launched alongside 
NHS Long Term Plan - January 2019



Cancer52 Roundtable 
April 2019



Cancer52 / PHE Development In Data For Rare And Less 
Common Cancers – May 2019



Cancer52 Parliamentary Event to launch 
our Patient Report - July 2019



Rare and Less Common Cancers & the 
NHS Long Term Plan for Cancer
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• New early diagnosis target – 75% of all cancers to be 
diagnosed at stage 1 or 2 by 2028

• Cancer52 presence on 
• National Cancer Board
• T&F group on Rapid Diagnostic Centres
• T&F group on cancer workforce
• Advisory Group for Cancer Patient Experience Survey 

• First external presenter at Cancer Alliance Leadership 
Forum

• Key Alliance leads participation in Cancer52 roundtable
• Sharing of Cancer52 patient report amongst Alliances
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• The NHS remains focussed on improving outcomes for those with rare and less 
common cancers

• By 2028 ensure that all cancers that can be staged at diagnosis  are recorded 
such that it is possible to include rare and less common cancers in the 75% stage 
1 and 2 diagnosis target for 2028

• Help people with rare and less common cancers better access suitable 
treatments

• By 2020 review and publish new report on current spending on research into 
rare and less common cancers

• By 2022 increase or better target spend and activity on research into rare and 
less common cancers

• By end 2021 raise awareness of rare and less common cancers among the 
general public and other stakeholders

Where to from here? 
Strategic objectives



David Fitzgerald

Programme Director, NHS Cancer 
Programme NHSE & I



Lizzie Thomas & Heidi Livingstone

Senior Public Involvement Adviser and 
Public Involvement Adviser, NICE
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RIP Ingrid Copperman
1968-2019 

Ingrid was an integral part of the Cancer52 team for five years till she died in February 2019 
of ovarian cancer.  We are commemorating her work in all presentations that we make during 

the course of 2019.  She was much loved and is much missed. 




