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MEMBERS BULLETIN
28th January 2019

Dear All,
Please

nd below some upcoming events and important dates for your diary.

Best wishes,
Jane Lyons
CEO
Cancer52

Stop press - 50% price reductions for Cancer52 members for CRUK
Early Diagnosis Conference
We are delighted that CRUK have decided to o er a 50% reduction charity rate to
all Cancer52 members to their upcoming Early Diagnosis Conference. If people are
interested in registering, contact the EDconference inbox and CRUK will issue a
code that will give this discount. If you have already paid full price you will be
reimbursed.
There is a session on rare and less common cancers, and a panel talking about
stage shift - Cancer52 has representation on both.

Cancer52 Response To NHS Long Term Plan
As you're all doubtless aware the NHS Long Term Plan was published on Monday
7th January. Our immediate response is here. We have now with input from
members of our Policy and Public A airs Steering Group (speci cally with thanks
to Target Ovarian Cancer, Teenage Cancer Trust, Pancreatic Cancer UK and
Bloodwise) created a more detailed and informed response, now on our website.
This response was shared with key MPs with an interest in health or cancer and we
are also supplying parliamentary questions to interested MPs.
We will also be writing a fuller response to the Long Term Plan based input from
members and a roundtable being organised in March.

Cancer52 All Members Meeting 23rd January 2019
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We had a very informative All Member Meeting on 23rd January with great presentations
from both Dr Paul Catchpole, Value & Access Director of the ABPI, and David Fitzgerald,
National Cancer Programme Director at NHS England.
David faced a number of questions on how the NHS Long Term Plan is going to play out
with particular reference to rare and less common cancers and we were pleased to hear
that working with Cancer52 in the future is likely to contribute to this.
We also committed to working further with the ABPI to track progress on the new
Voluntary scheme for branded medicines pricing and access, particularly with an eye on
the first annual review, and on the potential impact of the new pay to appraise fee on
drugs that may be for smaller numbers, ie rare and less common cancers.
You can see David's and Paul's slides here.
Both are in the Cancer52 members' area - if you need a password refresh for that area
please email info@cancer52.org.uk
You can also access the fantastic pix taken at the event here and use them free of
charge, though we would ask that you credit the photographer @jampondphotography.
Finally, David mentioned in his presentation that there are some roles at NHS England
that may be of interest, see the end of this bulletin for links.

Cancer52 Access to Data Working Group
This meeting is being held on 29th January so will probably have taken place by
the time you read this, but there is some very exciting progress in this eld.
There're updates on the Get Data Out Project and which cancers will bene t next,
and news of a special one-day event working in partnership with PHE and NCRAS
on 22nd May 2019 in Central London (venue TBC).
Developments in the production and use of data for rare and less common cancers
will focus on the availability, use and bene ts of data for rare and less common
cancers. It will provide opportunity for targeted discussions for individuals and
organisations working in this eld.
PHE has also asked, as the Cancer Data Outcomes Conference is taking a break in
2019, that members take part in a survey as PHE want to hear from as many
people as possible to understand how any future events can meet the needs of the
cancer data community.
There are 6 questions which will take approximately 10 minutes to complete. The
survey will be open until midnight Friday 8th February.
https://surveys.phe.org.uk/NCRASfutureevents
The results of this survey will help inform the next phase of stakeholder
engagement which will be a number of workshops to be held on 3rd and 10th
April, venue TBC. If you would be interested in taking part in one of the workshops
please complete the nal question and provide your contact details.

CRUK ACE Workshop

31st January 2019, 11am-2pm
https://mailchi.mp/404d068a92ad/members-update-30th-january-2019

2/5

07/02/2019

Members Update 30th January 2019

Some 14 charities are attending this meeting tomorrow - where rare and less
common cancer charities are being given the opportunity to shape the ongoing
work of the Rapid Diagnostic Centres and nd out more about progress to date.
Further updates in later e-bulletins and our thanks to the West Yorkshire and
Harrogate Cancer Alliance who briefed many of us on their work in October, and
it's from that meeting that this opportunity has arisen.

Cancer Patient Experience Survey/National Data Opt Out
Great news regarding the Cancer Patient Experience survey - ministers have
con rmed CPES is permanently exempt from the National Data Opt Out.
This is terri c news for the cancer survey, and also for the CQC patient survey
programme, which has had a similar con rmation.
We have worked to ensure that this permanent exemption is maintained as there
was a disproportionate threat to the cancers of smaller numbers if the opt-out did
progress, as it would be these smaller numbers that would be most a ected if
numbers were to drop.

Country 2 Country 4 Cancer

We would like to take this opportunity to thank Bristol-Myers Squibb for the
extraordinary e ort in raising £28,000 for Cancer52 in the Country 2 Country 4
Cancer race that took place last autumn across Europe.
The UK based riders, all employees of BMS, cycled the last leg of the race arriving
back at BMS HQ at the end of September.
The Bristol-Myers Squibb (BMS) Country 2 Country 4 Cancer (C2C4C) bike ride is
https://mailchi.mp/404d068a92ad/members-update-30th-january-2019
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a pan-European bike ride involving six country teams across Europe, and the last
stretch from Tours in France back to the BMS London o ces comprised eight
members from the UK team. Their e orts in this nal stage raised funds for
Cancer52.
The ride covered more than 3,000km in total, with each of the six teams passing
the baton on after their leg of the journey. Each stage covered at least 400km,
requiring all the riders to pedal at least 100km each day. The entire route
stretches from Germany, through Switzerland, Italy, Spain and France to end in the
UK on 27 September. Over 80 riders took part in the race altogether.

Job Openings at NHS England
There are a number of current openings, see links below.
Band 7 Project Manager in the CASE team, closing date: 06/02/2019
https://www.jobs.nhs.uk/xi/vacancy/?vac_ref=915419887
Data, Evidence & Analysis Service – Lead Analyst, Band 8b, closing: 10/02/2019
https://www.jobs.nhs.uk/xi/vacancy/?vac_ref=915405604
2xSenior Strategy Manager 8b, closing: 10/02/2019
https://www.jobs.nhs.uk/xi/vacancy/?vac_ref=915411928
2x Senior Programme Manager, Band 8b, closing: 10/02/2019
https://www.jobs.nhs.uk/xi/vacancy/?vac_ref=915411694
Data, Evidence & Analysis Service – Senior Analyst, Band 8a, closing 03/02/2019
https://www.jobs.nhs.uk/xi/vacancy/a9f7db9ba8a47a446283cd67c65ea6ba/?
vac_ref=915401778
Deputy Director, Operations: Cancer Programme Band 9, closing 02/02/2019
https://www.jobs.nhs.uk/xi/vacancy/655415d77d5285ae2c9893453e541129/?
vac_ref=915401913

Lea ets Needed
We have been approached by Cheryl Johnson, a cancer patient who is living with
Stage 4 Neuroendocrine Cancer.
She has received wonderful support from a wide range of cancer support services
and wondered if any of the Cancer52 members have any lea ets/pens/balloons to
raise awareness of living with rare cancers.
She will be holding a local community event on Saturday 13th April in Thornton
Heath, Croydon to support other people going through the same experiences and
she is willing to pay or donate.
She is very willing to promote any organisation involved. Please let us know if you
may be interested. Thanks.

www.cancer52.org.uk
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