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MEMBERS BULLETIN
29th May 2019

Dear All,

I hope you have enjoyed a good bank holiday weekend.
Key points in this bulletin:
 

1. An extension to the closing date for the members' survey
2. An ask for evidence or information on how rare and less common cancer patients

have been diagnosed
3. An update on NICE and a special meeting for members of Cancer52
4. A thank you to all who joined us at our data event and a heads up on what is to

follow
5. Dates for the diary – next big day 10th July 2019

1. An extension to the closing date for the member survey

We’ve extended the closing date for the
member survey till Monday 10th June … -
you can read the original request for
information here or click here for the
direct link to survey but essentially we
are asking members to complete a survey
on how they are now thinking about the
NHS Long Term Plan. 

This will help us write our next policy
report, which we will be publishing at our
all stakeholder event on 16th October and
we would be grateful for some more
submissions. 

We have a good number already (our thanks to those of you who have submitted!) but
the power of the voice of Cancer52 does very much like in generating as many responses
as possible, hence the renewed ask and deadline extension.

2. An ask for evidence or information on how rare and less common cancer patients
have been diagnosed

a. There’s work underway at NHS England to write guidelines on Rapid Diagnostic
Centres (RDCs) to share with Cancer Alliances and we are anxious to inform the
evolution of this work with as much information as possible from the rare and less
common cancer community. For those of you who have already supplied the signs
and symptoms submissions to the Multi Disciplinary Centres (MDC) work being
undertaken at CRUK – our thanks again for this and a note to let you know that we
are sharing these forms with the cancer teams at NHSE.
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b. This second ask is a separate but allied one. The
background to this is as below, written by the
cancer team at NHSE …

i. "To ensure we meet diagnosis and treatment
standards for patients with suspected
cancer while managing increasing referrals,
we will need to transform the way we
deliver diagnostic services to be more
efficient and effective, supported by new
equipment and an investment in workforce.
One aspect of this transformation is Rapid
Diagnostic Centres (RDCs), which will
initially provide coordinated, rapid tests for
patients with serious, non-specific
symptoms, which often relate to rare and
less common cancers."

ii. "By the end of 2019/20, each Cancer
Alliance will have at least one RDC, and
we’ll work to have national coverage over
the next few years as we learn more about
the best service model."

iii. "We’re working to build an evidence base of current diagnostic pathways
for patients with rare and less common cancers, which helps us understand
what RDCs will need to include to improve these pathways. It also helps us
understand what matters most to patients in their diagnostic journey."

iv. "Any evidence you can provide will be used to help build this overall
evidence base, and particularly ensure we include the patient voice. We
will not directly share any of your material publicly without asking
consent."

So please do send us any information or papers that you think will help NHSE build this
evidence base of current diagnostic pathways for patients with rare and less common
cancers.

There’s no specific timing for this, though matters on this topic are moving fairly fast, so
please do submit before 7th June.

And see the latest report from the MDC team at CRUK by following this link. We are
delighted to see that future areas of work will include looking at the MDC model’s
potential for diagnosing rare and less common cancers.

3. An update on NICE and a special meeting on 26th June for members of Cancer52

Some of you have kindly volunteered already to join a NICE Cancer52 working group and
have had a brief update and request on this already. But we are repeating reference to
this as it is now very likely that there will be a specially organised meeting at lunchtime
on Wednesday 26th June at NICE offices. 

There will be some senior attendees from NICE, it will follow on from the PIN (patients
involved in NICE) meeting for ease of attendance for those who are already involved with
this and lunch will be organised by Cancer52. So if you would now like to join this group
please do let us know.

4. A thank you to all who joined us at our data event and a heads up on what is to
follow 

22nd May was a great day for us as we jointly hosted a data for rare and less common
cancers event with PHE and NCRAS. Huge thanks to them for all their work, and to the
multitude of speakers who put a lot of time and energy into speaking and chairing. 

Particular thanks to Lindsey Bennister of WMUK, Nic Puntis of GIST, Sarah Macdonald of
Sarcoma UK, Rebecca Rennison of Target Ovarian Cancer, Georgia Papacleovoulou of
Pancreatic Cancer UK, Will Jones of Brainstrust, Charlotte Martin of Leukaemia Care and
Phil Reynolds of Bloodwise.

If you were there, please do fill in the feedback form and if you think another event like
this (perhaps annually??) would be helpful please do say so …
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If you weren’t there, we are pulling together with
PHE/NCRAS  a wider round-up and debriefing pack that
will include a summary report, a film, access to the
photos of the day as well as the slide pack and sharing
that on websites, hopefully by mid-June.

5. Dates for the diary – save the dates!

a. 10th July is our next all member in the morning, and with our patient report being
launched that afternoon. Please do save that date in your diary for Cancer52 and
await further confirmation ….

b. The policy and public affairs steering group is meeting on 4th June in the
afternoon

c. All stakeholder event is on 16th October 2019

Finally – there is a huge amount going on currently and we are delighted to be involved
in so many initiatives. And very grateful to have so much support from within the
Cancer52 community.

Best wishes,

Jane Lyons
CEO
Cancer52

www.cancer52.org.uk
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