
MEMBERS UPDATE 

12 April 2018

Dear all 
  
Hope you're well, and enjoying if not spring sunshine, then at least a bit more light at
the end of the day ....! 
 
In this bulletin, we are sharing the following with members:

All member meeting – 25 April 2018 – including NICE speaker
Nursing consultation
PHE Cancer Services, Data and Outcomes Conference 2018 - bursaries available
Upcoming Use MY data workshop
NHS Digital and the National Data Opt-Out
Cancer52 speaks at 2nd Euracan Annual Conference
Sarcoma UK launches clinical trials hub
Apps for rare and less common cancer patients
Pancreatic Cancer UK job vacancy

As ever, very best wishes to one and all! 
  
Jane Lyons 
CEO  
Cancer52 
 

 
Members Meeting – Wednesday 25 April 2018 
  
We hope to see as many of our members as possible at the forthcoming All Members
meeting on 25 April. 
  
A good portion of the meeting will be devoted to speakers from NICE, who will be giving
an overview of the new NICE systems and any indications on what's working for rare or
less common cancers within NICE.  
  
We will also be bringing you up to date with what Cancer52 is working on in the areas of
Policy and Data Access. 
  
For full details and to register, click here.  Full agenda will be published shortly. 
 

 
Nursing Consultation - Meeting the Cancer Strategy Clinical Nurse
Specialist Recommendation 
  

 
 
The Royal College of Nursing representative at the
Specialist Clinical Practice Steering Group Nicola Beech
(who sits on the National Cancer Advisory Group with
me) is working on the workforce report for nursing. 
 
She has asked that Cancer52, along with the Common
Cancers Coalition, help with “sense checking” the
developments of the report and recommendations.  
  

 

https://cancer52allmembersmeeting.eventbrite.co.uk/


Lucy Sutton is the Cancer Clinical Adviser from Health Education England and is
responsible for delivering the report on meeting the Cancer Strategy recommendation on
Clinical Nurse Specialists. 
  
She asked us if we would be happy to sign up to some key principles for charities to sign
up to.  They're laid out in the attached slides.  (There's only a few of them!) 
  
We have some thoughts on the principles (mainly about deliverables, level of detail,
identifying how/if we could ensure that recommendations recognise the size/impact of
rare and less common cancers  etc) which we're happy to share (with thanks to Jenny
Steele at the Common Cancers Coalition with whom we've discussed the topic) but would
like to open it up for wider feedback from members. 
  
So if you would like to respond, please answer the questions/points below and send to
info@cancer52.org.uk over the next week, ie by Wednesday 18 April: 

1. Do you agree with these principles? And would you be able to “sign up to them” as
they are?

2. Do you think the principles address the key points needed to meet the Cancer
Strategy CNS recommendation?

3. These principles are always going to be general to address all cancers, but is there
any way we can shape these to ensure they are appropriate for rare and less
common cancers?

  
PHE Cancer Services, Data and Outcomes Conference 2018 – bursaries still
available 
 
There are still bursaries available for this conference and we give more information
below. 
  
We're also at the initial planning stages of a session we will be running with PHE and
Brainstrust on the topic of Getting Data Out - a very popular topic amongst many of our
members.  It will cover what progress PHE have made to date, how Brainstrust have
worked with PHE to gain a new level of data access, and how other Cancer52 charities
can get involved in the future. 
  
We may also take a stand at the conference and if we do we will be very happy to share
with members. 
  
We'll be going through this in more detail at our next Access to Data Working Group
meeting which is being held on Tuesday 1 May 2018 - membership for this group, led by
Sarah McDonald of Sarcoma UK, is open so please do let us know if you are interested in
joining/attending meetings. 
  
Finally - the information on bursaries can be found here, together with the Bursary
Application Form and Guidance document.  The closing date is now 26 April 2018. 
 

 
Use MY Data Workshop 
  

The next use MY data workshop Your data, your
control takes place on Wednesday 2 May from
10:00 until 16:00 in London.  
  
There's more information on the use MY data
website but essentially the workshop will run
from 10am from 4pm in central London and will

examine and discuss the ways in which patient data is being used, how patients are
being involved and how they can play a stronger part.  
  
Further info from Alison Stone. 
  
Registration is open now via events@usemydata.org.uk and will run until 26 April. 
 

  
NHS Digital National Data Opt-Out 
  
We are pleased to share these slides with our members, regarding National Data Opt-
Out, as delivered at a Health Data Summit on 27 February 2018. 
  

https://gallery.mailchimp.com/68b588bc5847cde662b4ac613/files/d98ce945-4b43-47b4-9812-4668781270b5/20180319_Nursing_work_key_principles_for_charity_agreement.pdf
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Following the meeting we've asked to be kept informed by the team responsible for
rolling out the National Data Opt-Out and will be sharing information when we get it. 
Cancer will have a couple of exceptions where it will vary from the norm so we think it's
important to try and track this.  To give you a heads up on timings - the National Data
Opt-Out will launch on 25 May, the same day on which GDPR goes live.  
  
We're delighted to say that Rachel Merrett will join us at our 11 July All Member Meeting
to explain matters further. 
 

  
Euracan Conference 
  
Jane Lyons, CEO of Cancer52, recently spoke at the Euracan Conference in Oxford,
alongside three great members of Cancer52, namely NET Patient Foundation, the
International Brain Tumour Alliance (IBTA) and AMEND.   
 
Jane presented on the work of Cancer52 and then asked members to comment on the
rights and wrongs of patients raising funds for their own treatment.  All thoughts were
well received by the audience. 
 

 

From L to R: Jo Grey, AMEND; Kathy Oliver, IBTA; Jane Lyons, Cancer52; Catherine Bouvier, NET Patient Foundation 
 

 
Sarcoma UK launches clinical trials hub 
  

A new clinical trials hub aimed at healthcare professionals and patients
living with sarcoma cancer has been launched by the national charity
Sarcoma UK, bringing together all known UK trials for the disease for
the first time. 
  

Visit sarcoma.org.uk/clinical-trials-hub to see the hub. 
 

 
Apps for rare and less common cancer patients 
 
One of our members is working on on the production of an app and is keen to learn from
others’ experiences in this area. 
 
If any Cancer52 members have done something similar and might be prepared to give

https://www.netpatientfoundation.org/
https://theibta.org/
https://www.amend.org.uk/
mailto:info@cancer52.org.uk?subject=Rarer%20cancers%20app


some guidance, please let us know and we will connect you. 
 

 
Pancreatic Cancer UK - job vacancy 
 

Pancreatic Cancer UK is advertising for a Policy and Intelligence Officer. 
 
More information can be found here and the deadline for applications is
9am on 27 April. 
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