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Dear all 
  
I hope you had a good Easter break and are now enjoying the pleasant spring sunshine. 
  
Below, a lot of news to share with you, including a reminder of our forthcoming All
Members Meeting on 25 April.  If you haven’t already RSVPd, please do let us know if you
will be attending. 
  
Other topics covered in this eBulletin:

Cancer Patient Experience Advisory Group UPDATE - Cancer Patient Experience
Survey 2015 Data on the UK Data Archive
Public Health England Cancer Data Conference Patient Bursaries still available
NHS England Cancer Programme Policy and Engagement/Comms roles
Accelerated Access Review: What next? Draft paper
Cancer52 joining Specialised Healthcare Alliance (SHCA)
NICE Reputation Survey
All Party Parliamentary Group on Cancer letter to CCGs update

  
All Members Meeting – Tuesday 25 April – 9.30am-12.45pm 
The next quarterly All Members Meeting is taking place next Tuesday 25 April, from
9.30am until 12.45pm at Community Hall, St Anne’s Soho, 55 Dean Street, London W1D
6AF. 
  
As well as a great line up of speakers (see attached agenda), we will also have a
photographer at the meeting as we are trying to capture as many of the Cancer52
community as possible for use on our website and reports.   
  
We have scheduled three slots on the agenda when we hope to take some photographs
and I hope as many of you who are attending will agree to have your photo taken.  We
hope to make your photo available to you as well in due course, for your own use. 
  
  
Cancer Patient Experience Advisory Group Update 
CPES 2015 Data on the UK Data Archive 
Cancer52 members may be interested to know that two CPES 2015 data files (published
2016) were made available on the UK Data Archive on 10 April. 
  
The two studies have been released under the following catalogue listings: 
 
Study Number 8163 
National Cancer Patient Experience Survey, 2015  
Study number 8163 contains anonymised data, and is free to access for anyone who is
signed up to the UK Data Service under the End User Licence. Information about
anonymisation can be found in the catalogue listing 
 
Study Number 8164 
National Cancer Patient Experience Survey, 2015: Special Licence Access 
Study number 8164 contains data that has not been anonymised and as such has different
conditions of access. Applicants will be asked to fill out a Special License application form,
and will then have to enter into a Data Sharing Agreement with NHS England. Please allow
1 month before being granted access to the data set. 
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For more information please email either Joe Penrose or England.Insight-
Queries@nhs.net.  
 
 
PHE Cancer Data Conference Patient Bursaries  
We have been advised that patient and carer bursaries are still available for this year’s
PHE Cancer Data and Outcomes Conference 2017 which is taking place on Tuesday 13
and Wednesday 14 June in Manchester. 
  
The conference brings together patients, carers, clinicians, commissioners, academics and
charities to showcase the latest developments and opportunities for using data to drive
improvements in services, treatment and patient experience both nationally and locally.
This year’s conference will cover the breadth of the patient pathway and explore the use of
data at all stages including prevention, early diagnosis, treatment, survivorship and end of
life. 
 
The bursaries will cover the conference registration fee, travel to and from the conference
and overnight accommodation and dinner for Tuesday 13 if needed. 
  
Anyone interested in applying for a bursary should send an email to Farhat Parveen.  You
will be asked to complete a bursary application form. All applications will be considered
after the closing date of Friday 28 April 2017 and those that have been awarded a bursary
will be notified by mid-May. 
  
Cancer52 will be attending the conference alongside Teenage Cancer Trust, and hope to
have more news on sessions and presentations shortly. 
 
 
NHS England Cancer Programme Policy and Engagement/Comms roles  
ALL CLOSE SHORTLY  
NHS England has put out adverts for four roles in the cancer programme team.  These are
high profile policy and engagement roles in a priority clinical area for NHS England - and
for delivery of the Five Year Forward View.

Senior Policy and Engagement Manager
Policy Manager
Communications Manager
Senior Project Manager

These roles are all London (Skipton House) based roles, and the closing date for the roles
is 25 April. 
  
  
Accelerated Access Review: What next? Draft paper 
Cancer52 has been involved in drafting the paper entitled The Life Sciences Strategy and
implementing the recommendations of the Accelerated Access Review.  
  
We anticipate the final document shortly and will be sharing with Cancer52 members in
due course. 
  
  
Cancer52 joining Specialised Healthcare Alliance (SHCA) 
We are pleased to announce that Cancer52 has joined the Specialised Healthcare Alliance
(SHCA). 
  
SHCA is a coalition of patient-related organisations and corporate supporters which
campaigns on behalf of people with rare and complex conditions. The membership is
broad and growing, with more than 120 members and corporate supporters. 
  
The main function of the SHCA is in representing the views of its members to national
decision-makers. To this end, our activities include regular meetings with NHS England
and engaging on key consultations, such as those recently published by NICE / NHS
England. 
  

mailto:j.penrose@nhs.net
mailto:England.Insight-Queries@nhs.net
https://www.phe-events.org.uk/hpa/frontend/reg/thome.csp?pageID=257117&eventID=651&eventID=651
mailto:Farhat.Parveen@phe.gov.uk
https://www.jobs.nhs.uk/xi/vacancy/39aee81f64c6ee5f54601a038239be1e/?vac_ref=914588860
https://www.jobs.nhs.uk/xi/vacancy/39aee81f64c6ee5f54601a038239be1e/?vac_ref=914588860
https://www.jobs.nhs.uk/xi/vacancy/39aee81f64c6ee5f54601a038239be1e/?vac_ref=914588880
https://www.jobs.nhs.uk/xi/vacancy/39aee81f64c6ee5f54601a038239be1e/?vac_ref=914588917
http://jobs.england.nhs.uk/job/v680079


Its key aims for this year are: 
- Securing patient and public involvement in NHS England decisions 
- Ensuring that rarity is prioritised in decisions about treatments 
- Shaping the development of the ‘devolution’ / STP agenda 
  
  
NICE Reputation Survey  
NICE needs your help! The National Institute for Health and Care Excellence (NICE) is
doing an important research project to understand the perceptions and experiences of its
users. They would like to know what you think of NICE as an organisation, including how it
operates and how you keep updated with its work.  
  
The results will be presented to the NICE Board and by sharing your views you will play a
part in shaping its products and services. Your feedback will be valued and appreciated. 
  
To take part, NICE asks that you complete this short survey, which should take
approximately 10 minutes, by Friday 5 May 2017. All responses will be completely
confidential and remain anonymous in any reporting.  
  
If you have any questions about the survey, please contact NICE directly. 
  
  
All Party Parliamentary Group on Cancer letter to CCGs update 
Many of you have very kindly signed up to the APPG on Cancer letter led by its chair John
Baron MP.   The letter offers support to CCGs in improving their one year cancer survival
rates.  Final copies of this letter should be available shortly and we will circulate it when its
available. 
 
 
Finally - good luck to one and all over the coming weeks - as I am assuming that many of
our policy colleagues will be involved one way or the other in the upcoming General
Election. 
  
With regard to Cancer52 - our manifesto remains constant - to keep the voice of rare and
less common cancers on the agenda. 
 
 
Best wishes 
 
Jane Lyons 
Chief Executive 
Cancer52
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