
MEMBERS UPDATE 

31 August 2017

Dear <<First Name>> 
 
Welcome back!  We hope you have all had a relaxing summer break.  
  
We are pleased to share some pieces of news and information with you below:

NCRAS Workshop - sign up now!
Britain Against Cancer conference - invitation for patient representatives
Be Clear on Cancer Abdominal Symptoms Pilot Campaign update
NICE Public Involvement Programme - feedback of results
Living With and Beyond Cancer - NCRI survey
Country 2 Country 4 Cancer ride - fundraising opportunity for Cancer52
MPNERare2017 conference

Also, it is shaping up to be a busy end of the year for Cancer52 with four events already
planned.  Please add these dates to your diary and more information will follow:

27 September - NCRAS Workshop - sign up now!
17 October - 7th Annual Stakeholder Briefing at House of Lords - register here
22 November - Parliamentary Event at the House of Commons - get involved here
5 December - Britain Against Cancer conference  - click here to participate

Importantly we will be looking to help push the patient voice forward by having speakers
at our session at Britain against Cancer, and at our parliamentary event, further
information below.  So if you are keen to have some your patients have a voice at some
of the most influential platforms, do please either just get in touch or read on. 
 
Further details will be circulated about events as they become available and we look
forward to welcoming as many of you as possible to these events.  If you would like to
register your interest in any of these, please email us. 
  
Best wishes 
  
Jane 
  
 
Jane Lyons 
CEO 
Cancer52
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NCRAS Workshop

Andy Murphy, Head of Cancer Datasets of
The National Cancer Registration and
Analysis Service at Public Health England,
who some of you may have heard speak
at Cancer52’s all member meeting in
July, has agreed to run a workshop for
Cancer52 members. 
  
We're hosting this at a training centre
with suitable techie equipment so we can
access data there and then for
attendees.  This is a great opportunity
for us and one that accordingly has
limited places, some of which have
already been allocated to those who
previously registered an interest, so
please do let us know asap if you would
like to attend. 
  
The workshop will introduce members to
the raw data/cancer stats which are
currently available from NCRAS as well as
the reports it produces.  Members will
have the opportunity to feedback on the
data and provide suggestions of what
data reporting would be useful from a
charity perspective, thus shaping the
future output of NCRAS.  
  
The workshop will be in Central London
and will run approximately 11am-
3pm, details TBC but hopefully enough
for people to write it out of their diaries
for now. 
  
Our thanks to NCRAS for their support
with this.

Abdominal Symptoms Pilot
Campaign update

We've had an update from the Be Clear
on Cancer team at Public Health England
regarding a delay in the most recent
campaign which was supposed to go live
on 14 September.    
 
Text of email from PHE is as follows: 
  
"Following feedback from regional teams
the decision has been taken by PHE, in
collaboration with NHS England, to

Conference background
information 
 
The focus of this year's BAC will be the
APPGC's Inquiry report into the Cancer
Strategy, which will set out
recommendations for Government and
the cancer community to ensure the
cancer strategy is being implemented at
a local level and to ensure we remain on
course to deliver commitments and
improve outcomes by 2020. 
  
There is some further general
information including venue details here
including early bird registration which is
now open until 13 September. 
  
Cancer52 has applied to host a breakout
session and will have an exhibition stand,
the details of both are being worked out
with the organisers at the moment. 
  
The organisers "would like patient
representatives to be informed and up-
skilled by the findings of the APPGC
Inquiry report and the breakout sessions,
so that they can use this information to
influence nationally and locally;
ultimately uniting the voice of the cancer
community." 
  
As a Stakeholder of the All Party
Parliamentary Group on Cancer (APPGC),
Cancer52 has been offered five free
delegates places for
patients/relatives/carers. We can also
add five people to a reserve list. For
these places, the organisers will cover
travel costs to and from the conference
(including standard class flights and
trains within the UK and mileage if
travelling by car). Costs will be
reimbursed after the conference. 
  
If you have patient representatives from
your charity who you would like to attend
please let us know via email, including
your email address and contact
telephone number, by the end of Monday
18 September.  As they are limited, the
places will be allocated on a first-come-
first-served basis. 
 
 
Call out for patient
representatives 
 
We're currently working on our session for
Britain Against Cancer.  The sessions have
to relate to the Cancer Strategy and
given our role as a facilitator for the
patient voice in rare and less common
cancers, we want our session to focus
around the actual impact specific
recommendations actually have on
patients. 
  
If one of your patient representatives
might be happy to talk about their
experiences at BAC please do get in
touch and we'll brief further. 
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postpone Phase 2 of the Be Clear on
Cancer abdominal symptoms pilot which
was due to launch in the Midlands on 14
September. 
  
"Review of timing and location of the
second pilot phase will allow NHS England
to incorporate the benefits of work over
the summer to enhance diagnostic
capacity and implement new models of
service provision. It will also allow PHE to
share initial clinical evaluation results
from the first phase of the pilot. 
  
"Be Clear on Cancer campaigns are
important in raising the public’s
awareness of signs and symptoms of
cancer, and an important step in
diagnosing cancers earlier.  
 
Options are being explored for running
Phase 2 of the campaign as soon as
possible and we will keep you updated."

Living With and Beyond Cancer

Have your say on the future of
research relevant to Living With
and Beyond Cancer 
 
More and more people are living with the
consequences of cancer and its
treatment - what is termed Living With
and Beyond Cancer. But according to the
NCRI there’s not enough research
relevant to living with and beyond
cancer. 
  
The National Cancer Research Institute is
working on a project to change this. 
 
They have opened a new survey for
patients, the people who look after or
have looked after them, and the
professionals who work with them, to
identify the most important questions
that research should address. 
  
The survey asks patients to tell the NCRI
the questions that you would like
answered by research by filling out the
survey and help the NCRI to improve the
lives of people affected by cancer. 
 
The survey is open from 24 August to 15
October 2017. 
 
Click here to find out more about the
project.

MPNERare2017 Conference 
 

Members may be interested in attending
a rare melanoma conference taking place

  
There's also the option of free delegate
places mentioned above, again please get
in touch.

Public Involvement Programme

Many of you will recall our supplying
feedback to NICE in both consultation
form and as separate briefing paper
during the course of their review of their
public involvement programme. 
  
The review is now complete and a paper
taken to the NICE board recently, and a
presentation made at a recent meeting
of the charity coalition that works to
ensure access to medicines. 
  
The slides presented at that meeting are
here and we will follow up further with
NICE.

Country 2 Country 4 Cancer

78 Bristol-Myers Squibb employees will
shortly be part of an epic journey across
Europe fundraising for cancer patients
and more cancer control globally. 
  
This will involve 78 riders from 8
countries, riding for 18 days from 8 to 25
September, from Germany to
Switzerland, through Italy, Spain, France
to United Kingdom, a total of 4000 km
across Europe. 
  
We are delighted that the UK/Benelux
team – riding 720km across UK and
Northern France – has chosen to support
Cancer52, which is a fantastic
partnership for us. 
  
Further information about the ride here
and about fundraising here. 
  
We may well be in touch with some
members shortly as we are aiming to
hook up some social media outreach on
this to our member charities.   
  
Finally if you are a Cancer52 member
charity within comparatively easy reach
of Chester - we are looking for a member
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in Leiden in the Netherlands this
October.  
 
More details can be found on the
conference website.

charity to attend the 'end of the ride' on
our behalf in Chester on Monday 25
September. Please let us know if you
might be able to go - there's also an
event in Uxbridge which we have got
covered.  Both Chester and Uxbridge are
BMS offices.

www.cancer52.org.uk 
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