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Dear All 
  
I hope you are well. 
  
In this email there are some updates, opportunities to attend Cancer52 events and
highlights of work currently being undertaken by Cancer52 members:   
 

Take up the opportunity to get involved in the Cancer52 social media workshop on
the morning of 24th November run by Toby Freeman of The Robin Cancer Trust,
one of our member charities. Toby has built a following of 40,000 on social media for
his charity and is going to show us how to do the same.

Other dates for your diary ....

~   we are hosting a session at Britain Against Cancer on 6th December, hope to see you
there! 
~   speakers already committed to our next All Member Meeting on 24th January
2017 include: 
   > Nina Pinwill National CDF Operational Lead, Specialised Commissioning, NHS
England. 
   > a PHE speaker on the Be Clear on Cancer abdominal symptoms campaign. 
   > Dr Piers Mahon, Director of Global Alliances at Cancer Commons, a cancer charity
focused on real world data, IT and information.  
~   World Cancer Day is 4th February 2017.

Read a report on the World Cancer Congress, which took place in Paris last week.

Congratulations to Cancer52 members:

   > ACLT whose work featured so heavily and positively on Radio 4's 'The Untold' on the
7th November. 
   > the Net Patient Foundation this year marks its 10 year anniversary and has been
counting the days down to NET Cancer Day on 10th November by focusing on its
achievements and goals and publishing a new report, One Size Fits No-one, which asks
'Where is Chapter 10?' - the chapter in the Cancer Strategy concentrating on those with a
cancerous NET or other rare and less common cancers. 
   > and thanks to all the members of Cancer52 who attended the recent Be Clear on
Cancer workshop to add their expertise and knowledge to the planning of the PHE/DH
campaign.

http://www.cvent.com/events/britain-against-cancer-conference-2016/agenda-4ac9914c0b81476fb1c7d70f53f5b0d5.aspx
http://www.worldcancerday.org/
http://www.uicc.org/convening/world-cancer-congress
http://aclt.org/
http://www.bbc.co.uk/programmes/b081ld2y
http://www.netpatientfoundation.org/
https://www.thunderclap.it/projects/49547-whereischapter10


 

Finally we are also currently working on or planning to work on topics including:

~   MDTs for rarer cancers (see recommendation 40 of the Cancer Strategy for England). 
~   responding to the consultation on changes to technology appraisals and highly
specialised technologies (NHS E & NICE) – closing 13th January 2017. 
~   responding to consultation on  Commissioning Policies: Funding of Treatment outside
of Clinical Commissioning Policy or Mandated NICE Guidance (NHS E) – closing 15th
January 2017. 
~   plus NICE are due to launch their patient engagement consultation in November so we
will also look out for that one as we would hope to respond to that too. 
~   next steps with the Accelerated Access Review as the final report was published 24th
October 2016. 
~   European reference groups and sharing learnings on this topic to NHS E. 
 
So please let me know if any of these topics are ones you would like to get further involved
in or contribute to. 
 
  
More detail on the social media workshop, Britain Against Cancer and the World Cancer
Congress below. 
 
Regards, 
  
Jane 
CEO 

Cancer52

The Robin Cancer Trust 

Cancer52 Social Media Workshop - Thursday 24th November 2016 
Learn what social media can do for your charity. 
  
Social media is playing an ever-important role in the way charities reach their audience and
achieve their goals; whether it is raising awareness of your cause, building a brand or reaching
new donors – make sure you learn what social media can do for you. 
  
Social media is for everyone 
~        Find out how it can work for you and your audience. 
~        Find out how you can make the most of it within your time & budget. 
~        Find out where I went wrong, so you don’t have to! 

https://www.nice.org.uk/about/what-we-do/our-programmes/nice-guidance/nice-technology-appraisal-guidance/consultation-on-changes-to-technology-appraisals-and-highly-specialised-technologies
https://www.engage.england.nhs.uk/consultation/af642939/supporting_documents/genericcommissioningpolicies.pdf
https://www.gov.uk/government/organisations/accelerated-access-review
http://www.cancer52.org/
http://www.therobincancertrust.org/


  
Toby Freeman, Founder & CEO of The Robin Cancer Trust (a Cancer52 member organisation)
will deliver this workshop. Toby has a wealth of knowledge and years of experience working in the
non-profit sector, and will be sharing his story of how he helped build a following of over 40,000
followers on social media for his charity. 
  
Please email annette.parry@cancer52.org.uk asap to book your spot. The event will run for 2
hours from 10:30am on Thursday 24th November at a Central London venue (tbc, likely to be
Blackfriars). 
 
 

Britain Against Cancer  - 6th December 2016 
The Cancer52 session is entitled 'An insight into patient experience for those with rare and
less common cancers' and will, as the title suggests, explore patient experience for those with
rare and less common cancers. 
  
Expert speakers from within Cancer52's rare and less common cancer community will include
patients, data generators and those tasked with improving patient experience within the NHS. 
  
Speakers 
>       Neil Churchill, Director of Patient Experience, NHS England 
>       Emma Moore, Quality Health 
>       Henry Smith, MP 
 
 

The World Cancer Congress 
The World Cancer Congress, organised by UICC, took place in Paris last week and Cancer52
CEO Jane Lyons joined 3,000 other delegates. Some key points from a Cancer52 perspective:

there were very few, if any, sessions completely focused on rare or less common cancers
with the possible exception of cervical cancer as it is very common in Africa where it is the
number one cancer killer of women (ahead of breast).
there didn’t appear to be any comparable organisation to Cancer52 at all, and the
organisers weren't aware of one either.
interesting topics crop up in the most unexpected places, including:

~   a really insightful PhD on MDTs in rare cancers from Newcastle Dr Hamilton. 
~   an interesting perspective from Prof Richard Sullivan of Kings Health who said that we should
worry more about access to cancer care, and then and only then about access to medicines.

the CEO programme covered useful topics including sustainable funding, strategic
planning and governance.
for mainstream sessions I focused on those which talked of patient experience and building
the patient voice. This appears to be a pretty constant theme globally - certainly in
developed countries.
there was a fascinating session comparing cancer strategies across four different countries
including the England strategy. Sir Harpal Kumar presented on the England strategy.

 
World Cancer Day is 4th Feb 2017 - to see more of what's planned so far and how you can get
involved please visit: www.worldcancerday.org/world-cancer-day-we-can-i-can-video 
 
 

mailto:annette.parry@cancer52.org.uk?subject=Cancer52%20Social%20Media%20Workshop%20Booking
http://www.cvent.com/events/britain-against-cancer-conference-2016/agenda-4ac9914c0b81476fb1c7d70f53f5b0d5.aspx
http://www.uicc.org/convening/world-cancer-congress
http://www.uicc.org/
http://www.worldcancerday.org/world-cancer-day-we-can-i-can-video


MHRA campaign to promote the reporting of suspected side effects to medicines 
The Medicines and Healthcare Product Regulatory Agency (MHRA) has recently launched a
social media campaign to promote reporting of suspected side effects. It is part of an EU-wide
awareness week. 
  
At the centre of the campaign is an 86-second animation showing the story of a patient who has a
suspected adverse reaction. It shows a medicine being prescribed, a suspected side effect being
experienced and, finally, how reports are made by patients or healthcare professionals to the
medicines regulator.   
  
You can see it on the MHRA Twitter account here - please do share on social media channels. 
 
 

The Brain Tumour Charity Patient Guide 
 
Published this week, the Patient Guide to Brain Tumour Treatment and Services sets out the
standard of care that all adult brain tumour patients should expect in the NHS, at the point of
diagnosis, through treatment and including supportive and palliative care. 
  
It will better inform those affected about the treatment and care they should expect and empower
them to feel more confident when having conversations with their medical teams. 
  
The Patient Guide is available in digital format, which includes clickable videos and links to patient
information about treatment options and key terms. 
www.thebraintumourcharity.org/patient-guide 
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