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MEMBERS UPDATE

5 July 2018

Dear all 

Hope you're all well. 

First and foremost - we have a great opportunity at our All Member Meeting to make 
sure the voice of rare and less common cancers is heard in any new cancer strategy at a 
very senior level within the NHS.  Joining us is David Fitzgerald, National Cancer 
Programme Director and Sarah Benger, Strategy Lead for the National Cancer 
Programme both at NHSE. 

If you haven't signed up already, please do so here with all due speed - it would be great 
to have a packed room for this session. 

Also in this bulletin, we are sharing the following with members: 

 Output from PHE Cancer Services and Data Outcomes Conference
 Invitation to APPGC Summer Reception - short lead time for response
 International Classification of Diseases ICD-11
 Surveys for cancer patients/carers
 Webinar - the impact of the national data opt-out on rare diseases
 Date for diary - Cancer Research UK Early Diagnosis Research conference

As ever, many thanks to you all for all you put into Cancer52. It's making a difference. 

Best wishes 

Jane Lyons 
CEO  
Cancer52
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PHE Cancer Services and Data Outcomes Conference report 

Our joint stand with use MY data attracted a lot of interest and it was good to see some 
of our members and supporters visiting the stand. 

Members may be interested in a briefing paper we jointly published with use MY data, 
entitled National Data Opt-out and what it means to cancer patients. 

The visual minutes from the event aim to capture information from the conference 
about both Cancer52 and use MY data. 

We also held a great joint workshop with PHE on the theme of Get Data Out, which is a 
new PHE initiative to do precisely that for rare and less common cancers. We filmed the 
workshop so we can share all the information about it with all members and will share 
the link to that film as soon as it's ready. 

APPGC Summer Reception - 17 July 2018 

The All Party Parliamentary Group on Cancer (APPGC) is holding its Summer Reception on 
Tuesday 17 July, 4-6pm, at the House of Commons.  As a member of the stakeholder 
group for the APPGC, Cancer52 has been offered places for a few patients/carers to 
attend.  Unfortunately, the APPGC will not be able to cover patient/carer expenses. 

Please note that if your charity is also a stakeholder for the APPGC you'll already have 
been offered patient places too.  If you're not a stakeholder and either you or one of 
your patients would like to attend, let us know by Tuesday 10 July. 

Speakers will include John Baron MP, Chairman of the All-Party Parliamentary Group on 
Cancer, and Steve Brine MP, Parliamentary Under-Secretary of State for Public Health 

and Primary Care.
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International Classification of Diseases ICD-11 

With many thanks to Cancer52 board member, Helen Morement of AMMF The 
Cholangiocarcinoma Charity, for providing us with this update.  

From her perspective, Helen says that following working with Cancer52 and the NCRAS 
team the new ICD-11 does appear to finally address the lack of coding for the three 
different anatomical sites of cholangiocarcinoma.  She says in all probability, it will be 
years before this filters through to provide more accurate data, but it’s a start for the 
charity! 

The latest version of the international classification of diseases (ICD-11) was released by 
the World Health Organisation (WHO) recently.  This contains unique codes for all 
diseases and causes of death (not just cancers). 

More information can be found in the WHO press release, as well as the ICD 
platform.  There is an updating mechanism in place on the maintenance platform, so 
there may still be room/time for amendments for any Cancer52 members haven’t 
checked their disease codes yet. 

International Classification of Diseases for Oncology (ICD-O) is still to be updated by 
International Agency for Research on Cancer (IARC). This is currently in its third version 
and we understand there will be an attempt to align the next major version of ICD-O 
with ICD-11. 

Surveys for cancer patients/carers 

We have been made aware of two surveys aimed at cancer patients/carers: 

 All.Can international survey on waste and inefficiency in cancer care - deadline
to complete is mid-August

 European Cancer Patient Coalition survey on awareness of Cancer Associated
Thrombosis - deadline to complete is beginning of August

Please feel free to share these links as appropriate. 

Webinar - the impact of the national data opt-out on rare diseases 
Wednesday 18 July, 3-4pm 

Cancer52 members are invited to join a webinar discussing the impact of the national 
data opt-out on rare diseases. 

Discussion topics:  

 How could the opt-out affect the people you support?
 Could it affect research into your charity’s condition?
 What does the opt-out need to consider about unique rarer conditions?
 How can we inform people with rare conditions of their choices around data?

Register to join the webinar by emailing newoptoutenquiries@nhs.net. 
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Cancer Research UK Early Diagnosis Research conference 

Save the date for the 5th biennial Cancer Research UK Early Diagnosis Research 
conference. 

The main conference will take place on the 12 and 13 February 2019 in Birmingham, 
with a poster exhibit commencing on the evening of the 11 February. The 2019 
conference will focus on the theme ‘Driving Evidence into Practice’. A call for abstracts 
will be announced in mid-July, and registration information and conference programming 
will follow later in the autumn. As with previous conferences CRUK aim to bring together 
researchers, clinicians, patients and policy makers to share and discuss the latest 
research findings, their implications on policy and practice, and the future needs and 
direction for early diagnosis. 

For further updates please check the conference webpage Early Diagnosis Research 
Conferences. 
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