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• circa 550,000 people alive in the UK after diagnosis of 
breast cancer 

• unknown how many of them have recurrent or metastatic 
disease 

• Breast Cancer Care highlighted the lack of data and patient 
support in 2006 
• effectiveness of treatments for primary cancers cannot be adequately 

assessed 
• care of patients with recurrent and metastatic cancer cannot be fully 

evaluated 
• difficult to plan and resource services for this group of patients 

• they and others lobbied successfully! 

The Problem? 
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Breast Cancer Care kept in contact with the NCIN during 2009 to see if the requirement was 

being met. In 2010, the Chair of the All-Party Parliamentary Group for Breast Cancer Annette 

Brook MP asked the Prime Minister a question on the issue of data collection for metastatic 

breast cancer, and also asked him if he would meet with the group to discuss it.  

 

 

Representatives from breast cancer charities and the All-Party Parliamentary Group on Breast Cancer 

with the Prime Minister, David Cameron 

 

This led to a successful meeting with the Prime Minister in December 2010, and a 

commitment followed in Improving Outcomes: a Strategy for Cancer (3), to ensure that these 

data would be collected, initially via a pilot project: During 2011/12 we will pilot the collection 

of data on recurrence/metastasis on patients with breast cancer with the aim of undertaking 

full collection from April 2012. The learning from this exercise will, in time, be applied to the 

collection of information on other forms of metastatic cancer . 

 

 

Point 2.10 

During 2011/12 we will pilot the collection of 

data on recurrence/metastases on patients with 

breast cancer with the aim of undertaking full 

collection from April 2012. 

 

The learning from this exercise will in time be 

applied to the collection of information on other 

forms of metastatic cancer 

Representatives from breast cancer charities 

and the All-Party Parliamentary Group on 

Breast Cancer with the Prime Minister, David 

Cameron 



Recurrent and Metastatic 
Breast Cancer Data 
Collection Project 

• The overall aim of the project was to 
discover the extent of information 
on recurrent and metastatic breast 
cancer available through current 
mandated NHS data sources, and to 
determine how this may be 
assimilated with related data flows 
to regional cancer registries, in order 
to inform recommendations for 
future national data collection. 

 



1. to identify, by direct submission of data from breast 
multidisciplinary teams, a clinically defined group of 
patients diagnosed with recurrent and metastatic breast 
cancer 

2. to compare the data that are available on this same group 
of patients from mandated NHS data collections and from 
regional cancer registries 

3. to identify through this analysis any deficits in the 
information and the need for any additional items or any 
changes to the data collection process 

4. to ascertain, from the data gathered and feedback from 
the pilot sites, what local processes are in place for 
managing these patients and their access to a clinical 
nurse specialist (CNS) 

 

Specific aims  
of the pilot 



Fifteen breast cancer units across 
England took part in the pilot for six 
months from June to November 2011 


