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Who’s Counting?

Breast Cancer Care’s campaign on secondary
(metastatic) breast cancer data collection in
England

Emma Lavelle, Policy Manager

Why data matters for

secondary breast cancer

• People tell us that the care they
receive is inadequate (especially when
compared to primary diagnosis)

• People with secondary breast cancer
often do not have access to a
dedicated secondary Breast Cancer
Nurse

• No data means it is difficult to plan
services that effectively meets patient
need

• The long term effectiveness of
treatments and outcomes for primary
breast cancer is also unknown

‘Who’s Counting?’ Our campaign

www.breastcancercare.org.uk/secondary
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Findings

Barriers and enablers to data

collection
Barriers

• Lack of resources e.g.
administrative support

• Confusion over the definition
of secondary breast cancer

• Lack of awareness of what
data should be collected/how
to record secondary breast
cancer

• Lack of buy-in and
leadership

Enablers

• Infrastructure in place

• Dedicated secondary breast
cancer MDT

• Buy-in and involvement of all
relevant staff

Case study

There is a dedicated MDT meeting for secondary
breast cancer where all patients are discussed. The
data has been used to highlight that patients at the
Trust are living longer and that questions around
sustainability of services will need to be addressed.
Furthermore, the information was used to secure
external funding for a new administrative post, to free
up the time of the nurse in future.
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Next steps
Report released in Sept 2016, which
makes recommendations to improve
data collection

Working with NCRAS to improve
COSD v.8

Continuing to monitor progress in
this area, and work with Trusts to
share best practice

Continue to link people living with
secondary breast cancer with this
issue, giving them a voice on
something that they feel extremely
passionate about.

www.breastcancercare.org.uk/secondary

Emma.lavelle@breastcancercare.org.uk

Questions?


