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Background

The UK National Brain Tumour Registry (UKNBTR, part of the National Cancer

Registry) holds a significant amount of data about the care of individual patients with
primary malignant brain tumours. Following consultation with brain tumour charities
and clinicians, it is clear that these data constitute an important resource for cancer
patients, their carers and their clinicians and that a mechanism should be developed

for sharing of this data with patients: the Patient Information Portal.
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to provide all brain cancer patients in England with the opportunity to

The ViSiOn : securely access data held about their care by the National Cancer Registry
within an online supportive community, with the freedom to add to,
comment on and share this information if they so wish
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Do patients want this?

Wq What information is available?

\ * Full text histopathology reports

\ * Abstracted information from imaging reports

* Details of specific treatments received

* Biochemical information such as receptor
status, if relevant

How will patients access the Portal?
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Yes. The NBTR has been working closely with brainstrust and other charities
to ensure that the Portal will fit patients’ needs

What will patients use
the information for?

A consultation event in January 2012
generated insights into how access to their
data will empower patients as informed
partners in their care:
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high levels of security.

Access will be via
braintumourhub.org which
provides comprehensive

information on support available http//
for patients, whether face to face,

telephone or online : \\

anne.swift2@nhs.net
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