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Vision

To develop and run a cost effective national rare
disease registration and surveillance service for
England.

as a resource for

patients, families and carers, researchers, public
health, safety, audit, and equity monitoring.
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Current Situation

® National Congenital Anomaly Register -
Currently only 49% population coverage

Limited consistent data on rare diseases
Epidemiological focus

Limited existing infrastructure
“Hard-to-find” data

New data sources

Information governance
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A single National Cancer Registration

Service 8 Regional Offices

Population

Registrations/

= , Scotland Office Location o Providers
! (millions) year*
- e *“ North Yorkshire Leeds 6.8 20 38300
2N East Midlands  Sheffield 5.1 11 28600
| orthyYorkshire _ o
3 *‘ R West Midlands Birmingham 5.5 20 29000
y i .
b orth-\West
; . ® ‘EastMidlands  North West Manchester 6.7 28 37400
| ®. West Midlapds i
* e a Saste Eastern Cambridge 5.8 18 30800
. " ' ol Oxford Oxford 2.9 12 14000
oy £ e Yol London London 127 47 55400
- 4* g o South West Winchester 7.2 22 42100
'A S TOTAL 52.2 178 275600

* Not including non-melanoma skin cancers



Migration progress - Local to National
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National cancer audit data - breast, bowel,

Colposcopy lung, head and neck, invasive cervical cancer
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An Idea of scale

National Feeds

Local Trust systems - Path, PAS, MDT

etc
Nyimmhoar nf MMDT e nrevnndinea Aata

Number
12

500

170N

Imaging reports

Pathology reports

Chemotherapy cycles

Patient Admin System data (PAS)

18,000 /month
30,000 /month
62,000 /month
90,000 /month

Number of historical records 11 million
Average number of data items/case 180
Annual Registrations (new tumours) 350,000
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The Patient Portal - the brain tumour
pilot
® Driven by the brain tumour charities —

brainstrust, CRUK

® Empowering and informing patients and
clinicians

® Improving patient engagement

® Strengthening the partnership with clinical
teams

® Providing patients with access to their own

data
— advocacy and information requests

® Ensuring supportive community
— Expert guidance & information, advice, support.

® Enhancing survivorship and improving
nlrtcomeaag | -
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lttps:,f;‘p-:nrtaIbeta.myregistt}f.org.uk;‘usersfsign_ p v B O X @ Welcome I Brain Tumour P... =

v Favorites Tools Help

Need help? Contact brainstrust:

brain tumour

PATIENT INFORMATION P®RTAL

Wi

The Brz
give pa
back in

This ex
access |
reports

Develo]
in partr

brain tu
AUK-

About the portal

Patients who choose to access their

information can view records held about
_their tumour at the NBTR. They can also keep

#& 01983292 405

.

Please enter your details below to log into t
New user? Register here

Email *
t4@test.com

Password *

* = required field

Forgotten Password?

This site uses cookies whenever you sign in, to provide
secure access to your account, and the associated info




Patient Reported Outcome Measures
Survey

YOUR HEALTH AND WELLBEING IN THE PAST WEEK

The questions in this section are about your health and how you have felt in the past WEEK.

Please mark one box per line to give your response.

Notat Alittle Some- Quite Very
all bit what a bit much

0 0 .0 .0

0 0 .0 -0
0 .0 .0 .0
0 0 .0 .0
0 0 .0 .0
4 -0
0 0 .0 .0
0 0 .0 .0
0 0 .0 .0

During the past week

10. | have swelling or cramps in my stomach
area

O

11. | am losing weight

=3

OOOO0o0oaoao
]
]

12. | have control of my bowels

-2

13. | can digest my food well

—h

14. | have diarrhoea

-

15. | have a good appetite
16. | like the appearance of my body

—

17. | have difficulty urinating

—h

18. | urinate more frequently than usual

.
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Lessons from cancer registration

® This is hard
— many challenges

® Needs patient and public support
® Local knowledge and links across the NHS

® Driven by partnership working
— patients and carers
— clinical teams
— voluntary sector
— research
— Government

® Data quality is driven by timely feedback
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