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Bladder Cancer - Prevalence

- 3rd most prevalent cancer
- 120,000 cases
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- 3rd most prevalent cancer
- 376,000 Cases at 30 years



Bladder cancer - Costs

Economic Burden of Bladder Cancer Across 
the European Union 
Leal et al. European Urology

€1,117 - €13,370 per patient



Bladder cancer - QOL

Low grade 

NMI

High grade

NMI
Invasive Metastatic

Tools:

EORTC NMIBC 24
EORTC QLQ-BLM30

FACT-VCI

Bladder Cancer Index

SF-36 
EORCT-QLQ-C30

IC Vs. 
Reconstruction

Outcomes:

Various NMI BC outcomes



21st Century Healthcare: Value

Value = Patient health outcome / Cost

Porter NEJM 2010



Define the right outcomes:
What is success?

Results that matter for patients
conditions not procedures
conditions not specialties
conditions not hospital sites nor care sites

Results not patient experience
not compliance with practice guidelines
not clinical indicators

Porter & Lee. Harvard Business Review Oct 2013



21st Century Healthcare: Outcomes

Question Data Process

Will I survive? Mortality Stats NCRAS

Glaser & Corner. European Urology 2015



FemalesMales

1990 to 2009: Falling bladder cancer incidence is not producing mortality improvements 
Eylert et al. J Clin Urol 2014

Survival:  No Little change

R
el

at
iv

e 
su

rv
iv

al
 p

er
ce

n
ta

ge



21st Century Healthcare: Outcomes

Question Data Process

Will I survive? Mortality Stats NCRAS

How well was I looked after?
Patient experience NCPES

Glaser & Corner. European Urology 2015



The English Cancer Patient Experience Survey 
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Risk of negative health care experience. Patients with BC (red) were amongst those 
with the lowest satisfaction and highest rates of negative experiences of all common 
cancers (odds ratio of negative experience plotted).

Saunders et al . Eur J Cancer Care (Engl), 2014. 



21st Century Healthcare: Outcomes

Question Data Process

Will I survive? Mortality Stats NCRAS

How well was I looked after?
Patient experience NCPES

What will I be like?
Quality of survival              PROMs

Glaser & Corner. European Urology 2015



PROMs: Patient Reported Outcome Measures

Black, N. (2013). 
Patient reported outcome measures could help transform healthcare. 
British Medical Journal 346

Health
Perfomance assesment

Value for money

Clinical trials
Screening

Treatment outcomes

Information for clinicians 
& patients

Choice of treatment
Choice of provider

Clinical Practice
Diagnosis

Monitoring progress

Healthcare organisation
Benchmarking

Quality improvement



National Cancer Survivorship Initiative

2010: National Cancer PROMS 
Programme

DH PROMs & Cancer Policy Teams
Originally 

NHS England
Now



National Cancer PROMs Programme: Objectives

• Embed routine collection of PROMS within core business of 
the NHS cancer programme alongside survival data

• Utilise PROMS to 

– describe the quality of survival 

– identify consequences of survival and impact on function

– identify factors that impact on outcome, including Tx

– enable provision of appropriate health & social care 

– compare outcomes by service provider organisations



National Cancer PROMs Programme: Progress

• 2011 Pilot: 
– 4 Tumour sites n=5,000     66% response

• 2012 Longitudinal survey:
– Respondents to 2011 pilot   >80% response

• 2013 National Survey:
– Colorectal n=35,000    63% response

• 2014 Pilot:
– Gynaecological cancers and bladder cancer

• 2015 
– LAPCD: Prostate cancer



• 1,252 patients surveyed = 662 replies (53%)

• 500 males (72% response)

• 162 females (24% response)

• 97% White British, 91% Heterosexual

c/o Luke Hounsome PHE

Age Number % of total

under 40 3 0%

40-49 20 2%

50-59 61 5%

60-69 213 17%

70-79 224 18%

80+ 123 10%

Bladder Cancer PROMs Pilot
Cohort



• 77% reported ‘Telescope/Endoscope bladder 

tumour surgery’

• 20% reported ‘Radical cystectomy’

• 30% reported ‘Chemotherapy into the bladder’

• 12% reported ‘Intravenous chemotherapy (into 

the vein)’

• 16% report ‘Radiotherapy’

Bladder Cancer PROMs Pilot
Self reported Treatment

c/o Luke Hounsome PHE



% of total

Male 21%

Female 23%

Telescopic/endoscopic bladder tumour 
surgery

22%

Cystectomy 15%

Chemotherapy into the bladder 16%

Intravenous chemotherapy 22%

Radiotherapy 35%

Unable to walk/severe/moderate mobility problems

Bladder Cancer PROMs Pilot
Mobility

c/o Luke Hounsome PHE



19

% of total

Male 15%

Female 14%

Telescopic/endoscopic bladder tumour 
surgery

14%

Cystectomy 14%

Chemotherapy into the bladder 14%

Intravenous chemotherapy 14%

Radiotherapy 20%

Extreme/severe/moderate pain (cf. none/slight) 

Bladder Cancer PROMs Pilot
Pain

c/o Luke Hounsome PHE



‘I am bothered by the side effects of treatment’

% of total

Male 6%

Female 5%

Telescopic/endoscopic bladder tumour 
surgery

5%

Cystectomy 9%

Chemotherapy into the bladder 4%

Intravenous chemotherapy 12%

Radiotherapy 10%

Very much/quite a bit (cf. not at all/a little bit) 

Bladder Cancer PROMs Pilot

c/o Luke Hounsome PHE



‘I am satisfied with my sex life’

% of total

Under 40 67%

40-49 60%

50-59 36%

60-69 17%

70-79 14%

80+ 10%

Telescopic/endoscopic bladder tumour surgery 20%

Cystectomy 8%

Chemotherapy into the bladder 21%

Intravenous chemotherapy 16%

Radiotherapy 11%

Very much/quite a bit (cf. not at all/a little bit) 

Bladder Cancer PROMs Pilot

c/o Luke Hounsome PHE
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Regional patterns: Yorkshire

Incidence Mortality

Leeds Hull

Sheffield

Bradford

Wakefield



Regional patterns: Yorkshire
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LABC: OBJECTIVES

1. Advance knowledge of how best to collect 
and use PROM data to inform clinical care

2. Comprehensively assess HRQOL following BC 
diagnosis and treatment.

3. Understand outcomes that matter most to 
people living with and beyond BC diagnosis.

4. Identify gaps in care and barriers to 
improvements 
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Comparisons	
over	 me	

Comparison:	
• by	disease	
• by	treatment	
• by	provider	

Workstream	1	(0-9	months):	PROMs	instrument	refinement	

• NHS	England	data	(n=662)	
• Structured	review	
• User	and	Clinical	advisory	groups	

Workstream	2	(9-33	months):	Longitudinal	PROMs	survey	

• All	new	incident	cases	within	12	
months	(est.	n=900)	

• Survey	at	3,6,9	and	12	months	

Workstream	3	(18-30	months):	Cross	sec onal	PROMs	survey	

• Exis ng	pa ents	with	Bladder	
cancer	(est.	n=5000)	

• Single	survey	annotated	for	
pa ent,	disease	and	treatment		

Analysis	(30-36	months):	Write	up	and	future	plans	
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Annota on	of	data	

1. What	ma ers	most	to	pa ents		
2. Iden fy	key	factors	that	influence	outcomes	
3. Provide	informa on	to	drive	improvements	in	care	
4. Advance	BC	PROMs	knowledge	
5. Inves gate	the	role	of	PROMs	in	improving	clinical	care	

LABC: Design
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BC 



Cross sectional survey

Years after

diagnosis Men Women

<1 year 616 224

1-2 years 500 172

2-3 years 474 158

3-4 years 384 152

4-5 years 393 143

5-10 years 1,403 517

10-15 years 947 369

15-20 years 531 206

20+ years 185 71

BC Prevalence: 7,400
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Cross sectional survey
National Cancer Registration and 

Analysis Service (NCRAS) provides list of 
eligible people to be sent to the survey 
provider (names, NHS numbers, dates 

of birth)

NHS Trust Chief Execs 
and Bladder MDT leads 
asked for agreement to 

send surveys and 
offered chance to check 

list of patients

NHS digital will carry out an updated 
check for people who have raised type 
2 objections and remove any additional 
names from the list before sending to 

the survey provider.

People respond and return 
questionnaire to survey provider.

Questionnaires received by survey 
provider. ID numbers linked back to 
original patient list to keep record of 
responders and non-responders. Two 

reminders sent to non-responders.

Questionnaire data entered 
electronically and cleaned by survey 

provider

Cleaned data sent to NCRAS for linkage 
to cancer registration data and other 

approved datasets.

Linked pseudonymised data sent by 
NCRAS to the research teams for 

analysis.

NHS Digital remove 
people who have 
registered type 2 

objections.

1 2

3 4

9

105

The survey provider obtains up to date 
addresses and performs death check. 
Posts questionnaires (with unique ID 

number) to people with covering letter 
and signed by NHS Trust Chief Exec and 

MDT lead

6

7

8

11

BC diagnosis within 
10 years at Yorkshire 

hospital: 5-7,000

Cleaned for survival 
and Type 2 objections

&

NHS Trusts 
approached for 

permission to survey 
patients

Single survey sent
Written/On line

Outcomes on 
3,000 - 4,200 patients

Life &   
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Longitudinal survey

At diagnosis At one year after diagnosis

Total Male Female Total Male Female

Leeds 228 156 72 153 110 43

Bradford 76 56 20 52 40 12

Mid Yorks 200 134 66 134 95 39

York 204 149 55 138 105 33

Calderdale 128 89 39 86 63 23

Sheffield 188 133 55 127 94 33

Doncaster 159 110 49 107 78 29

Rotherham 92 69 23 62 49 14

Airedale 89 63 26 60 45 15

Harrogate 79 63 16 54 45 10

Hull and East Yorks 208 154 54 141 109 32

NL and Goole 156 111 45 105 78 27

Total 1807 1287 520 1219 911 310

BC Incidence: 1,807 per year 

Life &   
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Longitudinal surveyLife &   
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LABC: Organisational structure

• PIs
– Jim Catto Sheffield University

– Adam Glaser University of Leeds

• Workstream Leads
1. Penny Wright University of Leeds

2. Jim Catto Sheffield University

3. Amy Downing University of Leeds

• Research team
– Project Manager Sarah Bottomley, Sheffield

– Researcher Assistant Sam Mason, Leeds

Life &   

BC 



LABC: Governance

• Sponsor: Sheffield University

• Oversight

– Clinical & Scientific Advisory Group

• Clinical/Scientific Advisory Group

– Linda Sharp – Chair

• User Advisory Group

– Andrew Winterbottom, FBC
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Project Outcomes

1. Knowledge

– Of long term outcomes

• Per treatment

• Per patient (gender/age….)

– Of longitudinal changes

• Per treatment

2. Local patterns of PROMS

3. An applicable tool for national review? 

Life &   

BC 



National datasets


