Database of Cancer Uncertainties
(DoCU)

Moni Choudhury

Analyst — Research and Development
National Institute for Health and Clinical Excellence (NICE)

Contributors: Dr Sarah Garner; Clifford Middleton and Detris Brown (R&D);
Ben Hendry and Michael Holmes (E-Media)

NHS

National Institute for
Health and Clinical Excellence

)

SIXTH FRAMEWORK
PROGRAMME




Introduction

Aims

Objectives

Release of the database
Statistics in the first few weeks
Uncertainty life-cycle

Search the database
Submitting uncertainties
Launch of the database

Press Release

What next?

C((

CoCanCPG

'“|||I|‘ \
)

SIXTH FRAMEWORK
PROGRAMME



(C(
CoCanCPG

Aim(s) of the project

General aims (as per the proposal for the database):

e To focus new cancer research on uncertainties that
have been identified as high priority across Europe.

 To create a European Network to accelerate the
commissioning process, overcome fragmentation and
avoid duplication of effort.

Specific aim (as per the database development
specification):

 To develop a database of uncertainties in the
management of cancer that have been identified during
guideline development
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Objectives

Objective 1: To harness the guideline development process
to identify uncertainties

Objective 2: To create a web-based European-wide
relational database to facilitate the collation and
tracking of the uncertainties

Obijective 3: To establish a process to allow the uncertainties
to be prioritised

Objective 4: To translate uncertainties into research
recommendations

Objective 5: To promote the research recommendations to
potential researchers and funders of research

Obijective 6: To establish a process to track the status of the
identified uncertainties
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Release of the database

e CoCanCPG Databhase of Cancer Uncertainties was
released on Tuesday 20 October 2009

« Went live on the NICE website:

http://www.nice.org.uk/aboutnice/howwework/researcha
nddevelopment/cocancpq.|sp
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Statistics In the first few weeks

No. of times people have visited the site: 890

No. of times people have visited the search page: 641

No. of searches carried free text: 11
out by:
topic/sub-topic: 20
search all: 34
No. of people who have visited ‘submit an 112

uncertainty’ page:
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The uncertainty life-cycle

1. Identify
uncertainties

9, Check
status of

uncertainties

8.
Acceptance
for research
funding

7.Formulate
and promote

6. Prioritise

2. Collate
uncertainties

5. Quality
assurance

3. Sift
uncertainties

4. Submit
uncertainties
via web entry
form
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Step 1: Identify uncertainty

« Definition of Uncertainty:
‘an absence of certainty: a state of having limited

knowledge where it is impossible to exactly
describe existing state or future outcome.’

 Identify ‘raw’ uncertainties
* Apply manual searching technique
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Examples of common terminology

‘research’ ‘further research is needed’; ‘research is required’; ‘research should be
conducted’ ...

‘evidence’ ‘we identified no evidence’; ‘there is no evidence’; ‘inconsistent
evidence’'...

‘studies’ ‘few studies have been published in this area’; ‘none of the studies
considered’; ‘too few studies’...

‘trials’ ‘we identified no trials’; ‘be informed by later trials’; ‘there are few...trials’

‘data’ ‘no data’; ‘there is little data’; ‘data is at times conflicting’

‘conclusion’/’conclude’ ‘no conclusions can be made’; ‘no conclusions can be drawn’

‘result’ ‘did not break down the results sufficiently’ ; ‘due to inconsistency of the
results’
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Step 2: Collate uncertainties

» Extract identified uncertainties
An example:

‘Future research based on randomised controlled
trials iIs needed to compare the effectiveness and
cost-effectiveness of different follow-up strategie
The studies examined follow-up of lung cancer
patients only after resection. There was no
evidence on follow-up after chemotherapy,
radiotherapy, combination therapy or palliative
care.’

 Populate template as guide to data collection
e Long list generated
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Data collection template

Template for DoCu data collecton
D Source Origing Locaton Record Research Quesion \letadata| ~ Priorty
Why isit
Parer imporantfo
Oganisa | |Paragraph support tis Submission date of Whyis
D Guidance  (Guidance |Issue Dafe of fion  [Page|no. or Type of Why sthere ~ {uncertainty for uncertainty firston | Suggesied sudy Istiisa [hisa
No. |Guidance  Buidance ID [Type Verson  |Guidance  Pountry |Name  |lLink |heading  [dentfied 'uncertainy uncertainy uncertainty? ~~ [reearch? Jopic Subvtopic wehsite ype Population Itenenton Comparalor Oufcomes Forula  ted reearch quesion Netadata |prory _[pririty?
—
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Step 3: Sift uncertainties

Remove duplicates from long list

Break uncertainty down in PICO format
Review uncertainty for completeness of PICO
Shortlist will contain full PICO breakdown
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Step 4: Submit uncertainties €@
via web entry form into DoCU —

registration and log-in

Register to NICE website
Log-in using registration details

Apply for access to the Database of Cancer
Uncertainties

Complete form with detalls and save

Await automated email confirmation or directly from
DoCU administrator

Logout and log-in again
Should be taken straight to the ‘Submit an uncertainty’
form
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Step 4: Submit uncertainties
via web entry form into DoCU

ﬁ CoCanCPG DoCU Submission - Windows Internet Explorer provided by NICE
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4 CoCanCPG DoCU Submission - Windows Internet Explorer provided by NICE
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@U' M0t v rice gk i sk esearchancteveleprentcarcer ip [v]l4llx Al @U' M0t bwwerice.org i aboutic fearcer. 5p o]l ] [sacge |28
File Edt View Favorites Tools <elp File Edt Vew Fevoites Tools Help
T = = N » % o — - »
¥ & | cocancPGDoc Submission [ ‘ BB ® - pae v (o w& | cocar G Dot Sebissn [ ‘ BB @ rage s (rods e
— _—
[ » a]
5kia to contert jon impaired | Preferences/Legout | Links | Glossary | Contact m L Quality and Outcomes ]
L ) Sitemap | Site help — Framto
National Institute for @NICE QliHS |
g i |
Health and Clinical Excellence s Qualty standards
= . Pleas
\ICE Irtemational Trpe cf tncertainty () |Pleass selectcne v
Home | Ourquidance | Using quidance | Getnvobed Newsroom | AJUENICE  'Whatis NHS evidence?

Who we are
What we do
How we work

Developing NICE clinizal
guidelines

Developing NICE
interventional
procedures

Developing NICE
technlogy app

Developing NICE publc
health guidance

How cidance topics are

chosen

How NICE makes
quidance availatle

» Resezrch and
development
CoCanCPG Datebass
of Cancer Uncertainiies
(Docu)
Research and
Development Adviscry
Corrmittee

NICE websize
develooment

Jobs
Tenders
Stientific advice

Quality and Outcomes
Framework

Quality standards

Home... About NICE... How we work.. Research and development... Submit an uncertainty

ISubmit an uncertainty

HAY

Please complete the form shown to submit a new Lncertainty to the Database of r
k‘(‘

Cancer Uncertainties. Incomplete submissions may be rejected by the database
CoCanCPG

administrator. Please orovide al avalable detals. Al submissions are subject to
aparoval prio to being shown ¢ the web site. An ncomplete ncertainty may be
saved for further editing prior o final submission by dicking the 'Save this ‘orm for
fater’ button at the bottom o the screen.

Items snown with an astenisk (%) are required.

JnRt]
Submission date 0c-08
*Guidance D

* Issue date of guidance @) B (0cober-09)

* Country 7/}P\ease selectons v
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Dore @ Intermet 1% -
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* Why is there uncertainty? 3) o exidenze availsble:
© N research has been identified

Uncertain exstng eviderce:

@ The publication contains irsuffident information dus to
inacecuate reperting

©  Theresearth 135 beeen undertaken ot is not
methodologically robust

(@ Research into the question Fas been undertaken but
the results caanat be applied to the population in
question (for example, the satfing i< not comparable,
the patient papulaion differs, a diferent dosage of
drug has been used)
Reszarch has been undertaker irto a related but
different question ifo- example the comparater diffars)
The research s out o date - for example a systematiz
reviaw needs Updating with recent trials, or cinizal
practice has cianged

@ Theresearch cannot 2 understond - due ta
inagpropriate reorting or lang.age dificultes.

Otner rzasons for why there is |
tneertainty 3

* Why s it inportant to
suppo't this uncertainty for
researth” )

Plaase selact cng |v

Suporting infcrmration )
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Step 4: Submit uncertainties e

via web entry form into DoCU

Wy is tis a priority &)

Saveth's form fr later b

Data protection

Back 0 CoCanCPG home

Accessibiliy  Cymraec  Freedom cf Informatior  Data rotecton  Copyright  Disclaimer  HHS Choces.

Copyright © 2008 Niationa Tnsitute for Health and Ciricel Excellence. il ights reserved, :
v

Dore.

W"b B (e - ios.. | sgpendies | @ piacoottponer

@ hternet BI0% v

Vo B &) DratDocy prece. | B\:Qw_\_‘w 1649
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Step 5: Quality assurance of
submitted uncertainties

Email alerts notify CoCanCPG DoCU administrator:
— New registered users

New submitted data (completed forms)
New comments about uncertainties

CoCanCPG DoCU administrator:

Checks details of registered users before acceptance

Checks details of new uncertainties (for completeness of
form population) for acceptance or return to contributor

Checks content of comments for acceptance or rejection
Publishes uncertainties and comments on the website



Steps 6 to 9: In development

Step 6: Prioritisation of submitted uncertainties
Step 7: Formulate and promote

Step 8: Research accepted by research funder/
research collaboration

Step 9: Check status of uncertainty



Search the database

[ By: free-text }

By: topic/sub-topic

filters < |
/] >

| >

[ By: search all J




Search results

/List of results: \

*|D
e|ssue date of
uncertainty

*Topic | >
eldentified Uncertainty

*Why is there Filter:
uncertainty? < | ‘|ldentified
*Why is it important to uncertainty’
support this

uncertainty for

Qasearch? /




Detalls of individual record

p

[ Output screen:




Launch of the database

Press release prepared

Each partner can take away and apply to own
organisation/country

NICE preparing official launch at its annual conference
iIn December 2009



What next?

Steps 6-9 are in development and being progressed
More uncertainties will be added to the database from:
— NICE Prostrate Cancer Clinical Guideline

— NICE Research Recommendations on Cancer topics

Consortium partners to confirm their contributions and
add directly to database via the web entry form



