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Background

e Resource use data is required in order to calculate costs for economic
evaluations.

e Resource use data can be obtained from routine data, or medical

records but this is not always practicable, and may not always contain
relevant data (e.g. out of pocket costs) ...

e ... and therefore many trial-based economic evaluations rely on
resource use questionnaires.

e Resource use questionnaires are based on recall and are hampered by
inconsistent methods and a lack of validation.
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ABSTRACT

Review of HTA-funded research
papers published prior to 2009

95 identified as including economic
analysis

85 recorded patient level resource use

Methods varied
* A priori evidence to identify cost drivers
* Piloting and validation of resource use
guestionnaires
Some common areas
* Choice of perspective
* Routine medical records
e Reliance on patient recall

Value in Health 2010; 13(8): 867-872



Network of HTMRs with collaborators from:
Bristol, Birmingham, LSE, Vancouver and
Bangor

Examined feasibility of establishing an open-
access Database of Instruments for Resource-
Use Measurement

Identified relevant fields for data extraction

Outlined database design.

Database of Instruments for Resource Use
Measurement (DIRUM)

| irum

itabase of Instruments for Resource Use Measurement.

Visit us at: www.DIRUM.org

DIRUM — the Database of Instruments for Resource Use Measurement — is
a practical, open-access database of resource-use instruments based on
patient recall, for use by trial health economists

DIRUM is funded by the Medical Research Council Network of Hubs for
Trials Methodology Research in order to:

. Catalogue resource use measures for the UK, US, Canada and
Australia

. Establish a repository of empirical evidence on the validity and
reliability of resource use instruments

Submit your resource use
instrument to: info@dirum.org
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DIRUM: Survey of health economists
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Development of a Database of Instruments for Resource-Use
Measurement: Purpose, Feasibility, and Design
Colin H. Ridyard, PhD, Dyfrig A. Hughes, PhD, MRPharmS~, on Behalf of the DIRUM Team

Centre for Health Economics and Medicines Evaluation, Institute of Medical and Social Care Research, Bangor University, Bangor, United Kingdom

ABSTRACT

Background: Health economists frequently rely on methods based on
patient recall to estimate resource utilization. Access to questionnaires
and diaries, however, is often limited. This study examined the feasi-
bility of establishing an open-access Database of Instruments for Re-
source-Use Measurement, identified relevant fields for data extraction,
and cutlined its design. Methods: An electronic survey was sent to
authors of full UK economic evaluations listed in the National Health
Service Economic Evaluation Database (2008-2010), authors of mono-
graphs of Health Technology Assessments (1998-2010), and subscrib-
ers to the JISCMail health economics e-mailing list. The survey in-
cluded questions on piloting, validation, recall period, and data capture
method. Responses were analyzed and data extracted to generate rel-
evant fields for the database. Results: A total of 143 responses to the
survey provided data on 54 resource-use instruments for inclusion in
the database. All were reliant on patient or carer recall, and a majority

(47) were questionnaires. Thirty-seven were designed for self-comple-
tion by the patient, carer, or guardian, and the remainder were de-
signed for completion by researchers or health care professionals while
interviewing patients. Methods of development were diverse, particu-
larly in areas such as the planning of resource itemization (evident in
25 instruments), piloting (25), and validation (29). Conclusion: On the
basis of the present analysis, we developed a Web-enabled Database of
Instruments for Resource-Use Measurement, accessible via www.
DIRUM.org. This database may serve as a practical resource for health
economists, as well as a means to facilitate further research in the area
of resource-use data collection.

Keywords: clinical trials, cost analysis, data collection methods, eco-
nomic evaluation, health technology assessment.

Copyright © 2012, International Society for Pharmacoeconomics and
Outcomes Research (ISPOR). Published by Elsevier Inc

Electronic survey of UK health economists

Questions on piloting, validation, recall
period, and data capture method.

143 responses
Data on 54 resource-use instruments.
All instruments reliant on recall.

Thirty-seven designed for completion by the
patient, carer, or guardian

Remainder for completion by researchers or
health care professionals during patient
Interviews.

Value in Health 2012; 15(5): 650-655



DIRUM: Website
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Home About DIRUM

On this basis developed Web-
enabled Database of Instruments
for Resource-Use Measurement,

Submissions Search All Instruments Methodological More Informati
Instruments Papers

Search Results Search Criteria

Found 4 matching instruments. Shown below is a summary of your search criteria.
E

wvalue in brackets indicates the matches for the

€3 Disease Categories (4 maiches)

accessible via www.DIRUM.org.

An annotated cost questionnaire
for completion by patients

UK working Party on Patient Costs
(Ken Buckingham, Micola Cooper,
Wendy Coucill, Jos Eastman,
Marilyn James, Elaine McCaoll,
Panos Papanikolacu, Adam
Pamab. Sally Thompson, Sarah
Wordsworth)

Generic

An annotated cost
questionnair
completion by patients

[Details]

ISDR Visit Questionnaire
Marityn James and Christopher

Eyes & vision
Public health

uestionnaire

ISDR Wi
S fisit Questionnaire

[Details]

() Generic (4 matches]

4 matching instruments found

Modify Criteria

Sampson on behalf of the ISDR

study team Cen=nc

TiC-P adults
¥ | Institute for Medical Technology

DIRUM serves as a practical
resource for health economists,

and a means to facilitate further
research in the area of resource-
use data collection. ORI e

E: info@dirum.org

Mental health

Generic [2=iTE]

Virtual Outreach
Generic Qs \"!;HEIFE lsee [Details]

{=|Download search results in Excel

Need to store or share a link to these results, please use the url below

http:/www. dirum org/instruments/searchresults?guid=ad1ccObe-b7d7-4db4-951a-c 2

Accessibility Privacy Policy & Cookie Usage Site Map Administration

~ XHTML
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DIRUM: Updates
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About DIRUM

DIRUM is a project funded by the Medical Research Council Network of Hubs for Trial Methodology
Research (MRC HTMR) to compile a Database of Instruments for Resource Use Measurement. Led by
Bangor University, and in collaboration with the Universities of Bristol, Birmingham, Simon Fraser
University, and London School of Economics and Political Science, the aim is to create a practical, open-
access database of resource-use questionnaires for use by trial health economists

The database supports data navigation, sorting, searching, advanced filtering and for administrators record
addition, medification, deletion, and file uploads

To submit a resource use instrument (by which we mean any method such as questionnaire, diary to
estimate resource use based on patient recall), please contact Professor Dyfrig Hughes, Professor of
Pharmacoeconomics, Centre for Health Economics and Medicines Evaluation, Bangor University,
Ardudwy, Normal Site, Bangor, UK. LL57 2PZ. E-Mail: info@dirum.org

DIRUM team: Professor Dyfrig Hughes and Dr Colin Ridyard (Bangor University, NWHTMR), Dr William
Hollingworth, Dr Sian Noble and Dr Joanna Thorn (University of Bristol, ConDuCT), Professor Joanna
Coast (University of Birmingham, MHTMR), Dr David Whitehurst (Simon Fraser University) and Professor
Martin Knapp (London School of Economics and Political Science)

« ~ 20,000 visits (68% from
outside of the UK)

4 PRIMROSE RUM added to database
D Friday 16 February 2018

Employment, Housing, Health and Leisure (EHHsL
baseiine form sdded

e * ~ 6,000 instrument downloads

nday 11 February 20

srdiac Rehabilitation Resource Use
naires

4> New DIRUM Publication
& Tuesday 21 November 2017

Core Items andardized Resource Use Messure
(ISRUM): Expert Delphi Consensus Survey

(December 2017



ISRUM: Motivation

* Led by Bristol

* Minimum set of core resource
use items

e Validated standardized resource
use measure
* Increase data quality

* Improve comparability between
studies

* Reduce research burden.

e Standardised resource use
instrument

Over 2000 items
identified from 59
instruments

IDENTIFICATION OF ITEMS FOR A STANDARDISED RESOURCE-USE MEASURE:
REVIEW OF CURRENT INSTRUMENTS

Thorn JC, Ridyard CHZ, Riley R!, Brookes 5!, Hughes D?, Wordsworth 5%, Noble 51,
Hollingworth W

Wniversity of Bristel, Bristol, UK, 2Bangor University, Bangor,
UK
OBJECTIVES: To review the content of existing ry
to conducting a Delphi survey to identify core itd
UK trial-based economic evaluation. BACKGRO
by patient recall in economic evaluations alongsids
acterised by inconsistency and a lack of validation. A
resource-use measure could potentially increase datg - —
bility between cost-effectiveness analyses and reduy’ _«€arch burden on health
economists. METHODS: A single version of each iglsffument designed for use in
a UK-based study was identified from the Database of Instruments for Resource-
Use Measurement (www.dirum.org). Section headings (‘domains’) and questions
(‘items') were extracted verbatim according to a predefined schema. Information
on the recall period, level of detail, use of skip logic (i.e. a yes/no question designed
to guide responders past irrelevant questions) and scope (disease-specific or total
resource use) was also extracted. [tems were scrutinised for overlap. RESULTS: In
excess of 2000 items were gxtracted from 59 instruments. The range of structures
éxtremely wide, and varying levels of information were
ar items (for example, the number of hospital stays or the
ent in hospital). Recall periods varied substantially (sometimes
\ and total resource use was more commonly requested than
ce use. Skip logic was employed in over half the instruments
items were reduced to a list of 350 following preliminary
/and further reduced to approximately 60 key items for future
~€Iphi survey of health economists. PRELIMINARY CONCLUSIONS:
Ubstantial variation in the methods used to assess resource use in clini-
cal trials. Further work is in progress to prepare and administer the Delphi survey.

Review of
DIRUM to
extract domains

and items

para-

Value in Health 2015; 18(7): A668



ISRUM: Delphi survey

Survey link sent to HESG mailing list
and 111 named individuals

Email reminder sent to HESG
mailing list

.

4

Survey started 54 times

8 further surveys started

}

62 surveys started in total

45 usable responses received (41
complete, 4 gave responses to all
rating questions)

17 incomplete: 5 completed
survey later, 3 provided no
email address, 2 provided
email addresses only, 7
completed part of survey

\

Individual survey link sent to 45
people who completed round 1

23 participants completed round 2

k.

Two email reminders sent to non
responders

Non responders contacted by phone
to establish reasons for non
response

9 replied after first
reminder, 3 after second

42 responses received for round 2

7 further responses received
1 too busy
2 unknown reasons

* Round 1: Respondents rated 60 resource use items. Less
important items were dropped and a second survey developed.

* 45 respondents

e 26 items were dropped
* 34 items were retained
* No new items added

* Round 2: Respondents rerated items. For each item, respondents
iven median score, their own score and summarized comments
rom Round 1.

e 42 respondents completed
e @Greater consensus observed

* Final meeting
* 10 core items selected
* Further items identified as suitable for “bolt-on” questionnaire modules.

Value in Health 2018; 21(6): 640-649



ISRUM: Core items 1/2

* Hospital care

* Number of hospital admissions
(inpatient stay or day case)

e Length of stay (e.g. dates or
number of nights)

* Number of hospital outpatient
appointments
* Emergency care
* Number of visits to A&E
* Number of appointments

ELSEVIER
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Core Items for a Standardized Resource Use Measure: Expert

Delphi Consensus Survey
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Joanna C. Thorn, BSc, MSc, PhD"", Sara T. Brookes, BSc, PhD', Colin Ridyard, PhD’,

Ruth Riley, BSc, MSc, PhD",

frig A. Hughes, BPharm, MSc, PhD’, Sarah Wordsworth, BSc, PhD”,

Sian M. Noble, BSc, PhD", Gail Thornton, BSc, MRes(Psych)™*, William Hollingworth, BSc, MSc, PhD*

e, University of Br
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, Oxford, UK
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ABSTRACT

Background: Resource use measurement by patient recall is charac
terized by inconsistent methods and a lack of validation. A validated
standardized resource use measure could increase data quality,
improve comparability between studies, and reduce research burden.
Objectives: To identify a minimum set of core resource use items that
should be included in a standardized adult instrument for UK health
economic evaluation from a provider perspective. Methods: Health
economists with experience of UK-based economic evaluations were
recruited to participate in an electronic Delphi survey. Respondents
were asked to rate 60 resource use items (e.g., medication names) on a
scale of 1 to 9 according to the importance of the item in a generic
context. Items considered less important according to predefined
consensus criteria were dropped and a second survey was developed.
In the second round, respondents received the median score and
their own score from round 1 for each item alongside summarized
comments and were asked to rerate items. A final project team meeting

was held to determine the recommended core set. Results: Forty-five
participants completed round 1. Twenty-six items were considered less
important and were dropped, 34 items were retained for the second
round, and no new items were added. Forty-two respondents (93.3%)
completed round 2, and greater consensus was observed. After the final
meeting, 10 core items were selected, with further items identified as
suitable for “bolt-on" gquestionnaire modules. Conclusions: The con

sensus on 10 items considered important in a generic context suggests
that a standardized instrurnent for core resource use items is feasible.
Keywords: cost measurement, patient-reported, randomized clinical
trial, resource use.

© 2018 Published by Elsevier Inc. on behalf of International Society for
FPharmacoeconomics and Outcomes Research (ISPOR). This is an open
access article under the CC BY license

Value in Health 2018; 21(6): 640-649



ISRUM: Core items 2/2

e Care at a GP surgery or health clinic

or other community setting
 Number of appointments
* Type of professional seen

 Health care at home

 Number of health care professional
visits at home

* Type of health care professional seen
at home

 Medication
 Name / class of medication

"
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Core Items for a Standardized Resource Use Measure: Expert

Delphi Consensus Survey
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ABSTRACT

Background: Resource use measurement by patient recall is charac
terized by inconsistent methods and a lack of validation. A validated
standardized resource use measure could increase data quality,
improve comparability between studies, and reduce research burden.
Objectives: To identify a minimum set of core resource use items that
should be included in a standardized adult instrument for UK health
economic evaluation from a provider perspective. Methods: Health
economists with experience of UK-based economic evaluations were
recruited to participate in an electronic Delphi survey. Respondents
were asked to rate 60 resource use items (e.g., medication names) on a
scale of 1 to 9 according to the importance of the item in a generic
context. Items considered less important according to predefined
consensus criteria were dropped and a second survey was developed.
In the second round, respondents received the median score and
their own score from round 1 for each item alongside summarized
comments and were asked to rerate items. A final project team meeting

was held to determine the recommended core set. Results: Forty-five
participants completed round 1. Twenty-six items were considered less
important and were dropped, 34 items were retained for the second
round, and no new items were added. Forty-two respondents (93.3%)
completed round 2, and greater consensus was observed. After the final
meeting, 10 core items were selected, with further items identified as
suitable for “bolt-on" gquestionnaire modules. Conclusions: The con

sensus on 10 items considered important in a generic context suggests
that a standardized instrurnent for core resource use items is feasible.
Keywords: cost measurement, patient-reported, randomized clinical
trial, resource use.

© 2018 Published by Elsevier Inc. on behalf of International Society for
FPharmacoeconomics and Outcomes Research (ISPOR). This is an open
access article under the CC BY license

Value in Health 2018; 21(6): 640-649



Looking forward,
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Using routinely recorded data in the UK to ®-
assess outcomes in a randomised
controlled trial: The Trials of Access

G. A. Powell"", L. J. Bonnett?, C. Tudur-Smith?, D. A. Hughes®, P. R. Williamson? and A. G. Marson’

Abstract

i
our experience with the feasibility of

ummarise available UK ,.JlrEyr isc
finally proposing recommendations for improving

recarded data for participants of a RCT

tI'-e access er‘.d v

Methods: Setting

UK, mullae it
5
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ic drug treatments for newdy

pants have providec
Study pmced:es utinely recorded
formal applications from available data h

5|L\|I l; of accessing routinely recorded data during a P_f is assessed an d recommer |_‘I=|[|_. ns for improving

ssess the attributes of routinely ~LOI’dé_‘|
es to collaboratively improve acce

Trial registration: Intematic ard Randomised Contrelled Trials, ISRCTN3029411%. Registered on 3 July 2012,

EudraCT No: 2012-001884-64. Reg

Keywords: Routine data, Administrative data, Feasibility, Data collection

future challenges 1/2

* Based on subset of participants from SANADII
RCT

* 3 sources of clinical routine data from secondary
care

* 5 sources of clinical routine data from primary care

* 4 sources of non-clinical data

* 2 ‘linked’ routine data sources

e Secondary care data could be accessed, but
limitations in application process.

* Primary care data are recorded but access of
data for specific individuals was not feasible.

e Access to non clinical data was not successful

Trials 2017; 18(1): 389



Looking forward, future challenges 2/2

* Return rates for questionnaires

* Self-complete
* Postal
* Online

* Interviews O Q O

* Face to face Potential SWAT?

* Telephone
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