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AUSCE

Australian Stroke Clinical Registry

A collaborative national effort to monitor, promote
and improve the quality of acute stroke care.

www.auscr.com.au

Developed using national operating principles and technical
standards for clinical quality registries
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Governance

Steering Committee
Chair Prof Sandy Middleton

RepresentativesState Clinical Networks: relevant professional colleges &
associations (drawn from the Australian Stroke Coalition), Consumers, NSRI, TGl

NSF, SSA, AROC, Government

Management Committee
Chair: Prof Anderson

Sub-committees
Prof. Donnan

e.g Research Task Group A/Prof Chris Levi

Dr Dominigue Cadilhac

AUSCR Office

Dr Natasha Lannin
A/Prof Steven Faux
Mr Chris Price

ACT NSW NT QLD SA TAS

VIC

WA
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What is AuSCR?

Consortium formed August 2008
- formal operations began October 08, data collection June 09

web-based register for acute stroke and TIA

Level 2+
prospective hospital admissions + 3 month follow-up
AuSCR uses an opt-out consent model

Welcome FollowUp

Australian Stroke Clinical Registry

User Account
Reser Password

Reset Password Follow Up

followup_user Username

Current Password *
New Password*

Confirm New Password *

“required
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Registry establishment methods

Consensus-based meeting for
finalising minimum dataset

Development of Registry protocols &
procedures

+ formative evaluation protocol

Technology design and Hospital
specifications selection and

_ o recruitment
Data architecture finalised

Ethics
submissions

Training & roll-out of Pilot
Registry systems

Project
management
reviews and
internal formative
evaluations




Policies developed

- Data Security

- Data Access

- Quality Assurance and Data Management Processes
- Publications

- Intellectual Property

- Qutlier Communication Plan

- Consumer and Community Advisory Statement

. Complaints

- Data Custodian
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Features of pilot phase

Formative program evaluation

Hospitals
A Semi-structured interviews one week after training and at one month
A 10% random audit when at least 50 cases registered
A Feedback surveys at conferences and open road-testing

Patient Follow-up processes
A Randomised to mail or telephone interview
A Internal review of processes and procedures
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Methods for deciding the minimum data-set

Stage 1

- Multidisciplinary, nationally representative workshop (N = 40)
- Independent facilitator

. Presentation of evidence about process variables
- NSF audit recommended subset (n=14)
- literature review
- national, state-based and international cross-referencing (n=40)

- Small group and whole group discussions
- Goal: consensus for only 4 non-routinely recorded variables
Stage 2
- Review by AUSCR Management Committee and selected
experts on Steering Committee
- variables to ensure quality of acute care reliably measured
. 3-6 month follow-up variables
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Minimum Dataset

|dentifying information

. date of birth

. gender

. contact details
hospital name

Risk adjustment

- |ICD10 code

- ethnic status

- ability to walk on admission

- first-ever (incident) event status
in-patient stroke

Timeliness of care delivery
A date & time stroke onset

A date & time arrive ED

A date & time of admission

A transfer from another hospital

Clinical processes
use of tPA if an ischaemic stroke
. access to a stroke unit
. discharged on an antihypertensive
. care plan provided at discharge

Hospital outcomes data

. date of discharge or death
. discharge destination
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3-month Outcome Data

. place of residence

- living alone status

- recurrent stroke event

- readmission to hospital

- quality of life
- EuroQolL5D
- PedsQL (<18 years)




Process for Data Collection

- All patients/ families given an information sheet on
admission

- explains the project
. cost-free options to opt-out

- An online and/or paper-based form is used to
collect data during the hospital admission

- Preference of hospital staff
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Benefits for hospitals in using AuSCR

. Data export for adhoc reporting and analyses of
hospital level data by clinicians

- Access to local and national comparison data in
prespeci fi ed downl oadabl e

- Ability to request 3 months patient outcome data

- AuSCR Office will provide a detailed annual report
with verified data that is case mix adjusted




[AUSCR

Australian Stroke Clinical Registry

Admission Information

63 Years 6 Months 19 Days

01/07/2009

* Accurate

1215

' Accurate

01/0712009
™ Accurate

99:99

T Accurate

01/0712009
' Accurate

Mo

Mo

Yes

Mo

*

Estimate

Estimate

Estimate

Estimate

Estimate

Age

Date of arrival to Emergency Department * (enter
01/01/1900 if not applicable)

Time of arrival to Emergency Department (hh:mm - 24hr
clock)® (enter 89:89 if not applicable)

Onset of stroke date *

Onset of stroke time (hh:mm - 24hr clock)*

Date of admission to hospital *

Was the patient transferred from another hospital? *

Did this stroke occur while the patient was in hospital? *

Was the patient able to walk independently on admission?
(i.e. may include walking aid, but without assistance of
another person) *

Is there documented evidence of a previous stroke (focal
neurological signs persisting for more than 24 hours)?*

Welcome Dominigue

Administration
User Account

Patient
MNew Patient
Search Patient

Follow Up
Report
Data

New
Episode
Screen
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Pilot sites

Royal Brisbang

Queensland ‘

Hunter Ne
England n=!

Sir Charles Gaird
Hospital

RPA

Swan District:

Austin

Tasmania ‘




g

Progress 4t February 2010

Multiple
Hospitals Patients Episodes episodes
A 46 46 0
B 10 11 1
C 202 209 7
D 27 27 0
E 67 67 0
F 89 95 6
G 11 11 0
Total 452 466 14
All hospitals
All %
Males 239 51.3
Females 217 46.6
Patient able to walk independently on admission 179 38.4
Australian born 290 62.2
Previous stroke 99 21.2
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- All hospitals
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Average = 58 per month
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All hospitals Unknown/Missing

Quiality indicators n % %
Patients treated in a stroke unit 369 79.2 2.4
Ischaemic stroke patients that received

intravenous thrombolysis 25 5.4 1.1
Patient transferred from another hospital 83 17.8 0.6
In hospital strokes 30 6.4 0.2
Total 466 100

Length of Stay in days
Hospital/s Median Interquartile range

A 7 4-11
B 6 4-7
C 12 5-21
D 3 2-6
E 9 5-26
F 6 4-10
G 6 3-9

Length of Stay Overall N= 357
Average LOS: 12.7 days
Median LOS: 7 (IQR 4,15)
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Other

Opt-out requests
A2 all information

A5 follow-up data only

Incomplete data
A 422 episodes

A 98 follow-up interviews

A1CD10 primary diagnosis n=184




Summary findings from formative evaluations

Hospitals
. web-tool is simple to use
. user manuals, data dictionary, and training are appropriate

. desire automated data-entry methods for routine demography
variables

. local barriers include software issues and human resources
In hospitals

. opt-out consent protocol needs to be modified for patients
discharged or who die before information sheet can be
provided

- 10% random audit identified changes needed to the data
dictionary &/ or web-tool or Hospital User Manual
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- AUSCE
Critical success factors

Broad clinical acceptance

- Non-government and government bodies supportive of the
Initiative

. Establishment of good governance structures and role
delineation
- ensured timely decisions and rapid progress

Having a local registry community that is very supportive and
willing to share information
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Planned progress for 2010

ARoll out to as many sites as possible within available
resources

AApply for competitive grants

ASeek more Industry support

AState government support for data linkage
AHospital support for data linkage/import
ASet up annual reports

Alnternational collaboration
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AUSCE

Future research opportuniti€s i svoe cincsesisty

Data linkage systems

Additional data spines
Pre-hospital care
Rehabilitation
Intervention studiesd different models of care
Imaging/diagnostic tracking
Factors associated with differences in patient outcomes

Sub-group populations (urban/rural, country of birth,
Indigenous status
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. Data collection

- Registry Staff

- Funding

AUSCE

M a i n iSS u es fo r d iSC USS i O n Australian Stroke Clinical Registry
- Ethics

. Acceptance and experience of opt-out consent varies
- NEAF process

- Linkage to hospital systems
. Methods of collection

- Adjusting resource needs
- Skilled personnel




Sustainable funding AUSLR

AUnclear what the best solution is

ADifficult if registry not mandated
by government

AUnited approach needed
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Summary AUSUE

. Establishing a national clinical registry is challenging
- Participation at sites
- Technology solutions
- Maintaining momentum
- Appropriate training and support for sites
- Ongoing & sustainable resourcing

. AuSCR is feasible and has value for:
- Quality of care monitoring &benchmarking assessments
- Research opportunities

- Needs to have multiple levers for support
- Sustainable solution for funding needed




e
Acknowledgments

Registry staff Support
TGl
Joyce Lim
Catey Wilson -\
Cynara Moorhouse |
Aaron Hung = ALLERGCAN
NSRI
NSF
Shae Wissell

Consortium Partners

V5

.
Y

THE GEORGE INSTITUTE

for International Health

National Stroke Research |nstitute

AUSCR

Australian Stroke Clinical Registry

Unrestricted educational grants

Unrestricted educational grants

Pilot project for testing operating
principles and technical standards for
Australian Clinical Quality Registries

J.r',\' ."'.I o

strokefoundation

/




